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The unfolding of a chronic i l ln e s s  may be thought of as a voyage of 
discovery. Like a sh ip , i t  trav e ls  upon a course. And although one 
■ay s e t out v ith  an iaage of the probable path an Illness  v i l l  take 
and a plan for con tro lling  th a t path, the actual passage nay bear 
l i t t l e  resemblance to  those f i r s t  conceptions. The ups and downs and 
tw ists and turns a chronic i l ln ess  takes as i t  moves along over time 
and the types of work required to  keep i t  on the projected course 
can only become known through the In tlna te  contact of liv ing  vith  
and managing the illn e ss  on a d a ily  basis. Much like  a sa ilor  who 
learns the ways of the sea and the ad ap tab ility  of his vesse l , so an 
i l l  person comes to  learn  about the i l ln ess  and the body's response 
to  i t .  Then just when he or she thinks the course of the i l ln ess  is 
under con tro l, contingencies re la ted  to  both the illn e ss  and l i f e  in 
general arise somehow to a l te r  that course...

(Corbin 4 S trauss, 1988; p. 33).

Twenty years ago, a single legal metaphor accurately captured the 
ro le  that American socie ty  accorded to  physicians. The physician was 
"captain of the sh ip ."  Physicians were in charge of the c l in ic , the 
operating room, and the health care team, responsible — and held 
accountable — for a l l  that happened within the scope of th e ir  
supervision. The grant of re sp o n s ib ility  carried  v ith  i t  a 
corresponding grant of authority; like  the ship's captain, the 
physician was answerable to  no one regarding the practice of his 
ar t .  However compelling the metaphor, few would disagree th a t the 
mandate accorded to  the medical profession by soc ie ty  is  changing.

(King, Churchill & Cross, 1988, p. xl)
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ABSTRACT

Just as chronic illn e ss  experience cannot be understood by Merely 

concentrating on the Molecular change which characterizes a chronic disease, 

the subjective experience of chronic illn ess  cannot be captured in iso la tion  

froM the context of the socia l and in s titu tio n a l world in which i t  occurs. One 

such context, and a profoundly lnportant one, is  the dysfunctional health care 

systen within which the chronically i l l  are forced to negotiate for the 

supports and services essen tia l to  a decent guality  of l i f e .

This P roject DeMonstratlng Excellence has a two-fold purpose. The f i r s t  

Is to  chronicle the conplexity of chronic illn e ss  experience in our Modern 

world through a descrip tion of what I t  is  like to be chronically 111. The 

second is  to  apply th is  account of the chronic Illn ess  experience toward an 

understanding of the flaws in existing  Modern health care systeMs.

I t  begins by explaining the rationale for exaninlng a subjective hUMan 

experience in the context of the social universe in which i t  is lived.

Locating chronic illn ess  within the lives of those who experience i t ,  the 

discussion draws the reader into an empathetlc appreciation both for the 

conmon elements in  the experience shared by chronically i l l  persons and for 

the d istin c tio n s  discernable within the lives of these unique individuals.

In subsequent chapters, the analysis broadens to consider ex p lic it 

e ffec ts  of the relationsh ips between the chronically i l l  and the providers of 

th e ir  health care as well as the More in tr ic a te  and abstract in teraction  

between the chronically  i l l  and the larger health care systeM I ts e lf .  F inally, 

the Implications of various proposals for health reform, both grand and small, 

are considered in the lig h t of what chronically i l l  people have to t e l l  us 

about the system th a t Influences th e ir  lives so profoundly.

i l l
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INTRODUCTION

Health care in modern industria lized  nations is in desperate trouble.

Once cherished as the most p restig ious and respected of professions, medicine 

is  now the focus of extensive l i t ig a t io n  and general public c ritic ism . The 

p ro life ra tio n  of medical technology, once proclaimed as supreme testimony to 

the success of democracy and free en te rp rise , has transformed western 

biomedical care from a humanitarian socia l service into a p ro fitab le  corporate 

en te rp rise . Costs have skyrocketed, exhausting funds needed to support other 

secto rs of the public domain. D issatisfaction  among health  care professionals, 

health  care workers, and health  care consumers is epidemic in proportion. The 

l i te ra tu re  documenting and analyzing the current health  care c r is is  is 

voluminous. As w ill be seen, i t  contains the c r i t ic a l  wisdom of philosophy, 

sociology, psychology, anthropology, and the health sciences, among others. 

This book adds a d is t in c t  perspective to th a t which has already been w ritten 

on the sub jec t. I t  represents one nurse researcher's  in te rp re ta tio n  of the 

voice of an underrepresented population in the debate, th a t of the chronically  

i l l  in our society .

The chronically  i l l ,  by far the la rg est health  care consumer population 

in urban industria lized  nations, have a uniquely vested In te res t in the health 

of the health  care system. They observe i t  arid p a rtic ip a te  in i t  over extended 

periods of time, seeking from i t  whatever comfort and aid is availab le , often 

coming in to  contact with a wide range of individual providers and serv ices. 

Because th e ir  lo t in l i f e  forces them into an intimate contact with the health 

care system in i t s  various m anifestations, they develop th e ir  own analysis of 

i t s  character and i t s  p e c u lia r itie s . Further, they tend to become highly 

f ru s tra ted  with, and in sig h tfu l about, i t s  very rea l lim ita tio n s .

xl
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A great deal has been w ritten  about chronic illn ess  in  our socie ty . 

Psychologists have considered i t s  personality  co rre la te s , socio log ists  have 

in terp re ted  i t s  so c ia l im plications, economists have determined i t s  socia l 

co st, anthropologists have explored i t s  cu ltu ra l shaping and analysts with a 

philosophical bent have Investigated i t s  subjective meaning to  those 

a f f l ic te d . While each o£ these approaches o££ers an o rig in a l perspective o£ 

the phenomenon, each is  lim ited by the narrowness of i t s  scope and the 

precision o£ i ts  focus. Ju st as chronic illn ess  experience cannot be 

understood by merely concentrating on the molecular change which characterizes 

a chronic disease, the subjective experience of chronic Illness  cannot be 

captured in iso la tio n  from the context of the soc ia l and in s titu tio n a l world 

in which i t  occurs. One such context, and a profoundly important one, is  the 

dysfunctional health  care system within which the chronically  i l l  are forced 

to  negotiate for the supports and services e ssen tia l to  a decent quality  of 

l i f e .  This book, therefo re , has a two-fold purpose. The f i r s t  is  to  chronicle 

the complexity of chronic il ln e ss  experience In our modern world through a 

descrip tion  of what i t  is  lik e  to  be chronically i l l .  The second is  to  apply 

th is  account of the chronic Illn ess  experience toward an understanding of the 

flaws in ex isting  modern health  care systems.

The narrative w ill begin, In Chapter one, by explaining the ra tionale  for 

examining a subjective human experience in the context of the socia l universe 

In which I t  is  lived . I t  w ill Include a b rie f account of the research upon 

which th is  analysis is  based and w ill ju s tify  the organizing s truc tu re  in 

which the Ideas are to  be presented. A more detailed  treatment of the ex isting  

li te ra tu re  as well as the methodological o rien ta tion  for th is  study has been 

appended rather than Integrated so as to enhance the strength  of the narrative

x li
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I ts e l f .  The discussion w ill therefore proceed, In Chapter Tvo, to explore the 

subjective experience of chronic illn e ss  by presenting accounts of individuals 

representing a range of -chronic conditions, walks of l i f e  and socia l 

circumstances. Locating chronic illn e ss  within the liv es  of those who 

experience i t ,  the discussion in Chapters Three through Five w ill draw the 

reader into an empathic appreciation both for the common elements in the 

experience shared by chronically  i l l  persons and for the d is tin c tio n s  

d iscernible within the liv es  of these unique individuals.

Chapters Six through Bight w ill broaden the analysis to consider e x p lic it 

e ffec ts  of the relationsh ips between the chronically i l l  and the providers of 

th e ir  health care. Through an exploration of the complex Interpersonal 

experiences th a t characterize chronic illn e ss , the implications of health care 

relationships upon the experience of individual chronically  i l l  persons and 

th e ir  fam ilies w ill be made apparent. The more In tr ic a te  and abstract 

in teraction between the chronically  i l l  and the larger health care system 

I ts e lf  w ill form the basis for the subsequent discussion in Chapters Nine 

through Bleven. Within the accounts of the chronically i l l ,  various 

philosophical and s tru c tu ra l elements of the ex isting  health care delivery 

system w ill be highlighted. As the discussion proceeds from attending to the 

individual elements of the chronic illn ess  experience into a broader analysis 

of the Interpersonal and in s titu tio n a l dimensions tha t shape i t ,  the composite 

p o r tra it  of chronic illn ess  experience w ill become increasingly h o lis t ic ,  yet 

enigmatic.

F inally , the concluding chapter of th is  book w ill consider the 

implications of various proposals for health reform, both grand and sm all, In 

the lig h t of what chronically i l l  people have to  t e l l  us about the system th a t

xl l i
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influences th e ir  lives  so profoundly. By analyzing the curren tly  popular 

perspectives represented in the l i te ra tu re  from the perspective of the 

experien tia l experts, i t  w ill p roject the voice of the chronically  i l l  into 

the Intensely raging controversy.

I t  is  my b e lie f  th a t the d ia le c tic  between chronic illn e ss  experience and 

the larger so c ia l context In which I t  occurs cannot be reduced to 

straightforw ard categories of analysis or to  a nice, neat, linear 

re la tionsh ip . Like a l l  such complex socia l re la tionsh ips, th is  one Is untidy, 

confusing, and a t  t ia e s  even contradictory; although i t  defeats s ia p l ls t ic  

explanation, I believe I t  Is worthy of attempts a t  understanding. Such an 

understanding, however, is  unlikely to  coae froa a single clever in sigh t, 

analogy, or conceptual framework offered by th is  author or by any other. 

Bather, i t  is  my hope th a t a c r i t i c a l  understanding w ill re su lt from the 

prolonged and Intense Involvement of the reader in "making sense” of the 

phenomenon, empathizing with i t ,  and carefu lly  judging I ts  tru th  value. I 

therefore offer my reader not the f in a l answer to any of the very profound and 

penetrating questions facing health care reform, but rather another 

perspective from which to ponder the underlying meaning of the questions a l l  

of us must ask.

This book cannot pretend to  represent a complete descrip tion of chronic 

Illness  any more than I t  can hope to  offer tru ly  in sigh tfu l commentary on any 

aspect of the human condition. Further, I t  cannot hope to  do ju stice  to  the 

thoughtful work th a t has been already done in re la tio n  to the complex Issues 

involved in health  reform. Toward each of these objectives, i t  w ill do no more 

than scratch the surface. But If i t  provides the reader v ith  a better 

understanding of what i t  is  like to  be chronically i l l  in our society , or If

xiv
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I t  a s s is ts  health  policy  analysts In putting th e ir  own objectives in to  a 

somewhat more human perspective, then I t  w ill have s a tis f ie d  I ts  asp ira tio n s.

xv
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CHAPTER ONE 

STUDYING THE CHRONIC ILLNESS EXPERIENCE

At the age of 45, In 1979, David Rabin was Director of Endocrinology a t  

the Vanderbilt Medical Center. His research In the f ie ld s  of metabolism and 

reproduction was f lo u r ish in g .  He and h is  wife t ra v e lled  ex tensively , enjoyed 

an ac tive  socia l l i f e ,  and were extremely happy. In June of th a t  year, Dr. 

Rabin began to experience the f i r s t  signs of amyotrophic l a t e r a l  s c le ro s is  

(ALS, commonly known as Lou Gehrig's d isease ) ,  a chronic progressive 

neurologic condition th a t  eventually  paralyzed him completely. While Dr. Rabin 

was well aware th a t  there  was no known cure for th is  d isease , he was 

completely unprepared for how profoundly I t  would a f fe c t  even his remaining 

productive years. Where they had once trea ted  him as an esteemed colleague, 

his  peers now took grea t pains to  avoid contact with him. Physicians In his 

acquaintance immediately broke off a l l  con tact. His wife was trea ted  as a 

premature widow by fr iends  she encountered so c ia l ly .  In short,  he was trea ted  

as a pariah , a so c ia l  ou tcas t .

The Rabins reckoned th a t  If th is  had happened to  them, in th e i r  

supposedly enlightened so c ia l  network, th a t  i t  must a lso  have happened to 

o thers . They published an a r t i c l e  in a p res tig ious  medical journal describ ing 

the so c ia l  iso la t io n  from fellow physicians th a t  had resu lted  from th e i r  

d isease . The response was overwhelming. Chronically i l l  physicians a l l  over 

the world shared th e i r  pain, anguish and despair with the Rabins in l e t t e r s  

and phone c a l l s .  Thus, the Rabins came to the re a l iz a t io n  th a t  chronic I l ln ess  

Is t rea ted  as a so c ia l  d isease  In modern medical Ideology (Rabin & Rabin,

1985).

1
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The experience o£ the Rabins is  disturbing, not because i t  reveals an 

aberration in the system, but because I t  Is so very predictable. I t  

i l lu s tra te s  the degree to  which the socia l world and a spec ific  disease 

process in te rac t to  create an illn ess  experience for those involved. Further, 

i t  shows us how far apart the objective medical view of a disease can be from 

the subjective personal experience. An ironic note to  Dr. Rabin's s to ry  was 

th a t he had ac tu a lly  rejected  a career in c lin ic a l neurology because he 

reasoned th a t the diagnostic problems were mere academic exercises in the 

absence of d e fin itiv e  therapeutics (Rabin, Rabin a Rabin, 1985). I f  you ca n 't 

cure the problem, what is  the point?

The point of studying the chronic illn ess  experience, then, is  much more 

complex than simply the hope of finding a cure for chronic d isease. I t  has to 

do with the very essence of human liv e s , human asp irations and human meaning. 

People do not become less than human, uninteresting or undeserving ju s t 

because they carry with them unresolvable or disabling diseases. Rather, they 

continue to learn, to adapt and to live th e ir  lives as well as they can manage 

to do so (Fox, 1986; S trauss, 1972). In other words, they seek health , a 

health th a t represents th e ir  best e ffo r t within the specific  lim itations or 

challenges of th e ir  d isease. And achieving th is  health , a f te r  a l l ,  is  supposed 

to be what the health care system is a l l  about.

The Chronic I lln ess  Experience

What we know about chronic illn ess  experience is  lim ited and extremely 

fragmented (see Appendix 1). One explanation for th is  fragmentation is  th a t, 

u n til  quite recently , i t  was d if f ic u l t  to  ju s tify  doing research on a vague 

and non-specific issue such as "chronic il ln e ss ."  instead, scholars were

2
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encouraged to  study aspects o£ particu la r d iseases, the idea being to 

understand each disease as an e n tire ly  d is t in c t  e n tity  (Palen & Johnson, 1983 

Rolland, 1988). However, th is  approach denied the More experien tia l nature o£ 

chronic illn e ss , in which people seen to  have much more in common than was 

previously thought possible (Strauss, Corbin, Fagerhaugh, Glaser, Haines, 

Suczek t  Wiener 1984).

The te rn  "chronic" derives from the Greek "chronos," meaning "time" 

(Thomas, 1985). I t  is  used to re fe r to diseases of long duration, in which 

there may be l i t t l e  change or slow progression. I t  Is the opposite o£ "acute, 

the kind o£ disease th a t we acquire and hope£ully resolve £airly  quickly. 

Among diseases termed "chronic" there are those th a t are painful and those 

th a t are not, those tha t w ill eventually re su lt In death and those th a t w ill 

not influence m ortality , those th a t d isfigure and disable and those th a t 

Influence a person in more subtle and Invisib le ways (Nordstrom & Lubkln, 

1986; Perdue, 1981). The s im ila rity  between a l l  of them is  th a t the problem 

cannot normally be "fixed" by modern health care methods (Curtin & Lubkln,

1986).

Two basic approaches have dominated the study of chronic Illness 

experience: objective measurement of variables believed In flu en tia l In some 

aspect of the illn e ss  experience, and subjective In te rp re ta tion  of what i t  

ac tually  feels like  to be 111. The former has provided us with some Insights 

about patterns In disease progress and co rre la tes of symptomatic d is tre s s . We 

know, for example, th a t anxious people feel th e ir  pain more strongly, that 

fear keeps some people from seeking help, and th a t uncertainty about the 

course or prognosis of disease is  usually more upsetting than Is knowledge of 

a certa in  outcome. However, anyone who has worked with patien ts  or been i l l
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him or h e rse lf  w ill  be able to  re c a l l  cases which did not f i t  the expected 

pa tte rn .  People 's  experiences are ra the r more unique and mysterious than 

s t a t i s t i c a l  norms can apprecia te . Thus, we can see a resurgence in research 

enthusiasm for understanding i l ln e s s  experience in a way th a t  accounts for the 

subjective  poin t of view (Calnan, 1987).

As with subjective  experience in any aspect of l i f e ,  subjective  

experience in chronic i l ln e s s  is  complex and m ultifaceted, the subject of 

endless philosophical and theological debate, and very d i f f i c u l t  to pin down 

in any concrete fashion. One way of ge tting  a t  i t  is  to  ask people what they 

think, to have them a r t i c u la te  th e ir  experience and to record i t  as f a i th fu l ly  

as possib le . However, with the exception of poets and a r t i s t s ,  few people are 

b r i l l i a n t  a t  expressing th e ir  subjective  experience in a way th a t  other people 

can t ru ly  understand. Most of us are trapped by a limited vocabulary, are 

stopped short when i t  comes to conveying abstrac tions  and are completely mute 

with regard to the deepest and darkest elements in our subconscious minds. A 

sk il led  interviewer can bring forth  more than what might otherwise be 

av a ilab le ,  but there w ill  s t i l l  be lim its  to  what can be tapped using speech 

alone. In add ition , the introduction of another person into the in te rac t ion  

ra ise s  the spectre  of b ias ,  m is in te rp re ta tion  and d is to r t io n  of the message in 

unpredictable ways (Armstrong, 1984).

Another factor complicating the study of subjective experience is  th a t  i t  

is  highly context-bound, when we are asked to describe our experience, our 

descrip tion  w ill  change dram atically  in re la t io n  to  the s e t t in g  and in 

r e la t io n  to who is doing the asking. During a c r i t i c a l  period in our l iv e s ,  we 

may understand ourselves to  be functioning well, in complete control of our 

emotions. In h indsight, however, we may re in te rp re t  th a t  experience as one of
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denial or of being on the very brink of exhaustion. At tiroes, the saroe aspects 

of our experience can be variously  in te rp re ted  according to  our context. Who 

among us has not f e l t  t ru ly  i l l  a f t e r  making the decision to  seek medical care 

for our minor ailm ent, and then t ru ly  well on deciding instead to  resume work 

or play?

A th i rd  complication in the study of sub jec tive  experience is  th a t  not 

a l l  of what a f fe c t s  us w ill  ever be accessib le  to  our conscious minds. 

Anthropological and soc io log ica l research has convincingly uncovered evidence 

tha t a l l  of us understand the world according to the d ic ta te s  of our cu ltu re  

and our s o c ia l iz a t io n .  Much of what we know is  considered " ta c i t"  knowledge in 

tha t  we use i t ,  re ly  on i t ,  but could probably never a r t i c u la te  i t .  Such 

knowledge guides our behavior in so c ia l ly  acceptable ways, makes us feel joy, 

revulsion or despair during so c ia l ly  determined occasions, and shapes the way 

we think the ru les  and ro les  th a t  make up our world ought to  be constructed. 

The Individual Is o ften  a poor source for such information; Instead, one needs 

to explore shared elements in the experience of many people in order to begin 

to Iden tify  pa tte rns  th a t  might explain common sub jec tive  fea tu res .

What the sub jec tive  explorations have revealed to th is  point is  tha t 

people experience chronic I l ln e s s  not as Isolated  ind iv idua ls ,  but in the 

context of th e i r  fam ilies  and immediate soc ia l  universes (G i l l i s s ,  Rose, 

Hallburg & Martinson, 1989; Rolland, 1987b; Stuifbergen, 1987; Woods, Yates & 

Primono, 1989). When one member of a family is i l l ,  the whole family is 

d isrupted , and th is  d is ru p tio n  may be the most meaningful clement in the 

i l ln e s s  experience for a l l  concerned (Leahey & Wright, 1987; Rustad, 1984). We 

a lso  know th a t  the i l l  person In our soc ie ty  is  expected to behave in a 

p a r t ic u la r  way, to  cooperate with the formal a u th o r i t ie s  in exchange for being
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absolved of c e r ta in  so c ia l  du ties  (Lubkln, 1986). instead of complete

submission to  events th a t  b e fa l l  him or her, the 111 person Is expected to 

"cope," to  figure  out ways of managing the s t re sse s  and s t r a in s  brought on by 

the i l ln e s s  in ways which maintain as normal a l i f e  as is  possible  

(Tagliacozzo & Mauksch, 1979).

Each of these rev e la tio n s  makes i t  c lear  th a t  the sub jec tive  experience 

of liv ing  with a chronic d isease is  far more complex than simply bearing pain, 

fee ling  fa tigued , or l iv ing  with any of the other possible  physical symptoms 

th a t  the d isease or Lts treatment might bring on. Instead, the subjective 

experience is  something th a t  is  constructed by the many forces a t  play in the 

in te rac t ion  between ourselves and our so c ia l  worlds (Bury, 1988). Indeed, the 

chronic i l ln e s s  experience is  a highly charged soc ia l  phenomenon.

The Social Implications of Chronic I l ln e s s

As was evident in the account of David Rabin's t r a n s i t io n  from healthy 

physician to v e r i tab le  pariah , chronic i l ln e s s  can represent a rad ica l 

departure from the so c ia l  world of the robust and able-bodied. When a person 

is trea ted  d i f f e r e n t ly ,  he or she begins to fee l d i f f e r e n t  in response. Thus, 

a person and his  or her soc ia l  world engage in an intense d ia le c t ic  in which 

the experience of any given chronic I l ln e s s  is shaped.

Sociologists  who have studied the nature of th is  fa sc ina ting  in te rac t ion  

have offered us a g rea t  deal of theory about how and why the d ia le c t ic  works. 

The soc ia l  world d is c re d i t s  those with various health  d iffe ren ces ,  rendering 

them incompetent and invalid  i f  not in v is ib le .  Hany of the chronic i l ln esses  

carry  with them the p o ten tia l  of stigma, the metaphoric imagery th a t  bestows 

ce r ta in  symbolic meanings onto c e r ta in  d isease conditions. Thus, the
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chronically  111 may be variously  considered unclean, weak-willed, contagious, 

defective  or immoral depending on symbolic in te rp re ta t io n s  of the actual 

disease ra ther than any personal q u a l i t ie s  they may or may not bring to the 

disease (Brody, 1987).

While the Individuals who make up the socia l universe of any chronically  

i l l  person have the po ten tia l  to c rea te  havoc with these social 

in te rp re ta t io n s ,  perhaps none are so excrucia tingly  in f lu en tia l  upon the whole 

experience as the health  care professionals  on whom the patien t becomes 

dependent (Gabriel, 1935). Although health  care professionals have generally 

considered th e ir  personal a t t r ib u te s  as ra ther inconsequential to th e ir  

a b i l i t y  to  de liver  competent health  care , researchers are s ta r t in g  to become 

aware of the powerful role these professionals  play in shaping the i l ln e ss  

experience (Arney & Bergen, 1984). According to  common socia l logic , health  

care professionals have entered th e i r  profession because of an abiding passion 

for a ltru ism  and a desire  to  help those in d i s t r e s s .  They are supposed to be 

beyond petty  prejudices and b iases; in fa c t ,  they are expected to be our moral 

leaders in equity, d ign ity  and ju s t ic e .  That health care professionals are as 

subject to the soc ia l  misunderstandings and c u l tu ra l  assumptions as anyone 

else  comes as a b i t  of a shock. This bllndspot perhaps explains why the 

re la tionsh ips  between pa tien ts  and providers have t r a d i t io n a l ly  been viewed 

with mere c u r io s i ty  and not consternation.

There is now a great deal of evidence supporting the contention tha t  the 

q u a li ty  of re la tionsh ips  between professional health care providers and th e ir  

pa tien ts  is a c r i t i c a l  fac to r in the way people experience th e ir  i l lnesses  

(see Appendix 2). I f  the health  care re la tio n sh ip  is constructive, the most 

competent diagnostic  and treatment advice w ill  be accompanied by moral
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support, encouragement, and caring toward the p a t ie n t .  l£ I t  Is not,

f ru s t r a t io n  and d is s a t is fa c t io n  are the pred ic tab le  r e s u l t .  Although chronic 

i l ln e s s  is the most common health  problem in the western world, most health  

care professionals  seem oriented toward an understanding of th e i r  ro le  as 

prim arily  cura tive  (Hargolese, 1987). I f  they c a n ' t  f ix  the pathology, the 

p a t ie n t  is  out of luck. While these professionals  may be personally 

sympathetic, they often lack the understanding th a t  there Is s t i l l  much th a t  

can be done to  help th is  person In the guest to  l iv e  well with chronic 

d isease .

In s t i tu t io n a l  S tru c ture of Chronic I l l n ess Care

Chronic i l ln e s s  care is ty p ica l ly  provided by professionals educated with 

a focus on acute curative  models in s t ru c tu re s  designed to provide emergency 

and highly technological serv ices . The way health  care Is organized in modern 

in d u s tr ia l ized  nations features the most expensive professionals  as primary 

decision-makers, a preference for the most technologically  oriented serv ices 

av a ilab le ,  and a keen in te re s t  In the ongoing search for dramatic and exotic  

cura tive  procedures.

This system of health  care is  in c r i s i s  (see Appendix 3). None of the 

western nations can afford  to continue augmenting health  care expenditures In 

the pa tte rn  th a t  has marked the past couple of decades. In addition , i t  has 

become d i f f i c u l t  to ju s t i f y  Increasing the proportion of the Gross National 

Product devoted to health  care while the population Is gradually becoming 

s ick e r .  Thus, according to many so c ia l  planners and th e o r is t s ,  we are on the 

brink of change, and w ill  have to decide c o l le c t iv e ly  whether to continue on
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what appears to be a su ic ida l path or whether to reformulate our Idea of how 

health  care ought to be organized and delivered (Fox, 1986).

The health  care system as we now know i t  Is made up of numerous 

professional bodies, each with i t s  own piece of the action  to  defend, an 

increasingly  large adm inistra tive  sec to r ,  and, of course, p riva te  industry 

(which is  always heavily Involved whether or not health  care is  na tiona lized).  

The health  care industry Includes h o sp ita ls ,  ambulatory c l in ic s ,  home 

supportive serv ices , pharmaceuticals and any number of subsid ia ry  In te re s ts .

I t  consis ts  of a huge and complex bureaucracy, with a l l  of the associated  

problems one might expect on th a t  account. Further, i t  is  an Industry into 

which most c i t iz en s  expect an equal say.

Because the whole of socie ty  has a vested In te re s t  in i t s  health  care 

system, i t  is  the object of a great number of our most pressing c u l tu ra l  

assumptions. Host of us t h r i l l  to  hear of medical advances and would agree 

th a t  no amount of money is  too large when a human l i f e  is  a t  s take . We a l l  

Imagine th a t  i t  could be our parent, ch ild  or partner in such desperate need, 

and we strong ly  defend our continuing r ig h t  of access to the best and the 

l a t e s t .  However, we are quite  capable of ignoring the implications of the cost 

should the parents, children and partners  of a g reat many other people expect 

the same p r iv i leg e .  As a soc ie ty , we have shown g rea t re luctance in tackling  

the e th ica l  issues associated  with a llo ca tin g  scarce resources, such as 

providing less  than is technologically  possible and facing the r e a l i ty  tha t  

human l i f e  ends in death.

Thus, although most of our health  problems are ac tu a l ly  chronic in 

nature, we generally  think of the health  care system as our Insurance against 

death and make decisions about i t  accordingly. The re su l t in g  s tru c tu re  and
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function of the system we have created is  therefore  far b e t te r  su ited  to the

needs of the acu te ly  i l l  than i t  is to  those with chronic conditions (Schwartz 

& Biederman, 1987).

Macro-Micro Level Perspectives

An experience such as chronic i l ln e s s  can be studied from a v a r ie ty  of 

perspectives. One can examine I t  as a subjective  phenomenon e n t i r e ly  peculiar 

to  each individual who lives  i t .  one can In te rp re t  i t s  soc ia l  and cu ltu ra l  

meaning by observing how groups of people behave when chron ica lly  i l l .  Or one 

can t r y  to  estimate i t s  soc ia l  ram ifica tions  by invest igating  trends and 

pa tte rn s  g loba lly , considering the Influence of various health  care 

organization and financing schemes on epidemiological information about 

prevalence and Incidence, and estim ating the co s t-b en e f i t  r a t io  of various 

in s t i tu t io n a l  remedies.

Each of these avenues into understanding the experience of chronic 

i l ln e s s  has been t r ie d  repeatedly . However, the in te rac t io n  between the 

various dimensions is  le ss  often  addressed d i re c t ly  (Herzlich & P ie r r e t ,

1985). Everyone who s tud ie s  Individual cases acknowledges th a t  larger soc ia l  

and p o l i t i c a l  decisions play a ro le ;  everyone who in te rp re ts  epidemiological 

findings notes th a t  they hardly scratch  the surface of human experience. 

However, the macro-micro level perspective , the e f fo r t  to draw systematic 

conclusions about the d ia le c t ic  between the large and the small p ic tu res ,  

f a l l s  to  a t t r a c t  much analysis  and scholarship . I t  is  too messy to  study: the 

re la t io n sh ip s  are  too complex to  do ju s t ic e  to any i f  you attempt to examine 

them a l l ,  and the scope of the issues is  too immense to  provide the focus and
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d irec t io n  necessary for invest igation  to  produce any p rac t ica l  value (Pelto & 

DeWalt, 1985).

Another reason th a t  the large and the si&all p ic tu res  are so often 

considered separa te ly  is  the "culture" of academia which shapes the t e r r i t o r y  

and methods of each of the re levan t d is c ip l in e s .  The p o l i t i c a l  s c ie n t i s t s  

study the p o l i t i c s ,  the economists study the economic implications, the 

so c io lo g is ts  analyze the socia l  p a t te rn s ,  the anthropologists  in te rp re t  the 

c u l tu ra l  meanings and the philosophers t ry  to understand how the individual 

human mind fa res  in the midst of i t  a l l .  The ru les  and regulations of each 

d isc ip l in e  tend to d ic ta te  the boundaries and acceptable methodological 

approaches quite  d i f f e r e n t ly  (Bennett, 1985). Thus, scholarship  which steps 

outside of a d i s c ip l in e 's  means and methods is  generally  judged as something 

less  than rigorous, something which may have in te re s t  value but w ill never 

represent ar. important con tribu tion  to the d is c ip l in e .  Because the boundaries 

of academic d isc ip l in es  play such an important part in shaping what gets 

studied and how i t  w ill be approached, th e i r  part in explaining what has not 

yet received su f f ic ie n t  a t te n t io n  is  noteworthy.

A p rac tice  d isc ip l in e  such as nursing, long considered a "poor cousin" in 

the league of pure soc ia l  and natura l sciences, has a d i s t in c t  advantage where 

t e r r i t o r i a l  boundaries are concerned. Because i t  has had to "borrow" from so 

many other world views, i t  has a h is to ry  of in te r d is c ip l in a r i ty  and a 

fasc ina tion  with app lica tion . I t s  p rac tice  mandate has a lso  provided a unique 

advantage where scho larly  theoriz ing  is  concerned. Because i t  deals with large 

issues, i t  needs and r e l i e s  on the grand level th eo rie s .  However, since 

accounting for i t s  app lica tion  must always consider the individual lev e l ,  i t  

demands a p a r t icu la r  q u a li ty  of those grand theories  - -  tha t  they make sense
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where Individual people are  concerned. I believe th a t  while th is  unique

challenge My well have delayed nursing's s c ie n tif ic  progress, i t  has provided 

a more fortunate legacy to  the profession. This legacy is  the adventurous 

scholarly  s p i r i t  th a t  permits th inkers to s tep outside of th e i r  usual 

d isc ip l in a ry  boundaries, tha t  encourages them to take a s tab  a t  f iguring out 

the In terp lay  between those large and small p ic tu res ,  and th a t  assures them 

tha t the ultimate t e s t  w ill  be none other than the eventual u t i l i t y  of the 

ideas in the "real* world.

The macro-micro level issue underlying th is  book is the au thor 's  

conviction th a t  chronic i l ln e s s  experience cannot be fu l ly  understood a t  

e i th e r  the physiological leve l ,  the subjective individual leve l ,  the socia l 

interpersonal level or the s t ru c tu ra l  in s t i tu t io n a l  level of ana lys is .  What is 

happening in the body, in the mind, in the family and in the health  care 

environment are a l l  equally  Important in creating  th is  ab s trac t  e n t i ty  called  

the chronic i l ln e s s  experience (Katz, 1987). Further, I propose th a t  

understanding any of these levels in iso la tion  from the others will 

sh o r tc irc u i t  the p o ten tia l  for discovering i t s  meaning for the whole. Stated 

simply, one cannot fu l ly  understand the experience of chronically  i l l  people 

without understanding what happens in the health care re la tionsh ips  they form 

and in the experiences they encounter in the larger health care system. The 

point of th is  book is  to  begin to  forge th a t  understanding.

The C u r re n t  R esea rch

A b rie f  sketch of the research upon which th is  book is  based w ill  su ffice  

to introduce i t s  approach to the question a t  hand. A more de ta i led  

descrip tion , Including an orien ta tion  to  the methodological theory, is
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provided In Appendix 4. My own In te re s t  In the Issue of I l ln ess  experience 

began with a s e r ie s  of q u a l i ta t iv e  Investigations of what I t  was l ike  to have 

cancer and to  be cured of cancer. One of the many In triguing findings of these 

s tud ies  was my discovery of the d ram atically  powerful e f f e c t ,  both positive  

and negative, th a t  health  care professionals  could have on p a t ie n ts '  general 

experience with I l ln e s s .  When pa tien ts  and th e i r  fam ilies reca lled  the best 

and the worst of I t  a l l ,  they often re fe rred  to moments of time in which some 

professional health  care provider had e i th e r  "been there" e x l s t e n t la l ly  or had 

not. The treatment p a tien ts  received from friends and acquaintances could be 

equally  u p l i f t in g  or b ru ta l ,  but for some reason never seemed to have quite  

the same overa ll  impact as did the treatment received from health  care 

p rofessionals , from whom we a l l  expect solace In our darkest moments.

In co llaboration  with a colleague, I then began a s e r ie s  of q u a l i ta t iv e  

s tud ies  d irec ted  s p e c if ic a l ly  toward figuring  out what ongoing health  care 

re la t io n sh ip s  between chron ica lly  i l l  pa t ien ts  and professional health  

providers were l ik e .  Through in tensive, repeated formal Interviews with dozens 

of chronically  i l l  people or th e i r  immediate family members, we began to 

develop an appreciation  for some common elements in the way such re la tionsh ips  

evolve and work out over time. Our findings led to  the crea tion  of a model 

with which we could explain some of the v a ria tions  th a t  these re la tionsh ips  

seem to  take over time.

The process of discovering how chron ically  i l l  people understood th e i r  

health  care re la t io n sh ip s  was an extended and productive one for me. I t  

reinforced my appreciation  for the Intimate Involvement of family members in 

the chronic i l ln e s s  experience; I t  affirmed my conviction In the commonality 

of experience between su ffe re rs  of biomedically d i s t in c t  d iseases; and I t
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graph ically  demonstrated to  me hov many hea lth  care encounters, both within 

and outside of ongoing health  care r e la t io n sh ip s ,  Influence the  chronic 

I l ln e s s  experience.

To be f a i r ,  the p a t ie n ts  and fam ilies  themselves forced me In th a t  

d ire c t io n ,  for th e i r  s to r i e s  were f u l l  of an a ly s is ,  In te rp re ta t io n  and hard- 

earned lessons . As Gubrlum might have described them, these people were 

"everyday philosophers,"  with an open stock of system atic  resources for 

"making sense of things" (1988, p. 14). In other words, they made I t  c lea r  

th a t  one cannot be understood without the o th e r ,  and I f  I t r u ly  wanted to find 

out what i t  was l ik e  to  be ch ron ica lly  i l l ,  I had b e t te r  look c lo se ly  a t  the 

system In which these people were caught. Further, they made I t  c lea r  th a t  

th e i r  own po in t of view was an informed and unique one, and one th a t  ought to  

be heard.

This challenge led me to  the curren t research  upon which th i s  book is  

based. In th i s  study, I have drawn ex tens ive ly  from the four thousand pages of 

verbatim tra n s c r ip t io n  obtained from the e a r l i e r  health  care re la t io n sh ip s  

study. In ad d itio n ,  I have sought formal c l a r i f i c a t io n ,  e labora tion , and 

v e r i f ic a t io n  about my ideas from an ad d itio n a l s e t  of "expert w itnesses” to  

the chronic I l ln e s s  experience, adding another thousand pages of t r a n s c r ip t  to  

the data  base. Because the Ideas have been perco la ting  and so l id ify in g  over 

several years, I have a lso  used the world around me as my labora tory , tapping 

less  formal experiences with p a tien ts  and family members involved in chronic 

I l ln ess  management. Being fortunate  enough to  t ra v e l  ex tens ive ly  during th i s  

period, I have had the opportunity to  t e s t  my ana ly s is  aga ins t  a wide range of 

so c ia l  circumstances and in a v a r ie ty  of modern health  care d e liv e ry  systems.
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While such experiences are not formally Included as data for th i s  study, they 

have contributed  im easurab ly  to  my evolving consciousness.

The f r u i t s  of t h i s  learning are reported here In a manner th a t  is  as

f a i t h f u l  to  the words and s to r ie s  of my Informants as possib le . By re ly ing

heavily  on the voice of the expert witnesses in the n a rra tiv e  to  be presented,

I hope to  be able to  share with the reader some of the discovery and In tu i t iv e

understanding I have been p riv ileged  to experience (Brody, 1987). The

o rgan izational s t ru c tu re  of the  p resen ta tion  Is e n t i r e ly  my own, although I t s
«

log ic  has been va lida ted  by severa l of these Informants. I understand chronic 

i l ln e s s  experience to  operate a t  three  d i s t i n c t  but In te r re la te d  lev e ls :  the 

ind iv idua l,  the in terpersonal and the In s t i tu t io n a l .  The chapters In th is  book 

follow th i s  p a t te rn ,  addressing concepts key to  the experience a t  the various 

lev e ls  in sequence, but extending the In te rac tio n  between these levels  as the 

book progresses. In order to  t e l l  the s to ry  in a meaningful conceptual, ra the r  

than chronological, sequence, some of the previous learnings from my research 

and th a t  of others w il l  be brought Into the n a rra tiv e  a t  appropriate  po in ts .

I therefore  Inv ite  the reader to  approach th i s  book, not as an accurate

rep resen ta tion  of any one person 's  e n t i re  experience, but as an abs trac tion  of 

the voices of many who share a sp ec if ic  place in our complicated soc ia l  

s t ru c tu re .  They are the ch ron ica lly  i l l  and th e i r  fam ilies .  They have 

experienced a sec tor  of our so c ie ty ,  the health  care sec to r ,  In a way th a t  

many of us may not have, although chances are  high th a t  many of us w il l  be 

among them before our l iv es  a te  through. From the window of th e i r  experience, 

we have the opportunity for a more enlightened understanding of the health

care system th a t  we a l l  too often  take for granted.
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CHAPTER TWO

THE PERSON WITH CHRONIC ILLNESS

Chronically i l l  people, l ike  most o£ the r e s t  of us, tend to  be caught in 

the web of complex and m ultifaceted l iv e s .  By re fe r r in g  to them in a 

c o l le c t iv e  form, we sometimes forget th a t  they r e f l e c t  the d iv e rs i ty  and 

uniqueness of humanity, and bring a vast range of philosophies, l i f e s ty le s ,  

values and circumstances to th e i r  I l ln ess  experience.

The informants Included in th is  study are as diverse as would be expected 

from any s l ic e  of humanity. Some are a r t i c u la te ,  w itty  and In te l le c tu a l ;  

o thers are softspoken, r e t ic e n t  and i l l i t e r a t e .  Some are wealthy; others are 

d e s t i tu t e .  Some are engaged in exciting  professional careers; others have 

monotonous or Ignoble occupations. Some are as generous as anyone you might 

have met; others are self-absorbed . Some are enmeshed in extensive soc ia l  

networks; others are soc ia l  I so la te s .  Some are members of the dominant 

c u l tu ra l  majority of Canadians; others Iden tify  with a va rie ty  of e th n ic i t ie s .  

Some are re l ig io u s ;  others are not. Some of the informants are almost 

professional research sub jec ts ,  volunteering for anything tha t comes th e ir  

way; others have never been studied before. Some are ju s t  coming to terms with 

the idea tha t  th e i r  I l ln e s s  w ill  l ik e ly  be permanent or Incurable; others have 

long since accepted and surmounted th e ir  individual obstacles. Some have 

ra ther minor conditions th a t  are more nuisance than detriment; others have 

profoundly lim iting  conditions th a t  Incapacitate  or even k i l l .  Some have been 

in hosp ita l frequently , or even a t  dea th 's  doorstep; others have never seen 

the inside of a hosp ita l  and hope never to do so. Some are l iv ing  l i f e s ty le s  

unchanged by th e i r  i l ln e s s ;  others have had to make rad ica l changes or have
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lo s t  a l l  th a t  they once held meaningful. In essence, no two p a r t ic ip an ts  are 

a like  and yet they are bound together in the knowledge of a common experience.

In th is  chapter, some of the human fac tors  th a t  make up the l ives  of 

chronically  i l l  people w ill be subjected to  a more focussed scru tiny . The 

point of such an examination is to r e f le c t  on the way th a t  l i f e  and i l ln e s s  

mirror each other and create  the foundation for chronic i l ln e s s  experience. By 

highlighting some of the insights  I have gained about a few p a r t ic u la r  l i f e  

conditions shared by some of those with chronic i l ln e s s ,  I hope to prepare the 

reader to understand more completely the profound influence th a t  ages and 

s tages, ro les  and re la tionsh ips  have on the way th a t  i l ln e s s  and health  care 

are experienced.

Parents of Chronically 111 Children

Thirteen of the 91 informants in th is  study were parents of eleven 

chronically  i l l  ch ild ren . Of these, three were asthmatic, three were born with 

Phenylketonuria (PKU), two had Cystic F ibrosis  (CF) and the remaining three 

had, respec tive ly , Cerebral Palsy (CP), a congenital heart defect and 

Epilepsy. All of these children lived l ives  tha t  were dram atically  influenced 

by disease or d i s a b i l i ty .  The accounts of th e ir  parents reveal several subtle  

and not so subtle  ways in which chronic i l ln e s s  impinges upon family l i f e  and 

upon childhood growth and development.

The diagnosis of chronic I l lness  or d i s a b i l i ty  in a child  robs parents of 

the excitement and joy they expect to  experience as parents. The loss and 

g r ie f  associated  with the advent of i l ln e s s ,  discovered e i th e r  a t  b ir th  or a 

la te r  diagnosis, is  a strong and painful memory for many parents even years
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l a t e r ,  one mother's descrip tion  conveyed the agony and the soul-searching 

associated with such an event.

I t  ju s t  makes no sense to  me. I mean as an ad u lt ,  you know, you can 
th ink , you know, a l l  the ro t ten  things you must have done In your l l£ e ,  
or l i t t l e  meannesses, or l i t t l e  p e t ty  th ings , you know, you can think 
up. I mean, I haven 't done any major, t e r r i b l e ,  awful things in my l i f e ,  
but I s t i l l  see as an a d u lt ,  you know, I f  you look a t  the re l ig io u s  so r t  
of angle th a t  I could be considered a s inner ,  or whatever. I'm not very 
re l ig io u s .  I'm not a t  a l l  re l ig io u s  now. Never r e a l ly  have been for 
years. But th a t  ju s t  finished me o f f .  I thought how on earth  can anyone 
do th a t  to  a l i t t l e  kid? I mean (CLOSE TO TEARS) sh e 's  ju s t  a beau tifu l 
l i t t l e  k i d . . . .  And I think as an adu lt too, you know, things have 
happened to you, and you see so much around you t h a t ' s  sad, and unhappy 
th ings, you know, like  quite  often you think i t  wouldn't be so awful to 
be dead, you know. Sometimes I wish I was dead, you know, l ike  things are 
so awful, and for a k id , you know...not to have a chance.

Others looked toward the fu ture and grieved for the chances th e ir  ch ild  might

not have in l i f e .  Another mother explained:

I suppose in some ways i t  sounds ra ther s e l f i s h ,  but the normal things 
you think about your kids growing up and g e tt ing  a job and having th e ir  
own place and g e tt in g  married, and ju s t  basic  things like  th a t ,  you 
rea l ize  th a t  those things probably won't ever come to be.

Those whose ch ildren  were born with health  problems grieved over the loss  of

pampering tha t  Is normally the aftermath of c h i ld b ir th .  Instead of being

coddled and admired, they found themselves caught up in a swirl of t e s t s  and

treatm ents, coping and caring . They found themselves Intensely jealous of

parents of "ordinary" children and re sen tfu l  of the emotional turmoil th a t

Interfered  with th e i r  undivided a t te n t io n  to th e ir  i l l  babies. As one mother

s ta ted ,  "I ju s t  fee l  l ike  I'm being punished for some reason."

For the parents in th is  study, having a chron ically  i l l  ch ild  added a

extraordinary amount of work to  th e i r  ex is t in g  re s p o n s ib i l i t ie s .  Those who had

older children used th e i r  p r io r  experiences as a reference point, remembering

parenting work as enjoyable and even re laxing . In co n tra s t ,  the work

associated  with the i l l  ch ild  included administering medication, preparing
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complex d ie t s ,  conducting physical treatm ents or the rap ies ,  and managing 

health  care appointments, r e f e r r a l s  and se rv ices .  The complexity of the work 

was abso lu te ly  overwhelming to  many paren ts , e sp ec ia l ly  during the i n i t i a l  

years.

I t  [the beginning] was the worst period for me, because I d id n ' t  know 
what I was doing. Like I was following orders given to  me by doctors , or 
try ing  to ,  and fee ling  r e a l ly  g u i l ty  when they would phone and say "her 
blood work i s n ' t  r ig h t ,  why?" And I f e l t  t o t a l l y  monopolized by th is  
ch ild .

For many, th is  work became all-consuming. As one young fa ther observed, h is

wife had become "the proverbial person who would have a nervous breakdown, i f

she could schedule i t . "

As would be expected {?ro tar , Crawford & Bush, 1984; Holaday, 1989;

Lawson, 1981), the i l ln e s s  and the work involved in managing i t  created a

considerable s t r a in  on family l i f e  for a l l  of the informants. In many

fam ilies , the parents found i t  extremely d i f f i c u l t  to find time to  be alone

with each other; the r e s u l t  was often considerable tension within the

marriage. Because two parents might find themselves in ra ther d i f f e r e n t  ro les

with regard to  the i l l  ch ild ,  one as designated caregiver and other as

breadwinner for example, there  was considerable room for misunderstanding and

resentment, as one mother explained.

I know a lo t  of times, through the whole time esp ec ia lly  in the h o sp ita l ,  
on the one hand I would apprec ia te ,  okay, he would have to  be a t  work and 
i t  was probably b e t te r  for him to  be a t  work than a t  the hosp ita l  with me 
a l l  the time, but then a t  other times, I would get very angry tha t I was 
the one th a t  was having to  make these decisions and deal with i t  on a 
24-hour b as is ,  and th a t  he wasn't th e re , and th a t  when he did come I 
wasn't answering h is  questions to  the f u l l e s t  ex ten t he wanted, yet he 
a lso  wasn't w illing  to  go and ta lk  to  the doctor and find out exactly  
what was going on, you know. He was, I th ink , a l i t t l e  a f r a id ,  you know, 
of course. But he wouldn't ever admit th a t ,  you know. So a l l  those things 
so r t  of in tertw ined.
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in many fam ilies ,  the misunderstandings erupted Into open c o n f l ic t ,

exacerbating the problem considerably for a l l  concerned. As one man

remembered, "We s ta r te d  o ff  like  ye lling  a t  each o ther, and picking on each

other, or the s i l e n t  treatm ent, or, you know, a l l  th i s  kind of s tu f f ,  and, I

guess, I d o n 't  even remember how i t  even happened."

One of the most d i f f i c u l t  emotional experiences reca lled  by many of these

parents was the combination of h o s t i l i t y  and g u i l t  they f e l t  toward th e i r  i l l

ch ild .  In some cases, the child  overtly  blamed the parents for the disease

(espec ia lly  in the case of a genetic  d isorder) or for the demands of treatment

(such as having to  go to  h o sp i ta l) .  In other cases, the g u i l t  was s e l f -

induced and reinforced by the unfortunate and unthinking comments of o thers .

The link  between th is  g u i l t  and h o s t i l i t y  toward the child  as perceived source

of the g u i l t  was c le a r ly  a r t ic u la te d  by several of the paren ts , as one

mother's comments i l l u s t r a t e .

I'm the only one who knows what I have f e l t ,  or the hatred th a t  I have 
had inside of me thinking, "[Daughter] a t  times I hate you. Why are you 
l ik e  th is?  I hate you! Right now I hate you," you know. And I think
maybe t h a t ' s  why I fee l  g u i l ty .  I d o n 't  know.

Almost a l l  parents were in tensely  uncomfortable with such fee lings .

I feel g u i l ty  sometimes for not feeling the feelings th a t  I think tha t  I 
should have about her, because of her being my daughter. For not having, 
say, fee lings  of being proud of her.

Feelings of h o s t i l i t y  generally  produced a tremendous backlash of g u i l t .

(My daughter) and I Just d o n 't  have the re la t io n sh ip  th a t  I 'd  hoped, you 
know, hoped th a t  a mother/daughter pal type re la t io n sh ip  th a t  I f e l t  th a t  
I would've had. I t ' s  ju s t  not there . I find, you know, a good part  of the 
time th a t  I'm a c tu a l ly  hating her, ra the r than loving her. And yet to 
place her somewhere e ls e ,  or i f  you see her, for Instance, have a 
se izu re ,  i t  ju s t  te a rs  you ap ar t ,  you know, you have a l l  these things to 
worry about, and you think well, i f  she has a seizure  w ill  they make 3ure 
th a t  she has her medication?
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For many parents, the work of hiding or con tro l l in g  such negative 

fee lings  added considerably to  the overall problem. However, others were 

g rea tly  comforted by being able to  express such fee lings  honestly. One fa ther ,  

for example, a t t r ib u te d  his comfort with expression to  what he had learned 

from his wife.

She sa id , "Sometimes I 'd  like  to  ju s t  chuck him against the w all,"  she 
says, " th a t 's  how much I hate him sometimes." And I cou ldn 't  believe 
i t !  I was s i t t i n g  there with my mouth open, and I was thinking, "Geez, 
t h a t ' s  an awful thing to  say." But a t  the same time I f e l t  th a t  Inside, I 
f e l t  the same so r t  of f ru s t r a t io n ,  eh. And as I was thinking about i t  for 
a few days, I was thinking, was I t  so t e r r ib l e  for her to  say th a t ,  
because she doesn 't  do th a t ,  and maybe t h a t ' s  her way of ge tting  i t  out.

However, those who did became comfortable with expressing open h o s t i l i t y  could

pred ic t  another se t  of problems in the form of shocked reactions  from

o u ts L d e r s !

Because th e ir  emotional reactions were often v is ib le  outside the family,

severa l parents feared intervention by the "au th o r i t ie s"  (meaning child

welfare agencies) into  th e i r  r ig h t  to  parent. Others had sim ilar fears about

the judgments of others as to the c h i ld 's  wellbeing. From th e ir  point of view,

the sickness of the child  automatically meant fau lty  parenting in the eyes of

some a u th o r i t ie s .  In one family, for example, when i t  was learned tha t  child

p ro tec tion  agents were concerned because the 111 Infant had fa iled  to gain

weight properly, the parents quickly became leg a l ly  married and the husband

cut his  long hair  short in an attempt to  avoid undue a t te n t io n  to th e ir  family

s i tu a t io n .  For one mother, the paradox between so c ie ty 's  concern for the child

and i t s  unwillingness to  provide service was a source of Irony.

And I 'v e  had somebody say to me, "You b e t te r  watch what you say about 
t h i s .  You could get reported, and have him taken away." And I says, "Hey, 
If  they want him, they can goddamn have him, 'cause I t  a i n ’t  tha t easy 
having him," you know. So i f  they think I t ' s  so peachy, they can come and 
have him. They 'll  give him back within a couple hours (LAUGHS).
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Beyond the Eear of a u th o r i t ie s ,  many parents lived in fear for th e ir

ch ild 's  very survival, others held specific  fears with regard to th e ir  ch ild 's  

safe ty  and sec u r i ty  under the care of anyone but themselves. One fa ther 

reca lled  a f i r s t  experience in h ir ing  a babysit te r  for his  disabled ch ild .

The f i r s t  time she came, [my wife] and I snuck around the side of the 
house here and ju s t  l is tened  a t  the g lass ,  and th a t ,  to hear i f  he was 
going to scream his guts out because we were gone and everything. We were 
worried about going, eh? And r e a l ly ,  when we were s i t t i n g  in the show 
we were yacking about him. He's always on your mind.

Such fears often extended to  the care children might receive in hosp ita l or in

other types of in s t i tu t io n a l  s e t t in g s .  As one mother noted, her daughter

regressed each time she had to  be hosp ita lized , a r e s u l t ,  she suspected, of

lack of personal a t te n t io n .

Associated with the fear th a t  others could not be tru s ted  to care for

th e ir  child  properly came the rea l iz a t io n  of immense re sp o n s ib i l i ty  for a l l

aspects of th e i r  c h i ld 's  health  and wellbeing. While a l l  parents experience

some anxiety in re la t io n  to making important decisions on behalf of th e ir

children , few ever have to  make decisions of the magnitude described by some

of these fam ilies . One woman's account describes a p a r t ic u la r ly  d i f f i c u l t

decision.

I remember Dr. S and Dr. C being there in the middle of the ICU 
[Intensive care un it]  explaining to me what th is  procedure was, and what 
the r isk s  were. And I'm so r t  of standing there th inking, "Why am I here 
by myself having to deal with th is?"  you know. [My husband]'s not here, 
they want me to  sign a consent form, you know. As far as I'm concerned 
we're going to do anything to save h is  l i f e ,  you know, but a lso  I was 
ju3t fee ling  so to ta l ly  — l ik e ,  don 't  ask me to make th is  decision, you 
know. Tell me th a t  you have to do th is ,  d o n 't  ask me i f  i t ' s  okay i f  you 
do th i s ,  you know. So then I signed the consent form. And two minutes 
la te r  (my husband] phoned ICU to  find out what was happening, and I to ld  
him and explained to  him what the doctors had ju s t  explained to  me. And 
he was on the other end of the phone saying, "Well, I'm not sure about 
t h i s , ” you know. And I'm so r t  of standing th e re ,  "For C h r is t 's  sake," you 
know. "If  we d o n 't  do th is  he 's  not going to  be any b e t te r  off because 
he 's  going to  lose h is lung," I sa id . "How's he going to  survive with 
only one lung?" Anyway, you know, I sa id , "W.we have to do th i s , "  you
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know. And times l ike  th a t  when you're ju s t  fee ling  "Please d o n 't  do th is  
to  me," you know... I think the biggest thing I s ,  because 1£ i t  doesn 't  
work, and IE I t  goes bad, you 're  thinking I 've  got to live  with th is  Eor 
the re s t  of my l i f e .  So i t ' s  a lo t  eas ie r  IE some doctor has done th a t ,
then you've always got somebody e lse  you can push I t  off on, you know.
But a lso , I th ink , on the other hand, i f  the doctors did ju s t  go ahead
and make the decis ions  without you, then you would be angry about th a t
too. You want to  be Involved, but you also  don 't  want the pressure t h a t ' s  
put on you some of the times, of having to do i t .

Beyond l i f e  and death decis ions , there were frequent d a lly  decisions Eor which

parents had to take re sp o n s ib i l i ty .  One mother's explanation reveals not only

the weight of the burden, but a lso  the extent to which i t  went unrecognized by

the health  care p ro fess iona ls  "in charge" of the c h i ld 's  i l ln e s s  management.

You know, i t ' s  an enormous weight to  have a ch ild  who's i l l .  I t ' s  very, 
very hard, and I think e sp ec ia l ly  for probably the s ing le  parent. There's 
nobody e lse  around. I t ' s  a l l  on me. And i t  would be re a l ly  nice to  have 
somebody acknowledge th a t  t h a t ' s  d i f f i c u l t ,  you know. I t  gets 
acknowledged by f r ien d s ,  you know, but i t  d oesn 't  get acknowledged by the 
health system, and I think th a t  they have a re s p o n s ib i l i ty  to acknowledge 
th a t  too.

Another mother rea lized  th a t ,  by accepting the burden of re sp o n s ib i l i ty  for

everything th a t  happened to  her ch ild ,  she had deprived the ch ild  of the

opportunity to develop personal re sp o n s ib i l i ty .

The f i r s t  couple of years, I was so a fra id  tha t  I was going to screw up.
Like, up u n t i l  she was four or f ive , i t  wasn't her, she wasn't screwing 
up. I was — is  the way I f e l t .  And I f e l t  r e a l ly  inadequate. And because 
of th a t  she became a s p o i l t  b ra t .

Many of the mothers wished th a t  there was an eas ie r  way to take on the

re sp o n s ib i l i ty  without having to learn  everything the hard way. As one

commented, "I would l ike  to  be able to  take a l l  th is  and give i t  to a

brand-new mother (LAUGHS), but u n t i l  you've been there you c a n ' t .  I mean, i t ' s

easy to t e l l  somebody, but they 've got to  go through i t . "

Although many parents found the weight of re s p o n s ib i l i ty  for th e i r  ch ild

almost In to le rab le , t ra n s fe r r in g  th a t  re sp o n s ib il i ty  onto the ch ild  was a
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frightening thought. One mother wondered about her a b i l i ty  to give up that 

control several years In advance.

When [my son] gets o lder, when they go from like  the c h i ld re n 's  c l in ic  to 
the adu lt  c l i n i c ,  t h a t ' s  where the parents lose them, you know. That's  
when they s t a r t  going to  the c l in ic  by themselves, and they d o n 't  t e l l  
you th ings . And nobody t e l l s  you, and you c a n ' t  pump information any 
more. I t  a l l  of a sudden has moved away from where you 're  a t ,  you know. 
And t h a t ' s  gonna be, yeah, I would imagine, I f  i t  was happening tomorrow 
i t  would be r e a l ly  hard for me, you know. I t ' s  going to  happen seven 
years down the road. We'll see where I'm a t ,  you know, i f  I can then le t  
go, or not.

However, for many of the paren ts , the t ra n s fe r  of r e s p o n s ib i l i ty  onto the 

ch ild  would a t  le a s t  free them of the h o rr ib le  fear th a t  someday they might be 

fu l ly  a t  fa u l t  for the repercussions of a bad decision  they had made on behalf 

of th e i r  ch ild .

Another major theme in the accounts of many parents was the issue of

power s trugg les  with ch ild ren  over i l ln e s s  management and health  behaviors.

Because parents had been taught th a t  d ire  consequences could b e fa l l  th e i r

ch ild ren  i f  the d ie t  was not s t r i c t l y  enforced or the medicine rou tine ly

swallowed, they were understandably anxious th a t  the ch ildren  cooperate.

P red ic tab ly , the ch ild ren  quickly discovered the power they could wield by not

cooperating. As one mother complained, " I t ' s  a never ending b a t t l e  a t  home a l l

the tim e." Many paren ts ,  the re fo re , found ordinary s o c ia l iz a t io n  and education

d i f f i c u l t  for these ch ild ren , as one mother explained.

She had to  have t h i s ,  th is  was s tre ssed  so s trong ly  th is  kid has to get 
th is  amount of food In her, and has to  drink th is  amount of formula, so I 
would s i t  a t  the tab le  playing games with her, and, "Okay, you d o n 't  want 
the beans, how about i f  I get your carro ts?"  try ing  to get her something 
th a t  she would e a t .  Whereas with a normal ch ild  you take the p la te  away 
and say, "Fine, then you d o n 't  get anything u n t i l  tomorrow morning." I 
mean, they learn  quickly to e a t .  in s tead , we played games with her, and 
taught her how to manipulate.

For many of these paren ts ,  the power s trugg les  were s u f f ic ie n t ly  

d is tu rb ing  th a t  they forced re -evaluation  of the health  care ro u tin es .  While
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they did not doubt the logic  of the treatment plan from a medical point of

view, they began to understand th a t  i t s  repercussions could have serious and

la s t in g  e f fe c ts  on the kind of person th e i r  ch ild  grew up to be. As one mother

of an asthmatic ch ild  reca lled ,

She hates the medicine. So i t ' s  hard in th a t  respec t,  because I know th a t  
she needs to be on i t  i f  she is  g e t t in g  a cold, and y e t ,  I a lso  t r y  not 
to  — I t r y  to  minimize the b a t t le s  which, decreasingly , ensue over 
taking the m ed ications .. .  They ta s te  abso lu te ly  d readfu l. And I had 
gotten a c tu a l ly  to  the point when she was about th ree , where I decided 
th a t  I would ra the r  have her physica lly  impaired than psychologically 
impaired, and I wasn't gonna chase around the house a l l  day, giving her 
the medicine. So I ju s t  stopped. I sa id , "This is crazy. I'm chasing her 
around the h o u se ." . . .  She's ge tt ing  b e t te r  with i t ,  but i t ' s  not nearly  
the b a t t le  i t  used to  be. But i t ' s  s t i l l  a b a t t l e .  I t ' s  s t i l l  hard. I t ' s  
s t i l l  something I wish I d id n ' t  have to  do. I wish I d id n ' t  have to  force 
my kid to  take medication.

In a s im ila r  vein, the mother of a PKU ch ild  decided th a t  the r isk  of

in te l le c tu a l  impairment was worth i t  i f  i t  could prevent the kinds of soc ia l

problems she could foresee in her daughter 's  teen years.

I ju s t  decided th a t  there  was more to  l i f e  than th is  d i e t .  And i t ' s  kind 
of I guess you've got to  to ss  i t  up in the a i r ,  i f  she lo s t  a couple IQ 
poin ts , she could lose a lo t  more than th a t  becoming a behaviour problem 
as a teenager. And I f e l t  th a t  she was manipulating, and i t  was such a 
constant b a t t le  in the house, th a t  th a t  would be her cop-out for anything 
she wanted to  do as a teenager.

While the moral dilemma is  obvious in th e i r  accounts, these parents ra re ly

found any understanding of th is  problem from th e i r  p rofessional health  care

providers. From the professional point of view, there was only one co rrec t

ac tion , and th a t  was the one d ic ta ted  by medical science.

As is  evident from the accounts, parents of chron ica lly  i l l  ch ildren  were

burdened with a heavy re sp o n s ib i l i ty  and an often impossible e th ic a l  dilemma.

You s t a r t  to th ink , "God, what is  a normal ch ild  supposed to  be doing?” 
You know, you so r t  of lose th a t ,  you know, perspective , on th ings . And 
then you s t a r t  worrying you might be becoming a paranoid mother, and the 
doctor w il l  think I'm neuro tic .
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while they understood the logic of the health  care system, the parents a lso

accepted a social responsib ility  for the healthy emotional and behavioral

e d u c a t io n  o£ t h e i r  c h i l d r e n .  The two s e t s  o f  o b l i g a t i o n s  seemed a t  t im e s  t o  be

mutually exclusive. Because of t h i s ,  the parents Learned to  put both sides in

perspective , as one mother's thoughts i l l u s t r a t e .

I d o n 't  think of her as being chronically  i l l ,  because sh e 's  not i l l  a l l  
the time. And th a t  i s ,  to  me, a d ifference . I 'v e  seen fa r  too many 
children with "chronic I l ln e s se s ,"  t h a t ' s  in quotation marks, who are 
t rea ted  as i l l  most of the time, and whose l iv es  are somehow centered 
around th a t  I l ln e s s .  So I avoid tha t  label as much as possible.

However, the parents found th a t  th is  perspective was not only foreign to  th a t

of the professional health care providers but a lso  unacceptable within th e ir

professional framework of b e l ie f s .

You c a n ' t  take th is  kid and be with i t  24 hours a day. So they 're  going 
to do i t  [eat forbidden foods] anyways, so why panic the parents? Why 
have them a l l  uptight? Why not say to them "look, th is  is  what's going 
to happen. Your k id 's  going to do th i s ,  th is  and th is ,  you're going to  
control i t  the best you can, but you c a n 't  expect miracles out of a 
person." They expect you to  be an A-l perfect parent, with an A-l 
perfect ch i ld .  And you 're  not l iv ing  in an in s t i tu t io n .  You can do tha t  
in an in s t i tu t io n ,  you can control everything they e a t .  You can control 
everything they do. You c a n ' t  in the rea l world.

Thus, t h e  i s s u e  o f  p e r s p e c t i v e  became e x t re m e ly  Im p o r tan t  to  a l l  o f  th e

p a r e n t s .  I n s t e a d  of v iew in g  th e m se lv e s  a s  c u s to d ia n s  o f  i l l  p e o p le  w ith  l i t t l e

b o d i e s ,  th e y  c l e a r l y  re c o g n iz e d  t h a t  t h e i r  c h i l d r e n  d e s e rv e d  t o  be u n d e rs to o d

prim arily  as ch ildren .

Being a mother, you 're  concerned — i t  i s n ' t  ju s t  yes, I mean, yes, 
sometimes kids do th is  (refuse medicine] over CF, but my other daughter 
d id n ' t  l ike  taking a sp ir in s .  I mean, you know, to  t ry  and put i t  in some 
s o r t  of perspective. Like these are ju s t  ch ild ren .

In summary, the accounts of the parents of chronically  i l l  children

i l l u s t r a t e  a number of Important issues in understanding the chronic i l ln e s s

experience. Many of the c en tra l  themes a r is ing  from these accounts have been

well documented elsewhere Ln the scholarly  l i t e r a tu re  ( e .g . ,  Drotar e t  a l . ,
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1984; Patterson , 1988; v h i t t ,  1984), p a r t ic u la r ly  the claim th a t  the I l ln e s s  

experience of ch ron ica lly  111 children extends far beyond the individual 

a f f l i c t e d .  A second issue ra ised  by the accounts of the parents is  th a t  health  

care experiences fea ture  in th e i r  subjective  experience in a g rea t v a r ie ty  of 

ways. However, th i s  dimension of the experience has received l i t t l e  scho larly  

a t te n t io n .  C learly , the burdens carr ied  by the parents of ch ron ica lly  i l l  

ch ildren  can be considerably heavier than those of the chron ically  i l l  ad u lt .

Chronically 111 Mothers1

Another s ix teen  of the lnforaants  in th is  study were ch ron ica lly  i l l  

mothers of dependent ch ild ren . Prom the shared perspective of th i s  subset of 

informants, a somewhat d i f f e r e n t  p ic tu re  of the chronic i l ln e s s  experience 

emerged. Of the s ix teen , five had Multiple Sclerosis  (MS), four had Rheumatoid 

A r th r i t i s ,  four had Inflammatory Bowel Disease (IBD, formerly known as Crohn's 

Disease) and three  had Scleroderma (also known as Progressive Systemic 

S c le ro s is ) .  Pour of the s ix teen  were s ing le  mothers; the remainder were 

married. All of these women shared the experience of coping with a d isrup tive  

chronic i l ln e s s  and parenting simultaneously. Their s to r ie s  reveal the 

complexity of th a t  balancing a c t  as well as the Im possibility  of conforming to 

the so c ia l  expectations for both ro les  simultaneously.

The mothers s trong ly  believed tha t  physical and energy level l im ita tions  

a r is in g  from th e i r  i l ln e s se s  reduced th e i r  a b i l i t y  to  perform in the 

Instrumental tasks usually  associated  with "normal" mothering In our soc ie ty . 

As one mother re c a l le d ,  "I cou ldn 't  do up and undo a diaper pin with my hands. 

I d id n ' t  have the s t ren g th .  I used to have to  use my te e th ."  Several of the

1. An expanded version of these ideas appears in Thorne (1990b).
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mothers reported tha t the ir  children associated certain  physical behaviors 

with "normal" mothers# and found i t  d i f f ic u l t  to accept departures from that

idea of normal. One mother reca lled  her children reac ting  to  the gloves she

was forced to wear to  p ro tec t  hands made vulnerable from Scleroderma. "Through

the years# when I was ra is in g  children and whatnot# I never did anything

without gloves. I was always very conscious# you know." In several cases, the

children were subjected to  considerable teasing from peers because they did

not have a "normal" mother. One daughter recalled  the following episode.

I was walking home from school, in Grade Seven I think i t  was# and there 
were five guys behind me. And I was holding my tenn is  racket# and they 
s ta r te d  saying things about my mom, you know, "Your mom's a crippled
snake" and a l l  th i s  s t u f f .  And I ju s t  turned around and I took the tennis
racket, and I went ‘VROOM', you know — h i t  a l l  f ive  of them!

Others reported th a t  th e ir  children tended to accept them as they were and not

notice the departures from "normal."

The kids# anyway# they d id n ' t  question a l l  th a t  much. Maybe they weren't 
aware of# and were doing th e i r  own l i t t l e  things# and in to  th e ir  school 
work, and fr ien d s ,  and whatnot. I guess they d id n ' t  notice a l l  th a t  much. 
But# when I was creeping around there# and not g e t t in g  up and down the 
s t a i r s ,  I guess they did notice . But s t i l l  not too much actual awareness 
of what was re a l ly  going on.

The fatigue th a t  most of these women experienced was something far beyond 

tha t which is f e l t  by the r e s t  of us a t  the end of a hard day. One mother 

recalled# " By the time I 'v e  prepared [dinner] and cooked i t ,  I'm beat. I'm 

half the time so t i r e d  I can hardly eat# you know# and I c a n ' t  cut up my meat 

‘cause I'm so t i r e d . "  Both mothering and i l ln e s s  are well known to contribute  

to fatigue# and these women experienced the fu l l  force of both simultaneously. 

Many found themselves incapable, because of th e ir  chronic fa tigue , to  

p a r t ic ip a te  in such a c t i v i t i e s  as meal preparation and housework on a regular 

b as is .  Because these a c t i v i t i e s  symbolized motherhood for many of these women# 

being unable to  perform them produced f ru s tra t io n  and d i s t r e s s .  When forced to
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obtain domestic a ss is tan c e ,  many of these women found the hab its  and standards

of h ired  homemakers unacceptable. On mother's attempt to  obtain help with

defros ting  her freezer i l l u s t r a t e s  the f ru s t r a t io n .

And t h e r e 's  the one th a t  l e f t  me with the r e f r ig e ra to r .  She was there 
four hours. I s a id ,  "The re f r ig e ra to r  Is r e a l ly  hard. I re a l ly  hate 
defros ting  th a t . "  I mean, we ta lk  about hating jobs. I hate th a t  one the 
most. The ice is  so th ick . She says, "Fine." She s t a r t s .  Four hours. Now 
on a bad day I can get i t  done in two hours, completely, the floor washed 
and everything, okay? The re f r ig e ra to r  completely done, everything back, 
ice cubes, and everything. Four hours l a t e r ,  she has to  go home, I'm l e f t  
with th is  big t ra y  of water, the floor Is covered, the junk Is 
everywhere, and I'm thinking "why me?" Two hours? I would've s lep t  the 
other two hours, r ig h t?  And i t  a l l  would've been fin ished . Meanwhile, 
four hours l a t e r ,  I s t i l l  have to clean up the mess.

Thus, the I l ln e s s  often  forced these women to re linqu ish  some of what they

considered in te g ra l  to  the ro le  of the mother within the family.

Fatigue, physical l im ita t io n s ,  chronic I l ln e s s  management and the

u n p re d ic tab i l i ty  of acute episodes a l l  made i t  d i f f i c u l t  for the mothers in

th is  study to be co n s is ten tly  availab le  to  th e i r  ch ild ren , both for d a l l ln ess

and for spec ia l events. Because consistency was g rea tly  valued by these women,

many described th e i r  in a b i l i ty  to be co n s is te n t ly  availab le  as a negative

re f le c t io n  on th e i r  maternal r e l i a b i l i t y .  As one mother commented, "I had a

hard time dealing  with th a t ,  because I 'v e  always been a very dependable kind

of person." They the re fo re  went to  ex traord inary  lengths to ensure th a t  they

could "be there" for those events they deemed important in th e i r  c h ild ren 's

l i v e s .

I was s t i l l  determined on one hand I wasn't going to  ever go out in 
public and see people but, on the other hand, our son was going to  be 
s ta r t in g  Grade One in September, and I was determined th a t  I was going to  
be the one who took him in to  school th a t  f i r s t  day. Nothing was going to 
stop me from th a t  spec ia l occasion.

Because chronic I l ln e s s  confronted these women with th e i r  own m ortality  

and v u ln e ra b i l i ty ,  i t  forced them to think about the p o s s ib i l i ty  th a t  they
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might not be able to  f u l £ i l l  th e i r  mothering con trac t with th e i r  children.

Some worried about becoming su ff ic ien t ly  Incapacitated to require

in s t i tu t io n a l iz a t io n ;  others worried about ear ly  death; and s t i l l  others

worried th a t  the " au th o r i t ie s"  might remove th e i r  ch ild ren  from th e i r  custody.

As one mother commented, "To Imagine my babies c a l l in g  somebody e lse  'Mom* - -

th a t  was heavy." In f a c t ,  one mother did come to  the sad conclusion th a t  her

son should l iv e  with h is  fa ther because of her parenting l im ita t io n s .

I sent him back to  h is  fa th e r .  The i l ln e s s  was g e tt ing  qu ite  bad, and i t  
was g e t t in g  t e r r i b l e ,  I cou ldn 't  quite  cope with [him] and i t  c e r ta in ly  
wasn't f a i r  to him. The kid was re a l ly  su ffe ring  because of i t .  He 
cou ldn 't  understand what was going on. So his fa ther had remarried. He's 
got a b a s ic a l ly  s ta b le  home l i f e  the re , and I thought th a t  was the best 
th ing . I checked i t  out with his school teachers , and the psychologist, 
and they a l l  agreed th a t  th is  would be the r ig h t  th ing , inside I t  was 
k i l l in g  me.

C learly , a v a i l a b i l i ty  to  th e ir  children was a c r i t i c a l  and d i f f i c u l t  question 

for many of these mothers.

Reversals In the usual paren t-ch lld  dependency p a tte rns  often created by 

the r e s t r i c t io n s  of chronic I l ln e s s  represented another worry for many of 

these mothers. Some of them required a considerable amount of physical 

a ss is tance  from th e ir  ch ild ren . As one reca lled , "Sometimes with the kids, 

when I l i e  down, I d o n 't  have the s trength  to  get my legs into the bed, and 

they ju s t  l i f t  my legs up onto the bed." One of the daughters described 

h e rse lf  as "not r e a l ly  a mother of my Mom," but went on to  explain a number of 

ways in which she a s s is te d  her mother on a d a lly  b a s is .  Other mothers found 

they needed moral support from th e i r  ch ild ren . In many cases, children 

reassured and comforted them during the d i f f i c u l t  times and encouraged them to 

be op tim is tic  and pos it ive  about th e i r  fu tu res .

Because they re l ied  on th e i r  childzen for instrumental and emotional
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support more than they would have preferred , many of the mothers thought th a t

th e i r  children were growing up more quickly than children of well mothers.

At th is  poin t, I fee l  th a t  my kids fee l in charge. I feel as though they 
fee l  th a t  they can say, "Get lo s t"  to  me, They can say, "Shut up." That 
they can be in the d r iv e r 's  sea t .  Down deep, they d on 't  want to be In 
the d r iv e r 's  sea t ,  but they d on 't  even re a l ize  they don 't  want to be in 
the d r iv e r 's  s e a t .  But they fee l  i t ' s  th e i r  pos ition .

Another mother described her children as being "aggressively Independent."

Thus, for these mothers, depending on th e ir  ch ildren , an unavoidable

consequence of the physical and emotional implications of th e ir  i l ln e s s ,  was a

source of considerable worry.

Another area in which the mothers perceived th e i r  i l ln e s s  to have had an

impact was in the so c ia l iza t io n  of th e ir  children into adu lt soc ia l  ro le s .  In

p a r t ic u la r ,  they wondered about the implications of growing up in an

environment so intimately Involved with i l l  health . As one mother commented,

"Her f i r s t  nine years were a l i t t l e  troublesome, and we were a l i t t l e  b i t

worried tha t  she 'd  come out of i t  s l ig h t ly  neuro tic ."  Another explained,

"There were big gaps for him, you know. I sometimes wonder i f  h e 's  going to  be

an emotional c ripp le  when he grows up."

In addition , many mothers worried about the e ffe c ts  of subjecting th e ir

children over time to the family s t r a in  tha t  inevitab ly  occurs in the context

of i l ln e s s .  As one remarked, "I mean, people who have chronic diseases have

them for a long, long time. After a while, I d on 't  care how much somebody

loves you, th ey 're  going to  get t i r e d  of hearing you're sick again." Further,

many wondered how the depression, anxiety and f ru s tra t io n  tha t  had accompanied

th e i r  chronic i l ln e s s  a t  times might have influenced th e i r  ch i ld ren 's  ideas

about a tten tion-seek ing , family communication and con tro l .  One woman recalled
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an amusing episode with her five-year old which I l lu s tra ted  the d if f ic u l ty  

surmounting emotions in chronic i l ln ess ,

I remember once when I r e a l ly  wasn't fee ling  well over the years and I 
was s i t t i n g  in the kitchen. And every time he'd come through the kitchen 
I 'd  n a t te r  a t  him and n a t te r .  I found fa u l t  with everything. So around 
five  o 'clock he was a t  the top of the s t a i r s ,  and he said  to  me — I 
na ttered  again a t  him. He looked a t  me, he says "dammit woman, I 'v e  had 
i t  up to  here with you today” (LAUGHS). And... th a t  ju s t  broke the ice . I 
mean, we ju s t  both laughed. He looked a t  me as i f ,  my God, what did I 
say? And i t  was so funny. And a f te r  th a t  I ju s t  l e f t  him alone. I t  had 
obviously gotten me out of the mood I was in (LAUGHS), you know.

In c o n tra s t ,  many of the mothers believed th a t  chronic i l ln e s s  had

afforded some advantages to  the so c ia l iz a t io n  of th e i r  ch ild ren . They

an tic ipa ted  th a t  th e i r  ch ildren  might be more sens it ive  to  the suffe ring  of

others and more generally  compassionate tha t  other children because of th e i r

experiences a t  home. As one mother explained, "My s o n . . . i s  g re a t .  When I'm

s ick , I can see the pain on his face. I mean, he r e a l ly  understands." Another

reca lled ,  "He has more compassion for anybody who's s ick , not ju s t  me. He has

a lo t  of fee ling  for anybody s ick . I think he seems to r e a l ly  fee l for them.”

Other mothers an tic ipa ted  th a t  th e i r  exposure to chronic i l ln e s s  had prepared

th e ir  ch ildren  for the harsh r e a l i t i e s  of adu lt l i f e .  As one remarked, "They

are d i f f e r e n t .  These kids know about l i f e .  I'm not worried one l i t t l e  b i t

about them going out into th i s  world. They know what's out th e re ,  and what to

expect."  Several of the mothers, however, were uncertain as to  whether th is

heightened s e n s i t iv i ty  and insigh t would turn  out to be an a sse t  or, perhaps,

an add itiona l burden for the ch ildren .

Because the mothers in th is  study a l l  id en tif ied  complex

in te r re la t io n sh ip s  between th e i r  chronic i l ln e s s  and th e i r  mothering, they

assumed th a t  health  care serv ices  ought to be able to accommodate both

r e a l i t i e s .  However, they invariab ly  found th a t  individual health  care

32

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



professionals  and health  care serv ices ta rge ted  e i th e r  the chronic i l ln e s s  or 

the parenting, but never both. Further, they discovered th a t  i t  was generally  

impossible to  co-ordinate these multiple se rv ices ,  since the  mandates and 

perspectives were Inherently  con trad ic to ry .

The health  care p rofessionals  involved in chronic i l ln e s s  management 

revealed p r io r i t i e s  th a t  were c h a r a c te r i s t i c a l ly  a t  odds with those of the 

mothers. In other words, they assumed th a t  health  care rou tines  would always 

take p r io r i ty  over other so c ia l  ro le s .  They tended to write  orders or make 

recommendations th a t  required major l i f e s ty l e  rev is ions  and were completely 

unacceptable to the mothers. As one mother noted, "They expect you to be 

serv icing  your i l ln e s s  a l l  the time, and not ge t t in g  on with your l i f e . ” The 

professionals  a lso  held an e n t i r e ly  d i f f e r e n t  s e t  of assumptions about what 

consti tu ted  "business as usual” and what cons ti tu ted  a c r i s i s  for these 

mothers. By focussing on the disease and t r i v i a l i z in g  the implications of 

motherhood, such professionals  assumed a d is to r te d  p ic tu re  of the health  

issues involved.

Conversely, those professionals  or serv ices involved with the parental 

issues fa i led  to appreciate  the implications of chronic i l ln e s s .  Because 

chronic i l ln e s s  was not within the mainstream of so c ia l  and psychological 

fac tors  re levant to such p ro fess iona ls ,  the fac t  of having a ch ron ica lly  i l l  

mother was often ignored in the in te rp re ta t io n  of family problems. As one 

noted, " I t ' s  almost like  you 're  not a pa r t  of t h i s .  I t ' s  a coincidence tha t  

you 're  th e i r  mother." In the mothers' judgement, t h i s  was as u n re a l i s t ic  and 

as damaging as would be the opposite extreme of blaming a l l  of the fam ily 's  

dynamics on the i l ln e s s .
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The curious effec t of these discrepant be lie f  systems was tha t  the women

were forced to  compartmentalize t h e i r  l iv e s  in  order to  obtain e s s e n t ia l

se rv ice s .  They had to  appear s ick  or vulnerable in order to  q u a lify  for

c e r ta in  hea lth  se rv ices , but strong and competent in order to  q u a lify  for

o thers .  They knew th a t  th e i r  c r e d ib i l i ty  and success as mothers depended on

th e i r  a b i l i t y  to  maintain d ig n ity  and independence; a t  the same time, they had

to  be convincingly weak and dependent in order to obtain the serv ices  they

needed to  sus ta in  th a t  d ig n ity  and Independence. As one explained, " I f  you 're

stuck in a wheelchair, s i t t i n g  there d r ib b l in g ,  t h e y ' l l  believe I t ,  but If  you

can get up and function a t  a l l ,  nobody believes i t . ” Thus, the predicament for

these women was th a t  the more they t r i e d  to  take re sp o n s ib i l i ty  for managing

th e i r  own l iv e s ,  the more they jeopardized the support and serv ices  they

needed to  be successful In ra is in g  th e i r  ch ild ren . As one mother concluded,

"You know, being independent, being s trong , eventually  works against you.

T ota lly  ag a in s t  you."

Although the deck seemed stacked against them, the mothers in th i s  study

managed to  live  th e i r  l iv es  and ra is e  th e i r  ch ild ren  with a l l  of the joys and

t r ib u la t io n s  th a t  parenting e n ta i l s .  As one mother explained, " I 'v e  had more

darn fun with these s tupid  kids I" Another joked th a t ,  without four ch ildren  to

r a i s e ,  she would have had a nervous breakdown years before, indeed, as one of

the ch ild ren  confirmed, a ch ron ica lly  111 mother can be ra the r  sp ec ia l .

V e il ,  you see, most mothers say, "Don't bring your friends home. I d o n 't  
want to  ta lk  to  them, I have nothing in common.” My mom s i t s  and ta lk s  to  
them for hours, and hours, and hours, you know. They ta lk  on the phone, 
they get along. Lots of my fr iends  th ink my mom's g rea t!

in  summary, the accounts of ch ron ically  i l l  mothers reveal th a t  th e i r

experience with chronic i l ln e s s  is  profoundly Influenced by the impact i t  has

upon th e i r  mothering. For the women in  th i s  study, physical wellbeing i s ,  in
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and of i t s e l f ,  a le ss  pressing concern than is  th e i r  a b i l i t y  to  live  the l ives  

they have created for themselves and th e i r  fam ilies . As was evident in the 

case of the parents of chron ically  i l l  ch ild ren , the complexity of the mothers 

lives  receives l i t t l e  sympathy from the formal health  care system (Carrick & 

Bibb, 1982). Individual p rofessionals  have trouble appreciating th e i r  

concerns, and serv ices are not ty p ic a l ly  geared toward meeting th e i r  needs 

(Deegan, 1985; Graham, 1984; Kirshbaum & Ellington-Rinne, 1985; Todd, 1989). 

The case of the mothers, then, fu r ther  extends the argument th a t  chronic 

i l ln e s s  experience cannot be iso la ted  from the l ives  in which i t  is  involved. 

In order to t ru ly  appreciate  what I t  is  l ik e ,  we need to  understand a great 

deal about the nature and d iv e rs i ty  of human liv ing .

O th er  Ages and S ta g e s

While the cases of parents and mothers confirm the idea th a t  chronic 

I l ln ess  has an important context, they represent only two of an in f in i te  

number of s i tu a t io n s  which may be equally  in f lu e n t ia l  in shaping the chronic 

i l ln e s s  experience, while a more extensive investigation  of these would be 

beyond the scope of th is  d iscussion, a sampling of what various aqes and 

s tages , ro les  and re sp o n s ib i l i t ie s  a c tu a lly  mean to some Informants w ill help 

convey an overview of the l i f e  contexts into which chronic i l ln e s s  is 

insinuated. The po ten tia l  Impact of a chronic i l ln e s s  upon the growth and 

development of small children is  qu ite  obvious. That such i l ln e s s  may have 

profound implications for the natura l developmental process of people with 

chronic i l ln e s s  throughout a l l  s tages of liv ing  is  le ss  evident. However, the 

accounts of Informants in th is  study suggest some important ways in which 

chronic i l ln e s s  and development In te ra c t .
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one subgroup within the informant population tha t  c le a r ly  I l l u s t r a te s

th is  Interaction was that of young adults. The accounts of th is  group c lear ly  

revealed an intense pressure to  build careers  and to develop primary 

re la tio n sh ip s .  Yet, for a l l  but the le a s t  a ffec ted  informants, chronic i l ln e s s  

placed serious r e s t r ic t io n s  on the amount of energy availab le  for work, play 

or s tudies  and often made age-appropriate so c ia liz in g  problematic. For 

example, several young people, forced to  accept d i s a b i l i ty  pensions, were glad 

of the financial secu r i ty  but f ru s tra ted  by th e i r  In a b i l i ty  to succeed in what 

they deemed adult professional ro le s .  Other young people, able to  work or 

study on a part-tim e or temporary basis ,  were provided some sense of working 

toward a goal. However, the unpredictable events of i l ln e s s  often jeopardized 

th e i r  records as consis ten t employees or so lid  s tudents. For example, one 

young man repeatedly enrolled in community college courses, only to be 

hospita lized ju s t  in time to miss the f in a l  examination.

Among the young people who p a rtic ipa ted  in th i s  study were several highly 

sk i l le d  a th le te s .  In most cases, chronic i l ln e s s  had forced the termination of 

what had promised to be a successful a th le t i c  career. For such indiv iduals , 

whose lives had revolved around physical performance, there was a specia l 

sense tha t th e i r  bodies had betrayed them. Since a th le t ic s  had symbolized not 

only th e ir  careers ,  but a lso  th e i r  le isu re  a c t i v i t i e s  and th e i r  socia l 

universes, i t s  loss was espec ia lly  profound. In fa c t ,  several confessed to  the 

interviewer tha t l i f e  might not be worth liv ing  without the p o s s ib i l i ty  of 

some form of a th le t ic  a c t iv i ty .  Thus, for many of the young people, chronic 

i l ln e s s  c lea r ly  had a major Impact on the process of planning and executing 

adu lt occupational ro les  and id e n t i t i e s .
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Adults already in the work world faced th e ir  own se t  of d i f f i c u l t i e s .  

Employers, concerned with p roductiv ity  and e ff ic iency , were often 

unsympathetic to  the u n p red ic tab i l i ty  of the employee with chronic i l ln e s s .  

Many of the Informants believed th a t  they had been passed up for promotion or 

denied c e r ta in  p r iv i leg es  because of th e i r  i l ln e s s .  While some employers were 

crea tive  and generous in th e ir  expectations, others seemed incapable of 

bending ru les  or making allowances. The s i tu a t io n  of chron ically  i l l  people 

who were themselves health  care workers was p a r t ic u la r ly  poignant. One nurse 

with a back in ju ry , for example, was refused a t ra n s fe r  to  an area in which 

l i f t i n g  would be minimal on the grounds tha t  If she were well enough to work 

she ought to  be av a ilab le  for work in any of th a t  h o s p i ta l 's  u n i ts .  Because 

s im ilar findings have been reported in the scho larly  l i t e r a tu r e  (French,

1988), i t  is  un like ly  th a t  these experiences represent unusual cases. In 

general, the health  care workers seemed far more discouraged by employer 

in s e n s i t iv i ty  than were other workers, since i t  smashed th e i r  i l lu s io n s  about 

the values and p r io r i t i e s  underlying the health care industry.

For those adu lts  whose occupation did not require p a rt ic ip a t io n  in the 

work force, chronic i l ln e s s  a lso  posed problems. Housewives, for example, 

often grieved the loss  of tasks th a t  held symbolic meaning for ro le  or gender 

iden ti ty .  As one woman noted, " I t ' s  hard to  le t  go of (housework] because i t ' s  

a women's th ing . You're always brought up tha t  you should clean the house." 

Such responses c le a r ly  suggested the meaning tha t  an tic ipa ted  adu lt ro le  

behaviors had in shaping a pos itive  id en t i ty  for many informants.

The crea tion  and maintenance of adu lt primary re la tio n sh ip s  was another 

area a ffected  by chronic i l ln e s s .  While many of the partnerships th a t  existed 

prio r to the i l ln e s s  were able to  adapt to the Inherent changes, many others
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did not. Although the reasons why marriages f a l l  are obviously complex, many

of these men and women were quite certa in  tha t the i l ln e ss  had been the

c en tra l  problem. Their accounts i l lu s t r a te d  the ways th a t  i l ln e s s  created

suspicions, fueled resentments, and fostered f ru s t r a t io n s  within th e i r

relationships, as one asthmatic woman's comments reveal.

I d o n 't  know how (my partner] has managed to  l iv e  with me for the l a s t  
couple of years. I mean, I d o n 't  think I could l iv e  with somebody th a t  
could cough l ik e  th a t ,  dey in and day out. I mean, I think th a t  I 
would've gone nuts, or moved out, or something. I d o n 't  think I could've 
had the patience to  have to l iv e  with somebody — like  coughing, 
coughing, and coughing.

According to  many of these people, the partnersh ips th a t  survived in ta c t  were

exceptional.

For those informants who had not yet found l i f e  pa rtne rs ,  the issue was

often even more acute . Several of the younger people sought partners who were

themselves a f f l i c t e d  with a chronic health  problem or who were older adu lts  

and therefore  more fam ilia r  with l im ita tions  In physical health , in explaining 

th is  tendency, Informants offered the ra t io n a le  th a t  well people th e i r  own 

age would be unable to adapt th e i r  expectations to  allow for a chron ically  i l l  

p a r tn e r .

Beyond intimate re la t io n sh ip s ,  the adu lt ch ron ically  i l l  people were a lso 

concerned with the issue of c rea ting  or susta in ing  a so c ia l  world. Many found 

themselves s o c ia l ly  iso la ted ,  in p a r t ,  because of th e i r  in a b i l i ty  to  jo in  in 

some of the a c t i v i t i e s  of th e i r  previous crowd of fr iends  and, In p a r t ,  

because the i l ln e s s  had so profoundly influenced th e i r  values and p r io r i t i e s  

th a t  they had l i t t l e  in common with those people with whom they used to 

s o c ia l iz e .  Many found th a t  so c ia l iz in g  with other i l l  people was considerably 

more sa t i s fy in g  and meaningful than was s trugg ling  to  maintain outdated 

f r iendsh ips .
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While parenting has been discussed in d e ta i l  in re la t io n  to  mothers, i t

is  important in th is  context to  mention the p a ra l le l  s i tu a t io n  of fa th e rs .  In

our soc ie ty , fa thering  is  le ss  circumscribed ro le ,  making compromises to

performance more d i f f i c u l t  for some of the fa thers  to  understand. In con tras t

to  the mothers, fa thers  in th is  study found the expectations upon them to  be

in te rn a l ly  motivated ra the r  than so c ia l ly  constructed. While th is  may have

generated le ss  c o n f l ic t ,  i t  remained a confusing issue for many, as the

thoughts of one fa ther i l l u s t r a t e .

That's  what I'm losing now — a sense of being needed. My wife, my kids, 
everybody. I'm not performing a — I want to  see my ro le  in l i f e  as doing 
something, and now i t ' s  r e a l ly  changing. Instead of doing something, I ' l l  
always have to have people doing something for me, and I am the type tha t  
always did something for other people.

For th is  fa th e r ,  staying a t  home Independently and cheerfu lly  while h is  wife

and children enjoyed various outings was the most meaningful con tribu tion  he

f e l t  he could make to  h is  family. The anx ie t ies  shared by both the mothers and

the fa thers  i l l u s t r a t e  qu ite  c le a r ly  the profound e f fe c t  th a t  chronic i l ln e s s

can have on th e i r  feelings about such a t t r ib u te s  as con tribu tion , permanence

and s t a b i l i t y  in parenting.

Another group of informants spoke from the perspective of caring for

chronically  i l l  aging paren ts . As i l lu s t r a te d  by one woman's account, caring

for an aging parent could often monopolize l i f e  as completely as did parenting

one's own ch ild ren .

Sometimes I fee l r e a l ly  angry and re a l ly  re sen tfu l  th a t  a t  my age of 
l i f e ,  a f te r  I . . .  You see I had a plan in my l i f e  th a t  I would have my 
kids young, and they would grow up, and then I would have th is  space to  
myself, th a t  I would s t i l l  be young enough to work, and then I would be 
able to  do the th ings th a t  I 'v e  always wanted to  do for myself. And
th a t  got me through my child-bearing  years without me resenting  giving up 
the amount of time th a t  you have to  give up, you know, to  ra ise  the 
kids. So th a t  r e a l ly  helped me deal with my resentment knowing th a t  in my 
mind I had a plan th a t  in the future I would have the time to  do the 
things tha t I wanted to do a f te r  they were a l l  okay. And now I find th a t ,
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l iv in g  with Hob, in  her condition , i s  as Mich work — i t  takes as much 
energy, as Mich t i a e ,  and as auch caring — as i t  did ra is in g  preschool 
k ids . And I r e a l ly  resen t th a t  I d o n 't  have my t ia e  now, th a t  I had 
proaised myself.

The la te r  adu lt  years presented chron ically  i l l  people with a

co n s te l la t io n  o£ fac to rs  which coapllcated the chronic I l ln ess  experience.2

Although chronic i l ln e s s  was a aore p red ic tab le  feature of th is  s tage of l i f e ,

i t  created  aany of the saae so r ts  of probleas found with younger a d u l ts .

Because of the e f fe c ts  of a chronic i l ln e s s ,  grandaothering and grandfathering

ro les  were coaproalsed, long an tic ip a ted  freedoms vanished and household coles

required considerable ad ju staen t.  In add ition , the e lders  in th is  population

experienced a combined invalidation  froa  those around them because of th e i r

age and th e i r  in f irm ity . Because th e i r  i l ln e s s  was considered quite  "normal”

for th e i r  age, th e i r  concerns about i t  were e a s i ly  disregarded; however, for

the sen io rs ,  the losses were pa in fu l.

I was so weak, and then I s o r t  of went into  th is  depression where I ju s t  
s a t  and thought and looked out the window and worried about the fa c t  th a t  
I cou ldn 't  k n it  — I cou ldn 't  make the recipes tha t I liked to  do. I 
prided myself on being the kind of a gourmet cook who was ready to  tackle 
anything, and present I t ,  because I liked to do tha t  s o r t  of th ing . And I 
cou ldn 't  do a lo t  of th a t  any more, and I s a t  around and grieved for 
qu ite  a while.

A major complicating fac tor of th is  stage of l i f e  was the loss  of socia l

supports, e sp ec ia l ly  spouses, for those who had been successfu lly  managing a

chronic i l ln e s s  over time. One a r t h r i t i c  woman described the repercussions of

her husband's death on her own aging process.

Hy husband passed away. Here I was worried ’cause who's gonna l i f t  my 
fe e t  up? Can 't ge t anybody to  s leep  in . Hy s i s t e r s  s le p t  for a while, 
but they got th e i r  own family, and they had to  go. Then I t r i e d  to  get a 
homemaker. I t  was hard to  g e t,  and a l l  th a t .  So a l l  these worries. And 
then on top of i t  I got u l c e r s . . .  So then I was in the hosp ita l with

2. A discussion of some issues of concern to  the senior subgroup in the 
Health Care Relationships Pro jec t study appears In Thorne & Robinson (1988b).
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th a t .  And th a t ' s  how I ju s t  got so old. Cane from the h o sp ita l ,  I looked 
in the m irror, and I cou ldn 't  believe i t  was myself! I t ' s  a l l  the 
worries. Couldn't get anybody to  s leep  in. So i t ' s  a troub le .

Like o thers , th is  woman had been able to  manage Independently because of

longstanding instrumental support within the family. Thus, her bereavement was

complicated by r e a l i s t i c  concerns about the fu ture .

Clearly, ages and stages made a considerable d ifference  in the way

chronic i l ln e s s  was experienced by informants in th is  study. As one young man

with heart disease explained, "I guess you change your l i f e s ty le  and you

change - -  changing your goals to  mix in with your l i f e s t y l e . "  The s to r ie s  of

the parents and the 111 mothers, in combination with the b r ie f  comments about

other ages and stages of l iv in g , reveal much more about the people who are i l l

than about the sp ec if ic  e f fe c ts  of disease i t s e l f .

Chronically i l l  people l iv e  in fam ilies ,  in socia l  worlds, and in

cu ltu res  which shape th e i r  id e n t i t i e s ,  t e l l  them how to respond to l i f e ' s

challenges, and determine th e ir  various perspectives and p r io r i t i e s  (Glueckauf

& Quittner, 1984; Rolland, 1987a; Spector, 1985). Their l ives  are enmeshed in

sp ec if ic  re la tionsh ips  they have with individuals in th e i r  immediate networks,

and with th e ir  more ab s trac t  re la tionsh ips  to the larger socia l  groups with

which they iden tify .  Their experiences change over the ages and the stages of

l iv ing  (Savendra & Dibble, 1989; Schlenle & E lle r ,  1984). Thus the l ives  of

the chronically  i l l  evolve through a dynamic process which thoroughly

contextualizes a l l  of the events th a t  make up liv ing  with chronic i l ln e s s .

Concluglpg

This introductory discussion provides a basis upon which fu r ther analysis  

can proceed. While each in d iv id u a l 's  s to ry  is  fascinating  in i t s  own r ig h t ,
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the co l le c t iv e  account Is the cen tra l  £ocus o£ th is  research. Id iosyncratic  

experiences aside, there are numerous common threads within the individual 

accounts. Such common threads organize the shared elements within the chronic 

i l ln e s s  experience in such a way th a t  we who have not lived i t  can v icar iously  

understand something Important about i t .

In the chapters to  come, the focus w ill  remain with the common elements 

ra the r  than the individualized experiences. Because the voice o£ the 

individual i s  the medium of communicating the la rger account, the reader w ill  

find ample evidence of human in d iv idua li ty  in the na rra tive . The engrossing 

individual circumstances about which th is  chapter was concerned have not been 

Ignored; ra th e r ,  they are offered here as the context within which a l l  of the 

shared experiences can be understood.
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CHAPTER THREE 

ONSET AND DIAGNOSIS

The chronic I l ln e s s  experience can begin in a v a r ie ty  of ways. Sometimes 

i t  o r ig ina tes  with almost imperceptible d iffe rences  in sensation  or movement; 

a t  other times i t  is  pronounced in the aftermath of an acute health  c r i s i s .  

Sometimes i t  is charac te rized  by rapid  and fr igh ten ing  changes in the body; a t  

other times, i t  begins with awakening to the re a l iz a t io n  th a t  fam iliar 

symptoms may in fa c t  s igna l something ser ious . Some people are born with 

health  problems th a t  w ill  become chronic; others have not yet experienced any 

bodily changes a t  a l l  when they are Informed th a t  they are victim  to a chronic 

d isease . While there  is  no s ingle  sequence in which onset and diagnosis of 

chronic i l ln e s s  occur, these events are  profoundly Important within the 

chronic i l ln e s s  experience (Hlngson, Scotch, Sorenson & Swazey, 1981; Rolland, 

1988).

In th is  chapter, the in te r re la te d  phenomena of i l ln e s s  onset and medical 

diagnosis w ill  be addressed from the perspective of the i l l  people involved. A 

sampling of th e i r  s to r ie s  w ill  i l l u s t r a t e  not only the g reat v a r ie ty  of onset 

and diagnosis experiences, but a lso  the common pa tte rns  th a t  emerge when 

people seek p rofessional help in try ing  to understand what is  wrong.

The Onset of I l ln e s s

As has been mentioned, no s ingle  onset pa tte rn  charac te rizes  a l l  chronic 

i l ln e s se s ;  ra th e r ,  there  is  a range which varies  from slow, insidious 

progressive symptom development over a period of years to  sudden, dramatic, 

even l i f e - th re a te n in g  acute I l ln e s s  or Injury from which f u l l  recovery does
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not occur, whatever the pattern , the s to rie s  o£ patien ts  and fam ilies often 

begin with an account of illn e ss  onset, a recounting of "how i t  a l l  began."

Hany of the informants in th is  study recalled  an acute episode th a t ,  for 

them, marked the beginning of the i l ln e s s  odyssey. For example, one mother 

remembered the beginning of her c h i ld 's  career with asthma th is  way: "At the 

age of two and a h a l f ,  she had ju s t  the routine cold of some s o r t .  And then i t  

s ta r te d  — what I now know to be, as wheezing. I d id n ' t  know a t  the time. And 

she ended up in the hosp ita l for about four days." One young man described 

su rg ica l repa ir  for a knee Injury as the beginning of h is  chronic I l ln ess  

experience.

We expect i t  to be f in e .  I did a t  the beginning. You know, in and out, 
i t ' s  going to be over ju s t  l ike  th a t .  An operation — oh g rea t ,  I ' l l  be 
out playing, oh g rea t .  But no. I t  doesn 't  happen. You know. Maybe i f  I 
d id n ' t  expect th a t  from the beginning. I d id n ' t  rea l ize  I t  was as
ser ious, you know. I t  is  very ser ious.

Like several other people, what he had assumed to be a straightforw ard

operation or i l ln e s s  episode would la te r  be remembered as the event

symbolizing the beginning of chronic I l ln e s s .

For others, p a r t ic u la r ly  those dealing with progressive, degenerative

conditions, the onset of I l ln ess  was far more d i f f i c u l t  to  p inpoint. In some

instances, the beginning was marked by the f i r s t  time th a t  i t  occurred to  them

to 3eek medical ass is tance  for annoying or I r r i t a t in g  physical symptoms. One

women recalled  the onset of her a r t h r i t i s  experience th is  way.

I t  s ta r ted  In my hands, and they were a l l  red and swollen, and sore , and 
I thought I 'd  b e t te r  go ea r ly  and have i t  looked a t ,  you know, I 'd  b e t te r  
find out what's wrong with me. I wasn't sure . My family doctor sent me to 
a rheumatologist, because anybody know3 what the I n i t i a l  signs of I t  a re ,  
although I suppose there  could be other things too. So he said  I d id n ' t  
have I t ,  and did some blood t e s t s ,  and I d id n ' t  have to expect to  get I t  
because both parents had i t .  And th a t  was th a t .  And then sh o r t ly  a f te r
th a t  I was back again, and I c e r ta in ly  did have i t ,  and i t  has ju s t  so r t
o f . . .smoldered on s ince . Never r e a l ly  had what they c a l l  ' f l a r e - u p s , '  and 
I never had re a l ly  remissions, I t  was ju s t  so r t  of going on and on.
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When there was no obvious beginning point, Informants often searched into 

th e i r  past for some occurrence which could be considered the onset. One man's 

reco llec tions  of wounds received in the Second World War i l l u s t r a t e  such a 

p rocess .

The stomach was done twice. Stomach was done the f i r s t  time in Germany. 
See, I was shot down. I 'v e  only got one kidney, one lung, and they took
three pieces of shrapnel out of the stomach. And I never f e l t  well. I
mean, I f e l t  workably well, but I never f e l t  good.

Another recalled  a s ingle  s ig n if ic a n t  event from a sim ilar time period in his

h is to ry .

And one day I was a t  sea as a destroyer, and I was on the a f te r  deck, and 
I temporarily blacked out. But ju s t  before I did, I grabbed onto the hand 
r a i l in g ,  and I had a buddy along with me, and he sa id , "What's the matter 
with you?" And I s a id ,  "I d on 't  know, but I ju s t  had a temporary 
blackout."

Other chronically  i l l  individuals recalled  being s ick ly  as ch ildren , being

accident-prone, or having always experienced vague physical symptoms, as one

woman's reco llec tions  i l l u s t r a t e .

I s ta r te d  ac tiv e ly  seeking help in 1964 because t u j  alca 1th was poor. I
believe i t  was perhaps prior to th a t ,  and now that I have known what i t
is  like  to r e a l ly  fee l  well a t  c e r ta in  periods I am not sure th a t  I 
wasn't always somebody who wasn't in optimal health . As a teenager, 
p a r t ic u la r ly ,  or as a ch ild ,  I don 't  think I ever re a l ly  had the energy I 
f e l t  I should have, but nothing was ever id en tif ied .

For these chronically  i l l  individuals and th e ir  fam ilies , then, i t  seemed

Important to be able to id en tify  something which s ign if ied  a beginning point

in the experience.

According to these men and women, "becoming chronically  i l l "  was a

process which Included not only the onset of symptoms but a lso  the actual

medical diagnosis a t  some point along the way. For many, the symptoms preceded

the diagnosis, sometimes by decades; for o thers , the diagnosis was upon them
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before the significance of symptoms was fu lly  understood, one young man with

1BD was aware that he had a serious problem for years prior to  the diagnosis.

I c a n ' t  t e l l  you a day in my l i f e ,  or a year th a t  i t  s ta r te d .  I had
trouble with my health  from — I would say the f i r s t  time th a t  I remember
was my bowels d id n ' t  function, and I can remember back to  the age of four 
— four years old. I was chron ically  constipated , and there was something 
wrong, because I cou ldn 't  go to the bathroom when I wanted to , have a 
bowel movement when i t  was normal to .  So the doctors were p re t ty
unsympathetic. I mean, like  I sa id , I was blamed for I t ,  because I wasn't
eating a proper d ie t  and I wasn't going to  the bathroom when I was 
supposed to , s tu f f  like  t h a t . . .  In tu i t iv e ly ,  I knew I was in for 
something p re t ty  big. Like I knew th a t  there was something else going on 
and th is  was pa rt  of i t .  But nobody would l i s te n  to  me 'cause I was so 
small.

In h is  case, his age and the non-specific  nature of the symptoms seemed to

contribute  to  the problem of d iagnosis. For other pa tien ts  and fam ilies,

diagnosis was hampered by what they la te r  discovered to be c h a ra c te r is t ic s  of

the disease I t s e l f .  One women with scleroderma explained her years of I l lness

p rio r  to diagnosis th is  way.

I t  is  an insidious d isease . I t ' s  l ike  a cancer in the way th a t  I t  spreads 
in te rn a lly ,  and i t  h i t s  each person d i f f e r e n t ly .  That's  what makes i t  
d i f f i c u l t  to diagnose. There's no blood t e s t  th a t  w ill t e l l  you, th e re 's  
no X-rays w ill show, u n t i l  you have reached the stage where everything 
has c a lc if ied  to  a poin t, and the calcium comes out of your skin and your 
fingers In c ry s ta ls .  And you have to be th a t  far along before a doctor — 
and I t  has to be the r ig h t  doctor, because th ey 're  not even tra ined to 
think scleroderma.

In other cases, the diagnosis was suggested long before the importance of 

symptoms had h i t  home to the p a t ie n t .  One man with multiple s c le ro s is  recalled  

an event which preceded his acknowledgement of chronic i l ln e s s  onset by 

several years.

After awhile, I was ca lled  back to  [the d o c to r 's ]  o ff ice ,  and he says, 
"I 've  got some news t h a t ' s  not going to  be very p leasan t."  He says, 
"You've got an i l ln e s s  t h a t ' s  going to re a l ly  s e t  you on your bottom."
And I says, "What are you ta lk ing  about?" And he says, "Well I'm p re t ty  
sure th a t  you've got Multiple S c le ro s is ."  Well, a t  th a t  time I had never 
even heard the name and I sa id , "Multiple what?" and he sa id , "Multiple 
S c le ros is ."  And I sa id , "Well, what does th a t  do to a person?" He says,
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"Well, eventually  y o u ' l l  be in a wheelchair." And I sa id , "You're crazy."  
And I l e f t  him. I never went back to him.

The b i r th  of a ch ild  with a congenital health  problem was a spec ia l case

in which the onset, from the paren ts '  point of view, coincided with the

medical diagnosis. One mother's s to ry  of the events following the b i r th  of a

ch ild  with a heart defect i l l u s t r a t e s  a painful Instance of discovering a

serious diagnosis before having re a l ly  appreciated the nature of the symptoms.

I guess the beginning is when [my son] was born ...and  the ped ia tr ic ian  
had to  look a t  him a f te r  he was born. So th a t  d id n ' t  take place u n t i l  the 
Friday, and he came to  see me, and he sa id ,  "I d o n 't  want you to get 
alarmed, or upset, or anything, but I hear a s l ig h t  murmur." And he sa id , 
" I t ' s  qu ite  possible i t  could be a t r a n s i t io n a l  murmur, and we won't get 
excited  about i t  r ig h t  now,” but he would have one of h is  other 
colleagues look a t  him on the weekend. So then, the Saturday, the other 
p ed ia tr ic ian  in the o ff ice  looked a t  him, and he called  in Dr. T, and he 
looked a t  him. And so then they moved him Sunday to the observational 
nursery, and did a couple of t e s t s .  And then, on Monday, we s t i l l  d id n ' t  
know anything one way or the o ther, and Monday morning the cleaning lady 
came in , and sa id , "Oh, you 're  leaving today." And I sa id , "Oh no I'm 
no t” . . .  As far as I was concerned, I wasn't going anywhere without my 
baby. So then, I was ge tt ing  upset obviously, on Monday, because I d id n ' t  
know what was going o n . . .  I wasn't g e tt ing  any answers, and I was ge tting  
from the nurses, you know, "Well y o u 'l l  be leaving today. You have to  
leave t o d a y ." . . . .  So then, I guess about noonish, I phoned the 
p e d ia t r ic ian ,  and f i r s t  of a l l ,  of course, you've got to  go through his 
o ff ice  nurse, and I s ta r te d  crying on the phone, with her, so she put me 
r ig h t  through. So Dr. N comes on, and he says, "Yes, d e f in i te ly ,"  you 
know, "there is  a problem here, and he 's  going to have to remain in the 
hosp ita l for a t  le a s t  ten days, u n t i l  the c irc u la t io n  s e t t le d  down, and 
we know exactly  what's going to happen." And he sa id , "Dr. T h a sn 't  been 
to see you yet?" And I says, “Mo." so anyway, a t  th is  po in t, you know, I 
was re a l ly  upset, so the nurse came in and th a t .  Well then, next th ing , a 
socia l  worker a r r iv e s ,  and she s t a r t s  asking me a l l  these questions about 
how is  my marriage, and do I want ch ild ren , and b lah -b lah -b lah . . .  I guess 
they f e l t  I needed to  ta lk  to somebody. I mean, obviously I had a r ig h t  
to be upset, you know, I ju s t  found out my child  had a heart problem, you 
know. And she wasn't even dealing with th a t .  And th a t  r e a l ly  pissed me 
o ff ,  th a t ,  you know, they send th is  person to s t a r t  asking me a l l  these 
other questions, you know, and I f e l t  I had every r ig h t  to be s i t t i n g  
there crying i f  I wanted to  be crying, you know. So anyway, then f in a l ly ,  
the nurse came back in again, and she sa id , "Okay, w e 'l l  phone Dr. T." So 
anyway, she phoned his o f f ic e ,  and he had ju s t  walked in, and he said  he 
would be r ig h t  over. So then I quickly ca lled  my husband a t  work and 
fo rtuna te ly  he had l e f t  to  come back to the h o sp ita l .  And then Dr. T came 
in with one of the nurses, and my husband got there — like  two minutes 
a f te r  he got there and s ta r te d  ta lk ing  fo r tunate ly  — because he was
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quite  prepared to t e l l  me th i s  bad news, you know, with nobody e lse  there 
but th is  nurse!

The incredib le  confusion and f ru s t r a t io n  surrounding th is  woman's en try  into 

the chronic i l ln e s s  experience was an unfortunately  fam iliar scenario .

No matter what the chronology of events, the event of diagnosis i t s e l f  

stood out in the accounts of these Informants as a major milestone, a turning 

poin t in the process of becoming ch ron ically  i l l .  Whether the Implications of 

chronic I l ln ess  were appreciated  long before, coincident with, or long a f te r  

the ac tua l medical d iagnosis , th i s  event best characterized the experience of 

en ter ing  into chronic i l ln e s s  for these Informants. The following discussion 

of the ear ly  chronic i l ln e s s  period w ill  therefore  be organized according to 

severa l d i s t in c t  aspects of th is  d iagnostic  process th a t  featured in the 

accounts of the p a tien ts  and fam ilies in th is  study: the d iagnostic  te s t in g  

process, the occasion of hearing the diagnosis, the meaning Imbedded In the 

d iagnosis, and the impact of having received a diagnosis.

The Diagnos t i c  Testing Process

The task of diagnosing a health  problem is sometimes like  a challenging 

b i t  of detectlv-i work, requiring  perseverance and c re a t iv i ty  to solve the 

r id d le s  of human pathophysiology and symptomatology. While some of the 

p a tie n ts  and fam ilies received a medical diagnosis qu ite  ea r ly  in th e ir  

chronic i l ln e s s  experience, the more common s i tu a t io n  Involved a lengthy and 

f ru s t r a t in g  search for answers. A d iagnostic  te s t in g  process, for those who 

experienced i t ,  was a powerful fac tor in shaping the way th a t  the p a t ien t  and 

family understood and experienced the i l ln e s s  th e re a f te r .  The accounts of 

these men and women about th is  process reveal typ ica l encounters with health
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care th a t  foreshadow those th a t  w ill  become prominent in the chronic i l ln e s s  

experience.

The long and complex process by which one young woman came to be

diagnosed with Multiple Sclerosis  reveals  something of the f ru s tra t io n  of

try ing  to  solve a d iagnostic  puzzle.

The f i r s t  signs s ta r te d  a t  about age 20, but the diagnosis came a t  26,
which is  12 years ago now. T hat 's  r ig h t .  And I was t e l l in g  doctors a l l
along about th i s .  Veil, i t ' s  such a common s to ry  with MS, and I suppose 
they have to  wait to  see the recurrence of the symptoms, and the v a r ie ty  
of symptoms. I t  was a f ru s t r a t in g  and occasionally  frightening thing for 
these things to  be going on and not knowing why. The very f i r s t ,  
i n i t i a l l y ,  was the t in g l in g ,  and numbness in the fe e t ,  and then i t  kept 
climbing higher and higher. Every time i t  recurred, i t  would come a 
l i t t l e  higher. The other thing I had, r ig h t  a t  20, was the loss — or i t  
was 21, I guess — was the loss  of v is ion  in one eye. And th a t  was 
temporary, thank goodness. I t  only la s ted  for probably a month. I t  went 
down f a i r ly  rap id ly , but not Immediate, so i t  took about a week for i t  to
s l id e ,  and then, probably, I was without v is ion in the one eye, in
e f fe c t ,  for a month. Now, I know th a t  b e t te r  too, th a t  i t ' s  neurological, 
but a t  th a t  time, I ju s t  d id n ' t  know what was happening to me, and th a t  
was a l l  in my ignorance, so I went to  the optom etris t, and his reaction  
was well, "L e t 's  forget th a t  eye. I t ' s  gone, l e t ' s  worry about your other 
eye, and get i t  up to  sn u ff ,"  which was a l i t t l e  d isconcerting (LAUGHS). 
But, anyway, t h a t ' s  the way i t  went. Eventually, the problem disappeared 
anyway, and so I f i led  i t  in my ' l e t ' s  forget about i t '  f i l e ,  and c a r r ied  
on. I d id n ' t  want to accept th a t  opinion, but I f e l t  a b i t  abandoned with 
the problem a t  the moment. But I was a t  u n iv e rs i ty ,  I was studying, I had 
involvements, and, qu ite  honestly, I wasn't In terested  in finding out 
th a t  I had a problem, and so when th a t  went back to normal I ju s t  
breathed a sigh of r e l i e f ,  and ca rr ied  on. However, eventually , when i t  
happened — was i t  the second, or the th ird  time? — I d o n 't  remember 
which time i t  was then - -  I did go to  an ophthalmologist, and was 
re fe rred  through the family doctor. The family doctor hinted a t  MS, he 
never used the word Multiple S c le ros is ,  but he said  he figured what was 
happening, because a lso  the t in g l in g .  I mentioned th is  to  a doctor — 
every time I went to  a doctor, for any reason, in th a t  time — and I 
think he had i t  put together as MS, but he wanted the neurological 
t e s t s .  And, l ik e  I say, he d id n ' t  mention MS, but he described what was 
happening in the s h o r t -c i rc u i t in g  of the neurological system, so r t  of 
th ing . So he did some other t e s t s ,  and a few days l a t e r ,  he phoned to  my 
husband — not to  me a t  a l l  — to  my husband to  say i t ' s  not MS. This was 
the f i r s t  time I heard th a t  there might have been any p o s s ib i l i ty .

in  th is  case, the p a tien t  h e rse lf  in s tig a ted  much of the de tec tive  work.

However, even in cases in which health  care professionals  were more ac t iv e ly
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Involved In pursuing a diagnosis, the process could be equally tortuous, as

the story  of a young woman attempting to obtain a diagnosis for her a ilin g

fa ther i l l u s t r a t e s .

I hear a l l  the t in e  about things going on a t  [the University Hospital]. 
And the research th a t  th ey 're  doing, and you know, working on th ings, 
th a t  things are being done. And I thought here a t  le a s t  th ey 're  not as 
blind to things l ik e  th a t .  They won't say, "Okay, th is  is  i t .  You got a 
heart t h a t ' s  not working properly, t h a t ' s  i t .  Game over." Which is  what 
they were te l l in g  him (at the rural h o sp i ta l) .  And I d id n ' t  think he'd 
get the same response here. I thought a t  the t in e  th a t  what they 'd  do is  
th a t  they 'd  bring him out for te s t in g .  At le as t  he would get thorough 
te s t in g  here. Which he had none of t h e r e . . .  The family s ta r ted  getting  a 
l i t t l e  b i t  upset about the whole a f f a i r ,  and I got in touch wLth my 
brother. I cou ldn 't  get in touch with the doctor. I t r ie d  one time. But 
my brother-in-law  who lives out there , about seven miles from my parents, 
he got in touch with the doctor, and he s ta r te d  hounding the doctor and 
saying "what can be done? Can we get him to  [the c ity ]?"  He wanted him 
to go to [the c i ty ]  because he knows doctors, or somebody there . But 
anyway, a f te r  three weeks of having him s i t  in the hospita l they l e t  him 
go home. And he had to come in a f te r  the weekend, and he went very, very 
i l l .  He had an angina a ttack . My mother d id n ' t  know what to  do with 
him. She was two blocks away from the doc to r 's  o ff ice  — they were 
shopping when he had th is  a ttack . He collapsed on a bench, ju s t  a 
sidewalk bench. She ran two blocks to the doctor. The doctor sa id , "Well,
I c a n 't  do anything for you. Get him over here." I mean, th is  is a small
town! He's two blocks away from the o ff ice ,  and the doctor wouldn't even 
walk over ju s t  to  phone an ambulance, or whatever. So the doctor d id n 't  
do anything. My dad had to drive himself. He had to wait un ti l  he was
over th is  collapse, or whatever, th is  angina a ttack , and drive
himself. And i t  was s ix  blocks to the hosp ita l.  At th is  point in time, I 
think the reason (the doctor] d id n 't  go over to see him was because he 
was upset tha t the family was getting involved. Because the family was 
saying, "Okay, you're saying nothing can be done so w e 'l l  take him 
somewhere where something can be done." And th is  is what we were saying, 
and he was ge tting  to the point where he said tha t  th e re 's  nothing can be 
done. Anyway, he sent him to  another d o c to r . . . in  [a second small 
townl. He did send him to a sp e c ia l is t  f in a l ly .  That, s p e c ia l i s t  sent him 
back to (a th ird  small town]. And there was nothing much of th a t  for a 
while. Then they f in a l ly  had him in (a fourth small town). They said that 
they were going to ship him out. They got in touch with th is  doctor in 
[the c i ty ] .  They were going to  ship him out here to (the c i ty ] .  And he 
sa t  there for two weeks waiting fo r , I guess, u n ti l  they got h is  report 
here in (the c i t y ] .  Like te l l in g  them what had to  be done with him when 
he got there . And ten days i t  was he m i te d .  He was s t i l l  in the 
h osp ita l .  Long weekend came up. They wanted to l e t  some of the nurses go 
so they sent him home for the weekend. And u n t i l  th is  point they were 
waiting these ten days, because they were going to  a i r l i f t  him s t ra ig h t  
from the hospita l there into (the hosp ita l]  here. And what happened was 
they lo s t  his f i l e  on the computer. They lo s t  his medical f i l e .  The
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number wasn’t  recording or something. You know the medical number? 
Somehow t h a t ' s  screwed up th a t  way. So the ten days turned into 
nothing. I t  was n i l  time. Ju s t  time he s a t  th e re ,  and nothing was being 
done out here.

Both of these cases i l l u s t r a t e  th a t ,  from the informants' perspective, the

diagnostic  process involves much more than ju s t  analyzing the re s u l ts  of

t e s t s .  Rather, the process of a t t r a c t in g  su f f ic ie n t  a t te n t io n  within the

health  care system to  have the t e s t s  performed in the f i r s t  place can be an

even more involved aspect of the process.

Contrary to  the expectations of many chron ically  p a tien ts  and th e ir

fam ilies ,  the long process of diagnostic  te s t in g  did not guarantee a d e f in i te

conclusion. For one young woman, a fu l l  year of subjecting he rse lf  to a wide

range of invasive diagnostic  procedures brought no answers.

So (the doctor] had phoned, in fac t ,  to say tha t he was sorry  tha t he 
d id n 't  know of anything e lse  th a t  he could do a t  the moment, and would I 
come back in a year. And I s ta r te d  to cry , because, through a l l  those 
te s t in g  and th a t ,  I was feeling worse and worse. And I was seeing my own 
doctor in between, and he w as... saying, "Well, you s t ic k  with i t  because 
th is  is  a good man, and he w ill  get to  the bottom of t h i s , "  and then for 
him to phone and say to  come and see him in a year, well, i t  was ju s t  — 
I'm not a crybaby, but I was — I 'd  had enough, I was upset. And he said 
to me, "Was th a t  okay?" and I sa id , "No." And I s ta r ted  to cry. And he 
sa id , "Well, the only other thing I can think of, is  to  send you to a 
bone man," and t h a t ' s  the term he used. And I d id n ' t  even know what a 
bone man was. But I never heard from him any more.

Like many o thers ,  thl3 woman had assumed th a t  medical diagnosis is a complex

but rigorous s c ie n t i f i c  process which continues u n t i l  i t  has been successfu l.

However, the degree to  which guesswork figured in the process was a shock to

many p a tien ts  and fam ilies . For example, one woman discovered th a t  the re su l ts

of t e s t s  were not, in and of themselves, the key to d iagnosis.

People would say, "Well, maybe you have MS," or, "Probably you have MS," 
or, "In a l l  likelihood you might have MS," or, " I t  could be th a t ,"  and 
they l in e  up a whole ton of X-rays, and then they d id n ' t  l ike  those 
X-rays, and they whipped me back for more, and I 'd  say, "Hey, what was 
wrong with the f i r s t  ones? Come on." Well, I t ' s  ju s t  been a nightmare!
A to ta l  nightmare!
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Another woman remembered being offered an Incredible range of rather

unsc ien tific  explanations for her symptoms before her illn ess  was fin a lly  

diagnosed.

One guy said , "Veil, you probably have po lio ."  The same one to ld  me i t  
could be a r t h r i t i s .  That was when I was 20. He sa id , "Veil, you're not 
too young to  have a r t h r i t i s , "  and ju s t  named something. So fa r ,  no cancer 
th a t  I know of! Oh, one guy said  th a t  I s le p t  wrong, t h a t ' s  why I was 
going paralyzed. I was t o t a l l y  paralyzed from the waist down, and he 
sa id ,  "Veil, h e re 's  a sh ee t."  l i t  showed] th is  one lying the r ig h t  way, 
and one lying the wrong way while they were sleeping a t  n igh t, and one 
said  "No" and the other said  "Yes," and he sent me home with tha t  — 
paralyzed, t o t a l ly  paralyzed. I'm not making i t  up. I cou ldn 't  even make 
some of th is  s tu f f  up!

S t i l l  others were quite  stunned a t  the lack of s c i e n t i f i c  c u r io s i ty  displayed

by th e ir  professional health  providers, as one woman's account i l l u s t r a t e s .

I had been going to  the doctor, and never got anywhere. I mean, the 
doctor would take p ic tu re s ,  and would take blood t e s t s ,  and when they 
don 't  find anything, then t h a t ' s  i t !  There 's no c u r io s i ty ,  th e re 's  no, 
"Well, we're going to get to the bottom of th i s . "  There wasn't any 
inc lina tion  to  dig , i t  was ju s t ,  "This lady 's  got a problem," you know.

The indecision of health  care professionals  during the d iagnostic  te s t ing

process a lso  contributed to  the sense of disorder f e l t  by many pa tien ts  and

th e ir  fam ilies, as one woman remembered.

And so they put the thing up above the bed, "No food or d rink ,"  you 
know, the whole b i t ,  and I'm s t i l l  waiting, and they sa id , "Well, i t ' l l  
be th is  morning," And i t  went on, and on, and I'm s t i l l  waiting in the 
afternoon. The food and drink thing is s t i l l  up th e re , nothing is 
happening, and I'm thinking what the h e l l  is  going on here? I'm looking 
a t  these whackos everywhere, I'm try ing  to  deal with my own problem of 
the disease th a t  I d o n 't  know anything about — never even heard of 
before - -  and th ey 're  screwing around like  th i s .  So they came down, "No, 
we're not going to bother."  I 'd  been four days waiting for th is  t e s t ,  
watching th is  Insane asylum go on, and th ey 're  not going to do i t !  
(INCREDULOUS TONE OF VOICE) I went through a l l  th a t  for nothing, when 
they could've to ld  me th is  in some flunky o ff ice !  They put me through 
th a t  to r tu re  for nothing. And th e re 's  your health  care system — 
something very, very wrong!

Another complicating fac tor encountered by several of these people with
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chronic i l ln e s s  was what they regarded as misdiagnosis a t  some point in the

process. One woman's s to ry  i l l u s t r a t e s  such an instance.

Vhen I went to  the doctor, as far as the aching and t ired n ess ,  and so on, 
there  was no explanation. And the doctor, qu ite  frankly, thought tha t  
th i s  was emotional, but she did send me to the A r th r i t i s  Centre, because 
of what was happening with my hands. And they gave me severa l treatments 
of the hot wax, and so on, but my hands reacted so badly to  th a t ,  like  
they went purple — swollen, like  big — and they f e l t  l ike  they were 
going to  b u rs t .  And so, a f t e r  the th i r d  time th a t  I was the re , the 
th e ra p is t  sa id ,  "I d o n 't  think you belong here . This is  no t,"  you know, 
" a r t h r i t i s " .

For many p a t ie n ts  and fam ilies ,  such misdiagnosis contributed to the scope or 

ex ten t of the eventual health  problem, as one woman's comments I l l u s t r a t e .

Well, i t  ju s t  makes me very angry th a t  maybe i f  the ulcer had been dealt  
with i t  wouldn't have perforated . He would have been d e a l t  with, i t  
wouldn't have perfo ra ted . He wouldn't have had p a n c re a t i t i s ,  which is now 
a chronic problem.

In another example, confirmation of a misdiagnosis was accompanied by the

d isqu ie ting  information th a t  the doctor had misled her as to  what he suspected

her diagnosis might be in the f i r s t  place.

When I woke from what I thought was supposed to  be a hysterectomy, he was 
standing r ig h t  th e re ,  and he said to  me, "We weren't able to do your 
hysterectomy, you have Crohn's d isease . Don't worry, i t ' s  not cancer" 
(SHORT LAUGH). I was stunned. The thought had never crossed my mind th a t  
i t  was cancer, and he thought a l l  th is  time, and so did my husband, tha t  
I had stomach cancer. When they went to  do the hysterectomy, and they had 
me on the operating tab le ,  and they opened me up, my own doctor was there 
along with the gynecologist. And he had seen Crohn's disease before, and 
knew as soon as they looked a t  my in te s t in e s .  They were red and Inflamed 
and, I gathered, a b i t  j e l l y - l i k e .  And he could see r ig h t  away th a t  th is  
was what my problem was. So they had to  find another surgeon while they 
had me opened up to  do a p a r t i a l  bypass on my in te s t in e s ,  because the 
gynecologist wasn't q u a lif ied  to do th i s ,  so they had to  run around a t  
th a t  in s ta n t  and find someone to  do i t  before they sewed me up!

While many of the chron ically  i l l  individuals and fam ilies blamed health  care

p ro fess iona ls  for such misdiagnoses, others accepted some measure of

re s p o n s ib i l i ty  because of th e i r  eagerness to find a so lu tion  to th e ir  health

care problem, as the account of one woman i l l u s t r a t e s .
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I vent to  the doctor, because I had a sore th ro a t, and I smoked, and I
thought, you know, If you're a smoker, you get a sore th roa t. And my ear
had so rt of closed over. I t  f e l t  dead in here, like numb. I d id n 't have 
ringing, I d id n 't  have anything, i t  was ju s t like th is  was dead, or 
dying. And the th roa t s p e c ia lis t  couldn 't find anything wrong, and so he 
suggested th a t I should get my to n sils  out, that th a t might help my ear. 
There wasn't anything wrong with my to n s ils , but both the s p e c ia lis t ,  and
my own doctor, said I should get my to n sils  out. So I did in fact go and
get my to n s ils  out. And while I was in there , before I had my to n sils  
out, the resident surgeon came round to v i s i t ,  and he asked me, you know, 
how I was, and how long i t  had been going on, and what I had been 
experiencing. And I told him, and he did a good thorough check down my 
th ro a t, and put the mirror up to  the eustachlan or whatever th is  thing 
is ,  down in my ear, and down in my ear, and he sa id , "Veil, th e re 's  
nothing wrong with your to n s i ls ,"  and I said "I know," but I said , 
"they've to ld  me th a t i t  might help my ea r."  So he ju s t shook his head, 
and away he vent. And, of course, I did get my to n sils  out, and i f  we'd 
known a t th a t time the scleroderma was already working in me, and any 
trauma, i t  accelerates the progress of the scleroderma. So then I had
tha t done, and, of course, there was no Improvement, if  anything, my
throat was worse. And my ear has progressed -  my ear is  ch ro n ic ... So I
got my to n sils  out, and i t  was to ta lly  unnecessary, but if  i t  was gonna
help, you know — dumb me - -  i t  was worth a chance.

While th is  woman's account c lea rly  demonstrates the desperation she f e l t  a t

the time, i t  also suggests a lack of rea l leadership from her professional

medical advisors.

For many patien ts and fam ilies, a te ll in g  feature of the diagnostic

testin g  process was having th e ir  symptoms minimized or ignored by health

professionals. One young woman recalled  such as experience in try ing to find

out what was causing her excruciating back pain.

One day, in Grade Bight, I s ta r te d  getting  these shooting pains through 
my legs, from my kneecaps to my ankles. When I sa t down, they'd go away,
I guess reliev ing  the s c ia tic  nerve. Anyways, the pains became so 
unbearable I cou ldn 't function, so I went into the hospital. And, by the 
way, i t  took about four or five doctors to  even touch me type of thing. 
And one said i t  was my fe e t, and a l l  th is  so rt of b u l ls h i t . . .  They were 
ju s t so rt of placing the blame on my fee t, or the way I walked! I don 't 
believe they even checked my h isto ry .

Many of these men and women reported being to ld  during th is  process th a t th e ir

symptoms were purely psychological, as one woman with IBD recalled .
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In 1965, I s ta r te d  complaining o£ stomach problems and I would ju s t  be 
to ld  I was a nervous person and took things too ser iously  — ju s t  the 
usual line  th a t  people receive - -  women probably p a r t ic u la r ly ,  you know - 
- tha t  they overreact. And a l l  th i s  time there were numerous X-rays and 
then looking a t  the stomach with barium and so on. And I was ju s t  always 
to ld  th a t  I was a neurotic  type (LAUGHS). That was the extent o£ i t .  And 
perhaps my job as a teacher was too much £or me. And probably I was one 
o£ these people who was a l l  too anxious to do well with everything, you 
know and be an overachiever.

Another woman received a s im ilar &cs.iage from her professional health  care

providers.

I t  [Myasthenia Gravis] came on when [my son] was being born. I t  was 
placenta previa. And I must have come up with i t  r igh t during surgery, 
because I stopped breathing. I guess the anaesthetic  did something to  the 
muscles, and I t  ju s t  q u i t .  You know, anything a££ectlng nerves and 
muscles for a myasthenic is  bad. So I was in a c r i s i s  when I came out of 
the anaes thetic .  I went into a myasthenic c r i s i s ,  and they sent in a 
neurologist who did a few taps, you know, no blood work, no nothing. He 
was In my room, I think, five minutes, and he l e f t ,  and sa id , "You know, 
she 's  a young mother — f i r s t  baby. I t ' s  a l l  in her head." Hysterical 
paralysis  is what he called  i t  (LAUGHS). And th a t ' s  what they a l l  said  
afterwards. I think a f te r  about two years I qu it  going to  any kind of 
doctor. I ju s t  withdrew. I mean, how many times can you have somebody say 
tha t to you? You know. And you get embarrassed 'cause you c a n 't  f ix  i t ,  
and you ju s t  hide. You ju s t  hide. And th a t ' s  what I did .

In th is  case, the conclusion th a t  the problem was psychological was

su f f ic ie n t ly  humiliating tha t the pa tien t ac tu a lly  avoided professional health

care for some years following.

A sim ilar message th a t  i t  was "a l l  in th e ir  heads" was implied in some

cases when pa tien ts  were ac tu a l ly  admitted to psych ia tric  or neurological

hospita l units  for the purpose of diagnostic te s t in g .  One woman's descrip tion

of being placed on such a ward i l lu s t r a t e s  such an in te rp re ta t io n .

Boy, t h a t ' s  a bad place! People with a chronic i l ln e s s  should not be in a 
place like  th a t .  The so-called  c razies  were ye lling  and screaming. They 
used to have these da ily  meetings in the psycho ward, where a l l  of the 
inmates would have these meetings, and they 'd  a l l  y e l l ,  you know. So I 
thought, "I 've  had enough. I'm leaving." So I ju s t  got up and l e f t .  I 
had th is  walker, and I was in p re t ty  bad shape, but I cou ldn 't  take i t  
any more. They were a l l  being re a l ly  crazy. So th a t  is  not to  be 
recommended a t  a l l .  There was nothing wrong with my head, u n t i l  I went
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there , and you have to  so r t  o£ adapt to  your peers, th ey 're  a l l  nu ts , so 
where does th a t  leave you?

While th i s  woman seemed to  have re s is te d  being id e n t i f ie d  with the mentally

i l l ,  o thers found th a t  the  opinion of o thers was s u f f ic ie n t  to  produce doubts

about th e i r  own san ity . One woman's s to ry  explains how easy i t  was for her to

accept the conclusions of the experts .

I had a bad back and one leg went numb, and so I was going for physio and 
s tu f f .  And a f te r  taking physio maybe for a month, I got what they thought 
was shingles in between my shoulder blades. So then my doctor sent me to 
a s p e c ia l i s t ,  and he patted me on the back and sa id ,  "Oh, you have
nothing se r io u s ly  wrong with you." So I went home thinking I had
sh ing les , okay? But they now say th a t  th a t  was not sh ing les ,  th a t  was the 
beginning of the MS. So I t  progressed from th a t  episode to  bad bladder 
problems. That 's  why I'm not typ ica l of most of them. They have the bad 
legs, and eyes, and s tu f f .  Well, i t  was the leg , but we thought i t  was 
ju s t  the d is c ,  so we Ignored th a t  pa r t  of I t .  And then the bladder 
problem s ta r te d ,  and I s ta r te d  with frequency and urgency, and th a t  ju s t  

.went on, and on, and I went to a u ro lo g is t .  Then I s o r t  of had a nervous 
breakdown, and t e r r ib l e  depression for a year, and I ended up seeing a 
p s y c h ia t r i s t ,  end when I was in there ta lk ing  to him I 'd  say, "I'm sorry , 
I have to  go to  the bathroom." And often my husband was s i t t i n g  there 
with me when we were ta lk ing , and he'd say to my husband, "Oh, ju s t  
ta lk ing  about i t  makes her want to go," you know. So I began thinking I t  
was a l l  up here, a l l  th is  bladder business, 'cause every time I walked 
ten fee t  I had to  go to  the bathroom. Yeah, well, i t ' s  typ ical medical 
profession. They co u ld n 't  r e a l ly  solve i t .  I began to think i t  was a l l  in 
my head too, of course.

Thus, for many of the Informants, the d iagnostic  te s t in g  process was an

Intensely d i f f i c u l t  and confusing time, characterized by serious doubts about

the benevolence or competence of health  professionals  as well as questions

about th e ir  own san ity .  However, in sp ite  of such hurdles, the persistence of

the informants was quite  remarkable.

Now, you have to l i s t e n  to these guys, th ey 're  s p e c ia l i s t s ,  r igh t?  And 
you're  always th inking , well, maybe they 've got a magic p i l l  somewhere, 
so I ' l l  s t ic k  around for the magic p i l l ,  r igh t?

The hope th a t  some so lu tion  to  the health  problem was r ig h t  around the corner

sustained many of these people through an astoundlngly f ru s tr a t in g  quest for a

diagnosis.
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The Diagnostic Event

Hearing the diagnosis i t s e l f  featured prominently in the accounts of most 

of the chronically  111 Individuals and fam ilies In th is  study. Two d is t in c t  

patterns In the diagnosis event were evident in th e ir  accounts. For many, th is  

event was experienced as a moment in time, th a t moment a t  which the chronic 

illn e ss  was given a name, and th a t moment a t  which the future of the patien t 

was sealed. For o thers, there was no such moment, but rather a se ries  of 

events during which the p a tie n t 's  id en tity  and future were negotiated. These 

two patterns of experience characterize the diagnostic event for the 

informants In th is  study.

Diagnosis as Gradual Process

For some p a t ien ts  and fam ilies , the diagnosis emerged gradually  in

keeping with a p redicted  course of events. For example, one woman reca lled  the

gradual process of rea liz in g  th a t her back problem would be permanent.

iMy doctor] sa id  th a t  most of these - -  th a t  the d iscs  w ill kind of 
r e t r e a t  and, a f t e r  a c e r ta in  amount of bed r e s t ,  t h e r e 's  a p re t ty  high 
chance th a t  I should ju s t  get back to my normal a c t i v i t i e s .  That was what 
I was to ld ,  and what I believed, I guess, was accura te . Ju s t  wasn't true  
for me. I t  wasn't q u ite  a rude awakening, because .. . th a t  would be abrupt. 
I t  was so r t  of l ike  slow to r tu re  of re a l iz in g  i t  w asn 't.  Not knowing. Not 
knowing r e a l ly  whether th is  was something th a t  was maybe ju s t  going to 
take a l i t t l e  longer. Because i t  seemed like  there  was th is  second range 
of people th a t  i t  took longer, but you did a lso  get to the same place, 
only for a longer period of time. So th a t  kind of unsureness was hard.
You know, i t  took a long time to rea l ize  th a t  I wasn't ge t t in g  b e t te r ,  
and th a t  i t  was going to  be some kind of a longer range th ing .

In such cases, comparing th e i r  own observations of d isease  progress with the

predictions of health  care professionals provided p a tien ts  and fam ilies with a

sense of the nature of th e ir  illn e ss  that was c la r if ie d  over time.

In others cases, diagnosis was pronounced, r e t r a c te d ,  and revised over

time in accordance with changes in the p a t i e n t 's  cond ition . As one woman with

Multiple S c le rosis  commented, "You see, i t ' s  hard to  t e l l ,  because i t ' s  been
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so r t  of diagnosed, and then not diagnosed. People keep re t r a c t in g ,  and then

diagnosing." Another woman described a sim ilar period of confusion around her

diagnosis with a r t h r i t i s .

Rheumatologists are very strange people. They f i r s t  of a l l  t e l l  you, like  
th a t ,  th a t  I d id n ' t  have i t .  And then another time when I would be 
denying i t ,  you know, doing a lo t  of things th a t  they thought I 
sh o u ld n 't ,  they said  th a t  I was not being r e a l i s t i c  and accepting i t .

For such Informants, each change in the diagnostic  s ta tu s  brought new hopes

and expecta tions, new questions and worries.

Some of the Informants experienced a more gradual recognition process

which they l a te r  a t t r ib u te d  to th e i r  own in a b i l i ty  to Incorporate the

information a l l  a t  once. One woman, for example, reca lled  needing some time

before the diagnosis could sink in .

I th ink , a t  f i r s t ,  I was ju s t  to ld  what I t  was, and I r e a l ly  d id n ' t  have 
much information a t  a l l .  Like i t  was almost like  they were guessing, 
u n t i l  they did the blood work, and then once the blood work came in , you 
know, I had Rheumatoid A r th r i t i s ,  and I d id n ' t  r e a l ly  understand how they 
could t e l l  by blood. I d id n ' t  know th a t  i t  was in the blood, and th a t  
wasn't explained to me too well. I t ' s  hard for me to say now. Part of i t  
was not wanting to  believe I t .  Like a bit- of denial so th a t  I d id n ' t  want 
to know too much more about i t ,  because i t  r e a l ly  wasn't th a t  bad, but 
once i t  s ta r te d  re a l ly  ge tting  bad, then I wanted to know more about i t .

Thus, when Inaccurate or Incomplete information was av a ilab le ,  or when the

individual postponed accepting the Importance of the Impact of I l ln e s s ,  the

d iagnostic  event could be a slow and gradual process.

Diagnosis as a Moment in Time

For most pa tien ts  and fam ilies , however, one of the more profound and

vivid memories in the chronic i l ln e s s  s to ry  was th a t  moment a t  which they were

given th e i r  d iagnosis. For some, th i s  diagnosis was expected, as one young

man's re co llec t io n  of h is  diagnosis with IBD I l l u s t r a t e s .

And (the doctor] looked a t  me, and he sa id , "You've got a problem." And 
I sa id ,  "Yeah, I know. I f e l t  th a t  a long time ago." He put the X-rays 
up, and sa id , "Well, what you've got is  called  Crohn's d isease , and
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that's why you've having so nuch pain, because I t's  swollen here," and 
s tu f f  like  th is .  And I sa id , "Well, is  there anything th a t can be done 
about I t? ” And he sa id , "No. There are sone certa in  things we can help 
you with, but unfortunately there is  no cure r ig h t now, but things are 
happening every day .” So I sa id , " I t 's  Incurable then. I t ' s  chronic, like 
th e re 's  no cure for i t ? ” He goes, ”Yeah. That's what i t  i s . ” And I was 
kind of shocked — not shocked in a way, but shocked to hear i t  in 
re a li ty , 'cause I knew there was something wrong, but ju s t to  hear i t  
cone out in r e a l i ty  was a shock for me. So I sa id , "Yeah, okay.” He said , 
" I t 's  not terminal though. You won't die from i t .  I t ' s  ju s t a problem.” 
He says, "Hy advice to you is  to  get yourself a re a lly  good doctor. I
c a n 't  do anything with you. Good luck .”

For others, the diagnosis came as a complete su rp rise , one woman described an

especia lly  unexpected diagnostic experience.

I was liv ing  In the n o r th ...  My family doctor, who I was seeing because I 
was pregnant, asked about my general health , picked up on th is ,  and sent 
me out to the c i ty  for some neurological te s tin g . And th a t was a 
horrendous experience because the doctor and the nurse were talk ing  the
whole time. I wasn't there , I was ju st observing, you know, to them I
wasn't there . And somewhere along the lin e , he again s ta rted  describing 
what was happening, and I sa id , "Well, surely th e re 's  a name for t h i s , ” 
and he said , ”Yes, th e re 's  a name for t h i s , ” and he said "Yes, i t ' s  
Multiple S c le ro s is .” I was l i te r a l ly  dumbfounded! I couldn 't then 
speak. I t  was s tu n n in g !... For a l l  in tents and purposes, I was hearing i t  
for the f i r s t  time. I was hearing i t  directed a t  me. I was hearing I t  for 
the f i r s t  time. The only thing th a t I was able to  say, like I say, I was 
dumbfounded l i te r a l ly .  I sa id , ”ls  I t serious?” and he sa id , "Yes, I t 's  
se rio u s .” Nov putting together, snatched from my background, where I had 
heard friends on campus rea lly  bemoaning the fact th a t somebody or 
o th e r 's  g i r l  friend had MS, and ju s t rea lly  bemoaning i t ,  I presumed th a t 
I t  was term inal. And the doctor — a l l  he volunteered was, "Yes, i t  is 
se rio u s .” So I presumed th a t yes, I was.. .term inal.

For six  weeks, which were understandably h e llish  for her and her family, th is

woman's b e lie f th a t her illn e ss  was imminently terminal was not corrected.

Whether I t  was an ticipated  or not, the moment of hearing the actual

diagnosis was often experienced as profoundly shocking and d isturbing.

However, the urgency and anxiety with which these men and woman experienced

the diagnosis event were often unrecognized by the health care professionals

involved. Many patien ts  and fam ilies explained th a t the timing and se ttin g  of

the diagnosis were much more s ig n ifican t to  them than to  the professionals.
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one woman reca lled ,  £or example, the overly casual context In which the 

devasta ting  news of her son 's  cardiac condition was delivered .

Saturday morning, I a rrived  a t  the h o sp ita l .  And Dr. P arrived  in his 
jogging s u i t ,  with h is  l i t t l e  g i r l ,  and proceeded to  stand in the 
hallway, and t e l l  me th a t  they f e l t  there was nothing th a t  they could do 
for him because they cou ldn 't  get a shunt in . So, b a s ic a l ly ,  i t  was 
f a ta l ,  so th a t ,  you know, ju s t  did me in . He sa id ,  you know, th a t  the 
c o l la te r a ls  were much too small, and they f e l t  th a t  there was no 
pulmonary a r te ry  a t  a l l  with these c o l l a t e r a l s .  So anyway, he said  in 
th a t  case there  would be nothing th a t  they could do.

Such d e ta i l s  as the a t t i r e  of the physician and the Informal s e t t in g  for the

In te rac tion  were c le a r ly  s ig n if ic a n t  in t h i s  woman's memory of the meaning of

th a t  event. A sim ilar richness of d e ta i l  Is evident in the account of a woman

whose fa th e r 's  epilepsy was diagnosed but not formally communicated to  the

family.

When (my husband! got home with Dad, around three (P.M.), he sa id , 
"There's no p rescr ip tion , th e re 's  nothing." So I sa id ,  "Well, the nurse 
said tha t  he would probably have to  be on D ilan tin  for the r e s t  of h is  
l i f e . "  And I sa id ,  " I ' l l  check into I t . "  So I phoned the do c to r 's  
o f f ic e ,  and said  I needed to speak to  h im ... He was busy with a 
p a t i e n t . . .  I phoned the doctor ag a in .. .and  the answering serv ice  was 
already on. The o ff ice  was closed. I was ju s t  l iv id !  So I to ld  the 
answering service  tha t I needed to speak to him, I could not speak to  an 
on-call doctor because he had only seen my fa ther once, and I had to 
speak to him, and I said i t  was an emergency. So within five minutes he 
called  back. "Oh, yes, I l e f t  a p re sc r ip tio n  on the chart for him." I 
sa id , "Oh! Okay. Does he have to be on Dilantin?" - -  "Oh, yes, h e ' l l  be 
on Dilantin  for the re s t  of his l i f e . "  — "Will he be able to drive?" I 
questioned him. He sa id , "No, not for three years ."  I sa id ,  "Okay. Has 
he been to ld  any of th is?"  No, he hadn 't to ld  him anything. He'd seen 
him in emergency for seven minutes or so, you know. Because there was 
th l3  man wandering around th is  house not knowing whether th i s  is  going to 
happen to him again or what's going to happen. So he said i f  he cou ldn 't  
get a p rescr ip tion  on the chart to  come into h is  o ff ice  the next morning 
and he'd give me a p rescr ip tion . And th a t  wasn't good enough for me. I 
d id n ' t  fee l comfortable enough, Dad having had a p i l l  on the morning and 
they say he 's  supposed to have three  in a day, and he 's  going to  got to 
sleep here a t  n igh t. Who In th is  house is  going to  sleep knowing what had 
happened two nights before? So I phoned the h o sp ita l ,  I phoned the ward, 
and I said th a t  the doctor I ju s t  spoke to  said  there  was supposed to  be 
a p rescrip tion  on his ch ar t .  No, there was no chart  there . I sa id ,  "Okay, 
could I speak to  the supervisor please?" Okay, so they tran s fe rred  me 
there , she said she would check into health  records as the chart had gone 
down, and she ca lled  me back and within about 20 minutes she ca lled  me
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back. "No, there  was no p resc r ip t io n ,"  and she had taken a look a t  i t  and 
she f e l t  th a t  yes, maybe I should get a hold of a doctor, and I sa id , 
"Veil, the other doctor has to ld  me to  wait t i l l  tomorrow morning, but I 
want something to n ig h t ."  She sa id , "Well, you can go through emergency 
and get a p re sc r ip tio n  the re . There's a doctor on c a l l  for him." So I 
ca lled  emergency and spoke to  the doctor the re , and he was r e a l ly  
ignorant. I t  was as though th is  was the o ldest scheme in the book, to  
phone emergency and get p rescrip tions  because you 're  from out-of-town.
And I sa id , " I f  you want to  look up the records, my fa ther was admitted 
the other n igh t,  and i t ' s  a l l  there . All we want is  some D ilantin  to  get 
him home so he can see his own doctor."  "Veil, I haven 't got time to  
write these p re sc r ip t io n s ,"  you know. I sa id , "All you have to do is 
phone the drug s to re ."  "There's no drug s to res  open now," and th is  is  
7:30 a t  n igh t.  I says, "Yes, I have a drug s to re  number. I t ' s  r ig h t  here. 
Vould you l ik e  i t? "  And I ju s t  kept p e rs is t in g .  And so he sa id , "Okay," 
and he 'd  do i t .  So they phoned down to  the drug s to re  and got us the 
medication. Ve went over and picked i t  up. And I ju s t  f e l t  th a t  we were 
ju s t  an ob jec t ,  ve were looked a f t e r ,  th a t  was i t .  You're discharged, 
t h a t ' s  i t ,  t h e r e 's  no more.

Richness of d e ta i l  a lso  betrayed the Importance of c e r ta in  terms or

prognostications included in the information given to pa tien ts  and fam ilies a t

the time of d iagnosis. The account of one woman, on discovering th a t  her

newborn daughter suffered  from PKU, is  one such example.

Before they to ld  me anything th a t  was happening, they were running a l l  
these t e s t s  on the baby, and had ped ia tr ic ians  examining her, and f i l l i n g  
her stomach, and doing th is  head circumference and, you know, doing a 
general work-up on the baby, and they hadn 't  to ld  us what i t  was a l l  
about y e t.  F in a lly ,  they took us into an o f f ice ,  and th e y . . . t o ld  us what 
i t  was a l l  about - -  or Dr. R did — and he did i t  very well. And he 
explained i t  very well, but the only thing I remember about th a t  
interview was the word "mental re ta rd a t io n ,"  you know. As soon as tha t  
word came out, th a t  was the word tha t  stuck, and no matter how many times 
he sa id ,  "She's gonna be okay as long as she s tays on the d i e t , "  and, you 
know, "these kids are f in e ,"  I d id n 't  believe i t .  All I was thinking of, 
was a Mongoloid ch ild , was what I could v isua lize  in my mind, and I was, 
you know, "Poor me, how are we going to  deal with th is?"

In another mother's memory, the events surrounding the diagnostic  event were

equally v iv id . After some months of exhib iting  mild d igestive  and re sp ira to ry

symptoms, her ch ild  was sent for add itional t e s t s .

He d id n ' t  explain what they were. So we went to  the [local h o sp i ta l] ,  and 
we had the t e s t s .  Now th is  is  where my experience was, and th is  was 
absolu tely  traum atic . I d id n 't  know what any of the te s t3  were. One was 
drinking some kind of, you know - -  I d o n 't  know i f  i t  was glucose, or
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what. I t  was drinking something, and then te s tin g  her blood a b i t  la te r ,  
and another was the sweat t e s t ,  which again, I d id n 't  know what any of 
these were supposed to  indicate. So then a doctor came along, and he 
called  me out. I t  turned out th a t he was the doctor in the lab, like  the 
head of the lab , or one of the doctors in the lab , but he was a doctor, 
he w asn't ju s t a technician, or something. He should've known b e tte r .
And he ca lled  me out in  the h a ll ,  and th e re 's  a l i t t l e  room, not even as 
big as th is  liv ing  room, c a lls  me rig h t th ere , my daughter's s i t t in g  
here, a l l  these people are around, he takes me in the h a ll ,  and he said 
th a t her s a l t  lev e l, or whatever i t  was, was elevated, did I know what 
th is  meant? I sa id , "Ho," and he said  i t  means th a t sh e 's  got cystic  
f ib ro s is . Veil, he shouldn 't have diagnosed th is ,  for me, standing up In 
the h a l l ,  when I have got to  go and deal with my daughter. The only thing 
I know about cy s tic  fib ro sis  - -  which was p re tty  well zip  — was th a t we 
have a friend who lo s t  a daughter to  i t  many years ago, and we d id n 't  
know the friend a t  th a t time. All we knew was, she d id n 't  want to  ta lk  
about th is  experience, and so we neyer — or maybe she d id , but i t  never 
came up. Like you f e l t  i t  was a very sen sitiv e  topic, and a l l  I knew was
th a t th a t was what she died of, and I d id n 't know whether you got i t  and
died next week, or like  I ju s t did not know what i t  was. And when he
to ld  me th is ,  I absolutely  went to  pieces 1 Like I looked a t  him, and you
won't — well, you would believe i t .  I was wringing my hands, l i t e r a l ly  
wringing my hands, as I was talk ing to  him. And I was shaking like  a 
le a f . I can re -c rea te  i t  In my mind. I c a n . . . s t a r t  to  cry when I think 
about i t ,  I was so upset. I was wringing my hands, and I could hear my 
voice shake. I could hardly ta lk . And he said they wanted to re-do the 
te s ts .  And he sa id , "You d o n 't re a lly  need to  worry because nowadays, you 
know, the way things are , things are changing, and th a t, and I t ' s  not so 
bad as i t  sounds." Honestly! I cou ldn 't believe i t !  And i t  i s n 't  like  
you're by yourself. If  I 'd  have been by myself, I would've thrown a 
tantrum, or something. I mean, who knows what I would've done? I would've 
collapsed on the floor — a tantrum I s n 't  the r ig h t thing, th a t 's  
anger. But you know, I ju s t would've, I would've gone to  pieces. And I 
thought my k id 's  s i t t in g  in there w riting Valentines — we were f i l l in g  
In these hours, because we had to  wait five hours from th is  other t e s t ,  
and you drank i t ,  and then you had to  wait five hours. I t  was the worst 
experience of my whole l i f e !  I stood there , I shook. F inally , I said to  
him, "Don't t e l l  me about th is !  (VOICE IS EMOTIONAL) Don't t e l l  me! I 
don 't want to  know! Don't t e l l  me anything about i t ,  I don 't want to 
know I t  r ig h t now! I have to go out there and deal with my daughter! 
Don't t e l l  me anything!" Vhat he should've said  to  me was, "The te s t  
re su lts  were Inconclusive. Ve'd like to  repeat the te s t ."  I mean, what a 
halfw it!

Because th is  woman wanted to  pro tect her children from the news she had heard,

she kept I t  from her husband u n til  a f te r  they were asleep th a t night.

So I to ld  (my husband), and a l l  he knew was about the friend  too. And he 
damn near went crazy. And then the two of us — I t  was the worst night.
I t  was h e ll!  Absolute h e ll!  And we d id n 't  need to  go through th a t, you 
know. Like tha t was ju s t to ta lly  out of — you know. I c ried . I cried  a l l
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n igh t. So did he. I mean, we were - -  and we d id n ' t  know anything. So in
the morning, I got up — the kids looked a t  me. My eyes go about th is  big
— l id s  are about th is  th ick  when I c r y . . .  And they sa id ,  "What's wrong?" 
"Oh, nothing, nothing." So, send them o ff .  And I was s i t t i n g  in the 
d o c to r 's  o ff ice  a t  nine o 'c lock . Mow I knew he wouldn't come in t i l l  ten . 
The nurses took one look a t  me, and knew they 'd  b e t te r  s te e r  c lea r  — 
something was wrong. They put me in r ig h t  away when he came, and he sa id , 
"What's up?" And he knew something was wrong, but he d id n ' t  know what i t  
was. And he sa id , "What's up?" And he knew, and the only reason he knew 
was, he 'd  been doing h is  rounds, and as he walked down the h a l l  th is  
other doctor saw him. Now i f  he hadn 't  ju s t  happened to  see him, my
doctor would not even have believed — lik e  he would've believed me, but
he wouldn't have believed. O f f ic ia l ly ,  he d id n ' t  know. And th i3  other 
doctor had walked out, seen him, and sa id , "Oh, by the way, we've got a 
case of CF." And he had only found out ten minutes before, and he had 
had no time to  come back to  the o f f ic e ,  read up on i t  because he had 
never seen a case of i t  s ince medical school 20 years ago, find out, ta lk  
to  the c l in ic ,  and be ready for me, r ig h t ,  c a l l  me with my husband, and 
do i t  properly. So there I am, ju s t  bloody well breaking down a l l  over 
the place. He's got people waiting for him 'cause h e 's  got a sch ed u le . . .  
And he was furious. Like these guys, they d o n 't  deal with p a t ie n ts ,  they 
haven 't got any idea what, you know — I d o n 't  know i f  he ever pursued 
i t ,  and I was so upset — for a long time I d id n ' t  want to  pursue i t ,  and 
now i t ' s  too la te  to  pursue i t .  In fa c t ,  i t  r e a l ly  should've been 
pursued. Anyway, he was ju s t  abso lu te ly  wonderful. He said th a t  things 
have changed so much in the la s t  ten years with CF — he did know th a t ,  
you know. And he sa id , "I d o n 't  want you to  go to the l ib ra ry "  — you 
know, I 'd  already been (LAUGHS). And he sa id , "I d o n 't  want you to  read 
anything." He sa id ,  "Anything published even within the l a s t  three years 
in th i s  disease is  so outdated th a t  whatever you read is  20 years old. 
Even i f  i t ' s  published three  years ago, i t ' s  probably discovered a year 
before, or before th a t .  Before i t ' s  w ritten  up, i t ' s  five years o ld .” 
Like, "Please do not go and read anything." He said  there was a c l in ic  
in (the ch ild re n 's  h o sp i ta l ] ,  and he would arrange for me to go and see 
them r ig h t  away, and, you know, I c a n ' t  remember what e ls e .  T ha t 's  so r t  
of what's  3tuck in my mind. I took up an hour of h is  time — se t  him back 
an hour. I r e a l ly  f e l t  bad, but I ju s t  cou ldn 't  help i t .  I s a t  in his 
o ff ice  and ju s t  sobbed. So I went across — my husband d id n ' t  work too 
far from there , so I went down and to ld  him what he 'd  sa id ,  and he had 
already looked up some s tu f f ,  'cause he 's  in the s c i e n t i f i c  end of 
th ings , and he has taken pre-med courses, you know, u n ive rs ity ,  and 
s tu f f ,  so he had looked up, and he was glad th a t  I . . . t o l d  him th a t ,  you 
know. So I came home, and cried  a lo t .  And I think about one o 'c lock ,
(the nurse c l in ic ian ]  a t  the CF c l in ic  in (the c h i ld re n 's  hosp ita l]  
ca lled  me and she spoke to  me for qu ite  a long time. Only trouble  was, I 
co u ld n 't  bring myself to  ask her i f  you would die from i t .  Like I 
co u ld n 't  ask her th a t  for a long time. I kept phoning her, and te l l in g  
her I was upset, and I had a lo t  of questions, and she sa id , "Vhat are 
they?" And like  I cou ldn 't  say out loud, "Is  she going to die?" You 
know, "What's going to  happen?"
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in both of these cases, the Individuals involved f e l t  as i f  the world had

stopped and th a t  nothing would ever be the same. Their heightened s e n s i t iv i ty  

to  the scene around them, to  such d e ta i l s  as the time of day and the sequence 

of conversation, suggests a g rea t deal about how vivid and painful the 

diagnosis memories can be. Further, in each case, there is  l i t t l e  evidence 

th a t  many of the professional health  care providers had any Inkling of the 

profound e x is te n t ia l  c r i s i s  th e ir  information had provoked. Thus, for many 

Informants, the moment of t e l l in g  took on great significance as a p ivotal 

event in the chronic i l ln e s s  experience.

The Meaning of Diagnosis

While the preceding i l lu s t r a t io n s  suggest something of the in ten s i ty  of 

the diagnosis event, they do not quite  r e f le c t  the range of meaning tha t th is  

event held for various pa tien ts  and th e ir  fam ilies . In the following 

discussion , th is  idea of meaning w ill  be examined in re la t io n  to  d if fe r in g  

accounts of what the i l ln e s s  experience was like  p rio r to  diagnosis and, 

therefore , how the diagnosis variously a l te red  tha t experience, in addition , 

the accounts w ill con trast such meanings with the informants' perspectives on 

what the diagnosis seemed to mean to  the health  care professionals involved. 

The Meaning for the Patien t and Family

For many informants, the most Important meaning of the diagnostic  event 

was th a t  i t  brought a long and f ru s t r a t in g  diagnostic process to  an end. One 

woman's reco llec tions  epitomized the thoughts and feelings associated with 

th a t  process.

I t  was ju s t  re a l ly  [a process of] e lim ination, which, you know, was kind 
of, "Why is  th is  happening now?" you know. " I t  re a l ly  doesn 't seem to 
have anything to  do with anything." F rustra tion , I guess, and probably 
going through the d i f fe re n t  th ings, l ike  the X-rays, and the in te rn a l i s t
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and gynecologist, you tend to , "oh, maybe h e 's  gonna £ind something." so 
you're continually , you know, kind of going In with "surely th e y 'l l  find 
something," you know, and you've heard the s to rie s  of people, and they've 
f in a lly  got to  an in te rn a lis t ,  or something, and the in te rn a lis t  has done 
specimen s tu d ies , and found some kind of a l i t t l e  pest In there, and I t  
was an Infection a l l  the time, you know, and whatever. And no problems 
evermore, you know (LAUGHS). And you always have th a t l i t t l e  b i t  of hope 
back there , you know... In the back of my mind "is  i t  can cer?" ... That's 
always in your mind, when nobody's finding anything, and everybody Is 
saying " s tre s s ,"  you know, because you've heard of a l l  these cases where 
people have had things, gone to doctors, and the doctors, "Oh, i t ' s  ju s t 
s tr e s s ,"  and i t  wasn't s tre ss  (LAUGHS). You know...I questioned a l l  the 
way through the whole thing, th e re 's  got to be something wrong, was the 
feeling in the back of my head, lik e , you know, me and my body. There's 
got to be something wrong, was what I f e l t .

In such cases, the process could only end i f  diagnosis was possib le.

As has been mentioned, the diagnostic process often represented a th rea t

to  the p a tie n ts ' c re d ib ili ty  in the eyes of o thers. According to  several of

these men and women, th e ir  c re d ib ility  was In question as soon as the usual

diagnostic procedures fa iled  to  discover the problem. As one woman remembered,

"So everything pointed to the fac t, because technology cou ldn 't point out why

I had I t  a t  th is  point, th a t i t  had to  be in my head." Another explained how

th is  challenge to  her c re d ib ili ty  had discouraged her from pursuing a

diagnosis for some time.

I had been back to  the doctor maybe th ree, four times, complaining of the 
aching, and I 'd  ju s t get th a t skeptical look, lik e , you know, "Veil, 
tension can do these things, and s tre ss  can do these th ings."  True. I 
know th a t they can accelera te , you know, you can have a problem, and i t  
can be worse from s tre s s , tension, but th a t wasn't the cause of i t .  And I 
knew th a t there was something wrong, and I wasn't a hypochondriac, or 
anything like  th a t. I had no h isto ry  of running back and forth  to  the 
doctor, in fac t I 'd  always been well — never been In the hosp ital, 
except for having my children. So I ju s t stopped going to  the doctor, and 
I d id n 't  go to  the doctor then for another couple of years.

When they could not get health care professionals to validate  the health

problem by giving I t  a diagnosis, the patien ts had a very d if f ic u l t  time

explaining th e ir  illn e ss  to others in th e ir  family and socia l worldn. For
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example, one woman a t t r ib u te d  the breakup of her marriage to  the absence of 

such a confirming d iagnosis.

So through a l l  t h i s ,  my being t i r e d  and sore , and complaining, and worn 
out, and a l l  th a t ,  and my marriage s ta r te d  to ge t into  troub le , and 
f in a l ly  my husband and I broke u p . . .  I d id n ' t  even have anything to  blame 
i t  on. I t  was like  I was lazy, I d id n ' t  want to do anything, I cou ldn 't  
p a r t ic ip a te ,  you know... That was such a f r u s t r a t io n ,  because I d id n ' t  
know what was wrong. I d id n ' t  know why I was l ik e  I was, and I cou ldn 't  
emotionally, or physica lly , do anything more than I was doing, a t  th a t  
time, about i t .  I d id n ' t  understand i t .  I was depressed.

As mentioned e a r l i e r ,  many p a tien ts  and th e i r  fam ilies considered the

diagnosis to  be a c r i t i c a l  turning point in th e i r  l iv e s .  For example, one

young woman remembered being diagnosed with a r t h r i t i s .

I t  was devasta ting  in a way, because what i t  was, more than anything, i t  
wasn't the plans so much i t  was me saying goodbye to  a c e r ta in  part of my 
l i f e .  'Cause I knew, I did know, th a t  I would have to  change my 
l i f e s ty l e .

For o thers , the event signaled the end of a d i f f e re n t  so r t  of c r i s i s  - -  the

dilemma of having no explanation for th e i r  symptoms. For such individuals , the

time of diagnosis could be experienced as a tremendous r e l i e f ,  as one woman's

reco llec t io n s  of her diagnosis with Scleroderma I l l u s t r a t e .

After being s ick , or knowing there was something wrong, for nearly 17 
years, I got a diagnosis of Progressive Systemic S c le ros is ,  which I had
never heard of. But I was so excited , I was so th r i l l e d  for th is  man to
be t e l l in g  me I had th is  disease! I t  was s tup id , you know — to have an 
answer. I t  d id n ' t  matter th a t  i t  is  a p o te n t ia l ly  fa ta l  d isease . None of 
th a t  s tu f f  mattered.

Another in d iv id u a l 's  account i l l u s t r a t e s  the sa lu ta ry  e f fe c t  th a t  even a

d is tu rb ing  diagnosis can have on the i l ln e s s  experience in general. He

remembered the diagnosis of his  son 's  CP th is  way:

So once we knew th a t  — I know for myself, i t  was not good news, and i t  
was kind of upsett ing , and a l l  t h i s ,  you know, he to ld  us the prognosis 
for the fu ture , and s tu f f ,  but even though the news was bad, I f e l t  
bloody re lieved . Because a t  le a s t  I knew something, you know. We knew a l l  
those s ix  months th a t  there was something wrong. But we cou ldn 't  seem to 
get an answer. And a t  le a s t  th a t  was something... Well, the big th ing for 
us was, a t  le a s t ,  I th ink, the two of us then knew something, and, you
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know, r e a l ly ,  from th a t  very next day we were home, her and I s ta r te d  to
get along b e t te r ,  we s ta r te d  to  ta lk  about i t ,  and ta lk  to  each o ther.

Another woman, a lso  diagnosed with a serious and d e b i l i ta t in g  d isease ,

explained how the diagnosis delivered her from an almost su ic id a l  despa ir .

And then I f in a l ly  decided I 'd  do myself in , but I 'd  see one more 
p s y c h ia t r i s t .  Thank God I did! I was in h is  o f f ic e ,  I th ink , ten minutes, 
and he sa id  there was nothing mentally wrong with me a t  a l l .  He sent me, 
th a t  afternoon, to  a neurologist th a t  he knew, and within an hour they 
had me diagnosed as a Myasthenic. I t  was fa n ta s t ic !  I was so excited 
(LAUGHS). I vent to  a pa rty  and celebra ted  (LAUGHS)... So when the
diagnosis came through I was e c s ta t ic !  I was th r i l l e d !  I had th is  rare
neurological d isease , and I was t h r i l l e d  to  pieces! Absolutely th r i l l e d .

Without a background understanding of the profoundly traumatic e f fe c ts  of

undiagnosed I l ln e s s  and of the d iagnostic  process i t s e l f ,  such en th u s ias tic

reac tions  to devasta ting  diagnoses would su re ly  seem i r r a t i o n a l .

The meaning th a t  diagnosis held for the individuals involved, the re fo re ,

was o ften  contained in i t s  reassuring Implications th a t  they had not been

manufacturing symptoms or exaggerating th e i r  case.

When I sa id  to  Dr. G not long ago, "Then th is  is  a re a l  problem, th is  is 
nothing I have ju s t  fooled around and invented, I mean th i s  is  a rea l  
problem?" and he sa id ,  "Hell, yes". Well th a t  ju s t  like  made me 
c e r t i f i e d ,  you know (LAUGHS)... She's got a leg itim ate  problem. And I 
f e l t  so good about having a problem th a t  could be id e n t i f ie d .  I 'd  as soon 
not have the problem, quite  honestly, but ju s t  to  know th a t  I haven 't 
been malingering for the l a s t  two years!

I t s  meaning was a lso  s ig n if ie d  In I t s  symbolic message of hope. As one man

remarked, diagnosis gives you "a choice and a chance." Because there was a

term for the problem and a reference po in t, once diagnosis had been made,

p a t ie n ts  and fam ilies f e l t  th a t  they were no longer alone in dealing with

th e i r  i l ln e s s .

I 'v e  compared notes with people and i t s  r e a l ly  remarkable how many people 
reac t  l ike  th a t  i f  pressed hard enough. And t h a t ' s  i f  they 've gone 
through some so r t  of r e a l ly  low period of acute or subacute or s o r t  of 
very disorganizing chronic pain. Eventually i f  no one can pin point the 
source of t h i s  pain, eventually  they are  quite  w illing  to  accept the 
worst news because maybe th a t  might mean the kn ife , or I t  might mean
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something - -  but a t  lea s t we're f in a lly  In action. I t  means doing 
something about the problem. I t  means th a t you're not ju s t le f t  alone.

In add ition , having a diagnosis helped people begin to  come to terms with what

had happened to  them and to  accept re sp o n s ib i l i ty  for what would follow. As

one Informant theorized:

Somehow we can accept i l l n e s s ,  e sp ec ia lly  i f  you know a d e f in i t io n  for 
i t .  O rig inally  i t  was very g ra t ify in g  to  know something was wrong with 
me. You get — i f  they were saying you were dying tomorrow, you'd be 
almost glad to  hear i t  because i t  would give some s o r t  of d e f in i te  idea. 
I t  wouldn't be vague and lo s t  and thinking you are responsib le . So you 
could a t  th a t  s tage , when i t  was i n i t i a l l y  diagnosed, I could have 
accepted anything, and with thankfulness, ju s t  to  be so glad to  know 
there was a l im it ,  you know, and th a t  something could be defined.

Thus, the meaning of the diagnosis for the p a tien t and family seemed

quite  dependent on what th e i r  chronic i l ln e s s  experience had en ta i led  p rio r to

diagnosis. For those who had not experienced s ig n if ic a n t  d is t r e s s  to  tha t

point, the diagnosis of a chronic condition could be profoundly d is tu rb ing , a

major l i f e  c r i s i s .  However, among those whose pre-diagnosis experience had

been lengthy, f ru s t r a t in g ,  and inva lida ting , the diagnosis often s ig n if ied  a

welcome emancipation.

The Meaning for the Health Care Professional

In co n tra s t  to th e i r  own experience, the p a tien ts  and families in th is  

study understood diagnosis to  have a d i f fe re n t  s e t  of meanings for the health  

care professionals  involved in th e i r  care . Their thoughts on such meanings 

c lea r ly  r e f l e c t  th e ir  in te rp re ta t io n s  of the behavior of such professionals 

over time throughout the d iagnostic  te s t in g  process.

While the diagnosis represented the p o s s ib i l i ty  of f in a l ly  taking some 

action from the p a tien t  and fam ily 's  point of view, many found th a t  th e ir  

health  care p rofessionals  lo s t  in te re s t  in th e i r  case once the diagnosis
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suggested tha t  the I l ln ess  was chronic. One man with Multiple Sclerosis

observed the following:

I th ink , personally , I may be a l l  wrong in th i s ,  but my own opinion is ,  
i t ' s  hard for the doctors to deal with, 'cause they c a n ' t  do anything 
about i t  - -  the d isease . A doctor, in my opinion, is s t r i c t l y  a doctor, 
c a n ' t  do anything medically about i t ,  so they s o r t  of do the t e s t s ,  and 
s o r t  of ju s t  tu rn  the page, and get onto something e lse  we can do 
something about, and so r t  of get r id  of th i s ,  because we c a n ' t  do 
anything about i t .

Another reported being completely d is i l lu s ioned  to  discover th a t  the

p ro fess ionals '  enthusiasm for the diagnostic  process was not matched by an

enthusiasm for helping pa tien ts  cope with i l ln e s s .  As one woman reca l led ,  the

diagnosis seemed to s ignal a s c ie n t i f i c  deadend.

I t  doesn 't  make a h i l l  of beans of d ifference , because th e re 's  nothing 
you can do about i t .  Mot a damned b i t  of good. I t  re a l ly  d o esn 't .  Maybe 
had they to ld  me th a t  many years ago, many, many years ago, you know, I 
might have understood. But th e re 's  so much damage. This kind of damage, 
psychological, and a l l  these kind of damages th a t  have been done along 
the way. I d o n 't  know i f  i t  makes i t  — I s t i l l  r e a l ly  don 't  believe i t ,  
because they d on 't  know what i t  i s ,  you see. They could say any word and 
say — i t  doesn 't  mean anything to me. I know what Multiple Sclerosis 
means. Somebody's explained i t  to  me. But t h e y ' l l  only know in an 
autopsy, r igh t?

For many of these p a tien ts  and fam ilies , the fac t th a t  the diagnosis produced 

l i t t l e  useful d irec tio n  was a completely unanticipated occurrence. Some of 

them theorized, however, th a t  th is  lack of d irec tio n  might explain why th e i r  

health care professionals  had seemed so re luc tan t to diagnose chronic problems 

in the f i r s t  place. As cne man commented, "I gather from ta lk ing  to  a lo t  of 

people tha t  i t ' s  f a i r ly  typ ica l to take a t  le a s t  a year to diagnose i t  as 

Crohn's d isease . The doctors ju s t  recognize i t  as everything e lse  under the 

sun." A sim ilar reluctance to face r e a l i ty  seemed to  underlie the experience 

of one woman who had d i f f i c u l ty  getting  professionals to  commit themselves to 

naming her condition.
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so when they did a l l  the x-rays and the Myelogram, and s tu f f ,  they sa id ,
"No," I had no tumour, and so I sa id , "well, what do I have? do I have
MS?" And he sa id , "oh, you have a de-myelinating d isea se ."  And I sa id ,  
"What's tha t?  Is  th a t  MS?" You know, I'm a nurse too, and you d o n 't  get 
taught too much about MS. Not when I was in t ra in in g .  I d on 't  know what 
they do nowadays. But, of course, I came home and looked i t  a l l  up in my 
book, and I thought, "Oh Lord!" But a de-myelinating d isease , so I was 
l e f t  hanging. Then I phoned the MS Society about February, or March, to
come out and ta lk  to me, 'cause I was sure I had MS.

With the discovery th a t  others experiencing s im ilar d isorders  had

undergone such d i f f i c u l t i e s  in the pre-diagnostic  phase, many p a tien ts  and

fam ilies were convinced th a t  p rofessionals  had more d i f f i c u l ty  embracing the

idea of chronic I l ln ess  than they d id . Some theorized th a t  the professionals

had p a r t ic u la r  trouble  with the idea th a t  there was no cure.

I believe th a t  when a person 's  got any kind of a d isease , and they want 
to  know, they should know. Why not? I mean, i f  you want to  know, you've 
got to face i t .  And you c a n ' t  face i t  when you d on 't  know, can you? Some 
people d o n 't  want to  know. You've met people th a t  d on 't  want to  know.
They ju s t  want to  live  on hope, so tha t  i t  i s n ' t . . .  Well, I think i t ' s  
g rossly  unfair not to  t e l l  you, e spec ia lly  when you come r ig h t  out and 
ask.

Others surmised th a t  professionals  avoided what they thought would be bad

news, as one woman's account of having information withheld i l l u s t r a t e s .

So as i t  turned out, one of the res iden ts  th a t  was with (my son], had 
been a res iden t I had run into previously on (the ward], so we knew each 
o ther. So he took me in the back room to get the info, whatever they c a l l  
i t  tha t  they do, you know, the write-up, the background, whatever. And so 
I ju s t  sa id  to  him, I said  "look," I said "enough of th is  b u l l s h i t ,  l e t ' s  
get down to  the bottom line  here. What's going on?" So he ju s t  sa id , 
you know, "look, i f  i t ' s  what we think i t  i s ,  and to  the extent tha t i t  
i s , "  he said "(your son] is in serious troub le ."  So I said "thank you," 
you know, "for being honest with me." That's  what I wanted to hear.

S t i l l  others began to  suspect th a t  the whole d iagnostic  process might be

flawed with uncerta in ty , as one woman's remarks i l l u s t r a t e .

I know th a t  th ey 're  b u l l s h i t t in g ,  and they d o n 't  know what to  do, and 
th ey 're  ju s t  using B.S. I know th a t .  Sure, I figured th a t  out a long time 
ago. I 'v e  had i t  diagnosed many times, and then they go back and they 
say, "Well, maybe." Bvery time i t ' s  diagnosed and I get home and I throw 
my tantrum and yeah, t h a t ' s  g rea t ,  okay, now I know what I'm dealing 
with, and then somebody — I said to  one MS nurse, "You know, th is  is

70

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



diagnosed over and over for me.” Once I s ta r te d  ge tt ing  i t  diagnosed, I 
cou ldn 't  stop people from diagnosing, okay? Once the b a l l  gets  ro l l in g .  
And then I have people ju s t  questioning and questioning, and, "L e t 's  
X-ray. L e t 's  X-ray." "Yeah, okay, w e 'l l  X-ray." A hundred d i f f e r e n t  
X -rays .. .  I d o n 't  know how many they did a t  [the r e h a b i l i ta t io n  
h o sp i ta l] .  I went down there diagnosed, and came out being un-diagnosed.
I vent walking out th e re ,  and wheeled out in a wheel-chair. Okay? I t ' s  
completely opposite to  what should happen.

Thus, many p a tien ts  and fam ilies a t t r ib u te d  the p ro fess iona ls ' re luctance to

diagnose chronic i l ln e s se s  to an unconscious d es ire  to  avoid unpleasant

r e a l i t i e s  and maintain hope th a t  the health  problem might spontaneously

d isappear.

A f in a l  clue to  the meaning th a t  diagnosis held for health  p rofessionals

came from the observations of p a t ien ts  and fam ilies th a t  the s ign if icance  of

th e ir  diagnosis was sometimes minimized or d isregarded, as one woman reca lled .

I would've wanted more information, but I t  was so r t  of like  te l l in g  me I 
had a headache. Like they d id n ' t  put too much importance on i t ,  you know. 
I t  wasn't u n t i l  I r e a l ly  had more problems with i t ,  and rea lized  what i t  
could do, th a t  I rea lized  th a t  i t  was f a i r l y  ser ious, you know.

In the l ig h t  of such experiences, many p a t ie n ts  and fam ilies concluded th a t

da ily  exposure to  d isease might have desensitized  professionals  to  the

Importance of the diagnosis for the individual involved. One woman's

experience i l l u s t r a t e s  a p a r t ic u la r ly  dehumanizing episode in which paperwork

p r io r i t i e s  seemed more pressing than was concern for the e f fe c t  on the person.

Oh, t h a t ' s  another th ing , r ig h t  a f te r  I was diagnosed, a couple of days 
la t e r ,  I received a paper like  th is  in the mall. Would I please sign for 
the autopsy. Oh yeah! I wish I 'd  kept i t ,  you know, people d on 't  
believe. I got very angry I know, because I was having a l i t t l e  trouble 
with th is  whole problem. And I thought th a t  was kind of tacky!

In general, then, the chron ically  i l l  individuals and th e i r  fam ilies came to

understand th a t  health  care p rofessionals  were qu ite  re lu c tan t  to  diagnose a

chronic health  problem and, In add ition , were often  Incapable of appreciating

the s ignificance  of e i th e r  withholding or offering  such a diagnosis to the
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p a t ie n t  and family. Thus, they came to recognize th a t  a v a r ie ty  of meanings

could be Imbedded In the diagnosis I t s e l f .  Further, they began to appreciate  

th a t  those meanings were often  ra d ic a l ly  d i f f e r e n t  for p a t ien ts  and th e i r  

fam ilies than they were for health  care p ro fess ionals .

Repercussions of the Diagnosis

The accounts revealed th a t  diagnosis was of p a r t ic u la r  importance in

helping the p a t ien t  and family accept and understand what had happened to them

since the onset of d isease . The most profound repercussion for many p a tien ts

and fam ilies was an Immediate and urgent need for Information. As many

explained, being l e f t  without s u f f ic ie n t  Information made the diagnosis of a

chronic disease far more s t r e s s f u l  than was necessary.

There has to  be another approach when i t  comes to  giving a person a 
diagnosis l ike  th a t .  There has to be something e ls e .  There has to be 
something Immediate for them to  f a l l  back on. You c a n ' t  ju s t  dump 
something l ike  th a t  on someone, and these stupid  l i t t l e  magazines, and 
ju s t  walk o f f .  You c a n ' t  do th a t !  There 's a m illion  questions. You need 
support. You need someone you ta lk  to . You need more! They ju s t  leave 
you blank. Even though they 've heard the questions a hundred times, every 
time they 've handed out th a t  d iagnosis, tha t  d oesn 't  make i t  any b e tte r  
for me, or you, or anybody e ls e ,  or If  you're the next guy In l in e .  I t ' s  
wrong! Wrong! (EMPHATIC TONE OF VOICE) Totally  wrong. And they 'd  save a 
lo t  of money, and th e y 'r e  always ta lk ing  abut th e i r  s tup id , funding 
money. This Is th e i r  famous - -  (LAUGHS) - -  t h a t ' s  the backbone of i t  a l l .  
Oh, they love i t .  I th ink they 'd  save a lo t  of money. I don 't  know in the 
long run what I t  costs  to send someone to  a p s y c h ia t r i s t ,  twice a week 
for the next s ix  months, but I 'd  say th a t  costs  quite  a b i t  of money, 
other than having a bunch of people get together maybe once a week to ask 
a l l  these questions, from one q ua lif ied  person, ra th e r  than sending a l l  
these people off to p s y c h ia t r i s t s ,  and psychologists . I t  costs  a fortune 
on the health  care system, r ig h t?  Why not get these people together and 
l e t  them ask th e i r  questions - -  f r e e - fo r -a l l?  And see th a t  th ey 're  not 
alone. Do you know how alone I t  can be?

Another pa tien t  agreed th a t  information a t  such a time was e s s e n t ia l .

You get a b i t  stoned when you hear th is  kind of information. I re a l ly  
d id n ' t  know what Crohn's was, except th a t  I was to ld  now you've got i t  
you've got I t  for ever. I d o n 't  know what we do, you know. You mean I'm 
gonna be looking for every t o i l e t  on the block for the r e s t  of my l i f e ?
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I had no conception o£ what i t  was. And I did not ever receive tha t  
information. I was not to ld  where I could go to  seek th a t  
Information. And I suppose i t  took me several weeks to several months to 
work through the fac t  th a t  I wasn't going to  get th a t  knowledge or 
information through the medical profession. They d id n ' t  have i t .  Or if  
they had i t  they w eren't Imparting i t  to me.

For many pa tien ts  and fam ilie s ,  information about the diagnosis and i t s

meaning in personal terms was re q u is i te  to  learning how to  cope with a chronic

i l ln e s s .

I can face up to  th ings i f  somebody w ill t e l l  me the t ru th .  But you ju s t  
go tta  t e l l  me the t ru th ,  and then I ' l l  deal with i t .  I t ' s  h a l f - t ru th s ,  
and not t e l l i n g  y o u . . .  I d o n 't  know i f  everyone's l ike  th a t ,  but I 'v e  got 
to  know, as much as I might get upset a t  the time. I f  you ju s t  t e l l  me, 
then I ' l l  deal with i t ,  and go along from there .

Like th i s  man, many found th a t  th e i r  immediate need for information was

pressing and unmet. As one fa ther described i t ,  "We were l e f t  e n t i re ly

standing in the wilderness to find our own way a f te r  th a t .  That's  the way i t

f e l t ,  and t h a t ' s  the way i t  was."

While almost a l l  of the chron ica lly  i l l  individuals and fam ilies in th is

study described a burning need for p ra c t ic a l  information upon diagnosis,

several acknowledged th a t  there were l im ita tions  to the information tha t  was

useful in the Immediate afterm ath . For example, one woman, whose daughter had

been diagnosed with PKU, believed th a t  professionals admonishments about the

p o s s ib i l i ty  of mental re ta rd a tio n  may have been c rue lly  excessive.

I think they have to  be honest, but I d o n 't  think they have to  rea l ly  
push the re ta rd a t io n .  Like with PKU, they push i t  so s trongly , and i t ' s  
so unfa ir .  I t  is  a fa c t  th a t  PKU's w ill be retarded without d ie t ,  but you 
have to rea l ize  th a t  th e y 're  normal babies too, and th a t ' s  where i t  gets 
lo s t .

S im ilarly , many people complained th a t  the information they had been given was 

inappropriate to  th e i r  p a r t ic u la r  needs, thereby causing fu r ther undue 

d i s t r e s s .  The re c o llec t io n s  of one man i l l u s t r a t e .
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Ve went to  the doctor, and then he said , "Veil, of course y o u 'll need 
Insulin ." Well, I ju s t associated i t  with being a junkie of some so rt!  I 
couldn 't get any sense out of t h a t . . .  And then they gave me one Manual, 
w ritten in about 1912, and i t  said th a t most people with diabetes lose 
th e ir  legs, and th e ir  vision and th e ir  kidneys go, and th a t was i t !

Recognizing th a t information-giving was a judgement c a l l ,  one woman explained

th a t health care professionals held stereotypes as to  what information

patien ts probably needed.

I would've wanted to  maybe have them rea lly  explain i t  to  me, and be 
honest, like t e l l  me exactly maybe i t  was — not exactly everything I was 
in store fo r, but ju s t a l i t t l e  more personal maybe. And I asked a lo t of 
questions, and they were reluctan t to answer me. They ju s t so rt of — 
they d id n 't  want to  answer me in a way th a t they figured I couldn 't 
understand, I guess. I can understand now th e ir  prejudices, because 
they 're  in a whole d iffe ren t world than I was, and they had the 
knowledge, and i f  they s ta r t  talking to me in th e ir  language, they 
figured I wouldn't know what they were talk ing  about anyways, so why even 
bother explaining to me. So I asked for books, and s tu f f ,  but I never 
re a lly  got anything.

Because i t  was not forthcoming from the p ro fess ionals ,  a number of the

pa tien ts  and fam ilies in th is  study took immediate action  to  acquire the

necessary Information. In fac t, th e ir  resourcefulness and c re a tiv ity  in th is

regard was astounding, as one man's experience i l l u s t r a t e s .

After the surgery, I went around and I read everything I could get my 
hands on about Inflammatory Bowel Disease an<J I found out the tru th , what 
I wanted to know. And i t  was morbid, i t  was very negative, but I s t i l l  
read i t .  I t ' s  almost as i f  1 wasn't reading i t ,  i t  was somebody else 
reading i t .  But I wanted to  do i t .  I wanted to  know exactly  what I was up 
against. And I kept reading. I don 't know how I did i t .  I 'd  get into 
lib ra r ie s  up a t  (the un iversity ], and vent to (a major hospital lib rary ] 
and got in there. Nobody asked me any questions. I ju s t went in , and 
s ta rted  reading books. And I knew the reoccurrence ra te  was re a lly  high, 
and s tu f f , and a l l  so rts  of problems that re la ted  to bowel re-sectlons, 
and so I s ta rted  to  watch myself, and a f te r  I read i t  a l l ,  and I got a l l  
th is  knowledge, and s tu f f ,  I kind of put i t  out of my head, and got on 
with liv ing  a g a in ... I had to  know vhat I was up against, before I f e l t
okay about i t .  And I knew I wasn't gonna get i t  from the doctors. So I
figured I 'v e  gotta get i t  somehov myself. And I knew th a t there was 
books. I thought I could find out i f  I vantod to , so th a t 's  what I did. 
F irs t I s ta rted  with the public l ib ra r ie s , but th a t wasn't good 
enough. So I went to the big places, where the doctors go.

74

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Other chron ically  i l l  Individuals and fam ilies were le ss  s k i l le d  a t  meeting

th e i r  information needs without help, as one woman's explanation i l l u s t r a t e s .

I f e l t  alone in the world. There was no support whatever from the 
neuro log is t,  from the family doctor. I d id n ' t  know anybody who knew 
anything about MS. I d id n ' t  seek out information on MS, but I t  would've 
been awfully nice to  have been able to  assess i t  without going to  
somebody and saying, "Give me some information about Multiple S c le ro s is ."  
And i t  was something I wasn 't comfortable asking about i t .  I t  f e l t  l ike  a 
shoe th a t  wasn't broken in ye t .  D idn't f i t .  And I was prepared to  leave 
i t  in the c lo se t  u n t i l  e i th e r  I was forced to  wear i t ,  or I f e l t  more 
comfortable wearing i t  - -  I was ready to  t ry  breaking i t  in a l i t t l e  more 
again.

Thus, people newly diagnosed with a chronic i l ln e s s  explained th a t  the need

for Information was c lo se ly  associated  with finding way3 to accept or cope

with the th e i r  d isease .

Beyond stim ula ting  an urgent need for information, the immediate

repercussions of diagnosis with chronic I l lness  included dramatic adaptations

for some p a tien ts  and fam ilies . In some fam ilies , the diagnosis tr iggered

profound feelings of loss and griev ing , as one woman reca lled .

I cried  buckets. You go through th is  stage of fee ling  sorry  for yourse lf , 
"Why did i t  happen to  me? What's the use of anything?" I t  d id n ' t  seem 
like  i t  a t  the time, but I can look back and think of the stages th a t  I 
did go through, and i t ' s  hard for other people to  understand how you 
fee l ,  th a t  what's the use of living?

Such emotional d is t r e s s  represented a serious d is rup tion  of family l i f e  for

some people. As one woman reca l le d ,  "My husband asked for a divorce. He

cou ldn 't  handle the i l ln e s s .  I d o n 't  blame him. If  I could've walked out on

me, I would've." One young man f e l t  a p a r t ic u la r ly  acute need to  express such

emotions through his a r t .  His s to ry  re f le c ts  the extent to which managing the

emotional turmoil was an e s se n t ia l  element in coming to  a sense of acceptance.

Then I s ta r te d  to  draw, because I was ge tting  so a f ra id  of everything 
around me. I s ta r te d  to  draw like  crazy. And the drawings I did were so 
ex p re ss io n ls t ic .  I was drawing animals figh ting , and big, huge storms, 
and buildings exp lod ing ...  And the doctor would come in , and to  the point 
where he took my parents to the s ide , and s o r t  of sa id , "Your son is
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drawing re a l ly  s trange  th ings . I think h e 's  got a psychological problem." 
My parents a re ,  "Really? You think t h a t ' s  true?" "Yes, I r e a l ly  do. I 
think something's wrong. I t ' s  a persona lity  c o n f l ic t ,  or something, 
because th is  i s n ' t  normal vhat h e 's  doing here — these drawings." And, 
"Okay, I want permission for him to see a p s y c h ia t r i s t . "  So they sa id , 
"Okay." This was done out in the h a l l .  I d id n ' t  have nothing to  do with 
th i s ,  but I kind of knew, 'cause of the way I was being t re a ted  the next 
day by the n u rs e s . . .  So the next day they sent me to  a p s y c h ia t r i s t  in 
the h o sp ita l ,  and he s a t  down and ta lked to  me, and he was a very nice 
man. I r e a l ly  am glad i t  was him. And very frank, and sa id ,  "Well, how do 
you feel?" th is  and th a t ,  and, "What do you think about a l l  th i s  s tu f f? "  
He never mentioned the drawings u n t i l  l a t e r ,  and then he wanted to  see 
them, so I brought some to him, to  show. And he looked a t  them, and he 
sa id ,  "This is  g re a t .  You're g e tt ing  your emotions ou t."  He says 
(LAUGHS), "There's nothing wrong with you." And he says, "I think i t ' s  
good th a t  you 're  doing a l l  th is  s tu f f ,  but t r y  and draw something a 
l i t t l e  b i t  n ice r ,  once In a while. These are  p re t ty  gruesome... I s t i l l  
have some of them. I look a t  them now, and I t  must've been a shock to  
some people, 'cause I would draw dead bodies, and I would draw people 
ju s t  lying a l l  over the place, ju s t  dying, and s tu f f  l ike  th a t .  Morbidity 
was re a l ly  high, and I d id n ' t  think I was gonna l iv e  very long. And th a t  
was a pa r t  of the way of how I was accepting I t .

For the Informants In th is  study, th e re fo re ,  diagnosis of a chronic I l ln ess

had immediate and serious repercussions for emotional and family l i f e ,  and

stimulated an urgent need for understanding of what had occurred.

Discussion

From the accounts of the p a t ien ts  and fam ilies in th is  study, then, i t  is  

evident th a t  the onset of a chronic i l ln e s s  and, in p a r t ic u la r ,  the diagnosis 

experience, is  a profoundly in f lu e n t ia l  event in a person 's  l i f e .  Analysis of 

the help-seeking process as a r t ic u la te d  In the scho larly  l i t e r a tu r e  

confirms the Informants' contention th a t  the re la t io n sh ip  between onset of 

i l ln e s s  and diagnosis is of c r i t i c a l  Importance to those Involved (McKinlay, 

1981b; Christman & Klelnman, 1983). In add ition , the research on chronic 

I l lness  experience su b s tan tia te s  th a t  the events of onset and diagnosis are 

often prolonged and traumatic for the p a t ien t  and for the family (Corbin £ 

Strauss, 1988).
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With few exceptions, the scho la rly  l i t e r a tu r e  tends to consider these 

phenomena as i f  they are almost inevitab le  outcomes of the d isease . Rarely 

does i t  consider the ex ten t to  which these experiences are twisted and molded 

by the nature of events within the health  care encounters along the way. From 

the accounts of the Informants in th is  study, however, the ro le  th a t  health  

care plays in creating  a s tra ightforw ard or a to r tu red  onset and diagnosis 

process seems quite  evident.

According to  Mlshler (1981), the medical diagnosis is  fa r  from an exact 

and s c ie n t i f i c  process. Common understanding assumes th a t  diseases are "real 

e n t i t i e s , "  and th a t  problems ascer ta in ing  the presence or absence of a disease 

in any given case are re f le c t io n s  of the s ta te  of progress in medical science. 

However, in actual p rac t ice ,  such prec ision  is  ra re ly  the case, as is  evident 

from numerous s tudies  questioning diagnostic  r e l i a b i l i t y .  Rather, medical 

diagnoses can be b e t te r  understood as constructions of a soc ia l  r e a l i t y  within 

the context of a given s e t  of assumptions, norms and in s t i tu t io n a l  

requirements (Morgan, Calnan S Manning, 1985). In western c u l tu re s ,  they give 

biomedical meanings to human predicaments regardless of the degree to which 

the predicament is  biomedically understandable (Duval, 1984).

A perspective such a3 th i s  Informs our understanding of why the 

d iagnostic  process may be as complex and as d is t re ss in g  as these informants 

have led us to believe. Although a great many of the d iseases represented in 

th is  study are poorly understood in biomedical terms, the processes and 

procedures by which professionals  conduct the d iagnostic  te s t in g  are grounded 

in the assumption th a t  id e n t if ic a t io n  of sp ec if ic  causes w il l  produce sp ec if ic  

remedies (Armstrong, 1983). Unfortunately, while the professionals  are 

proceeding according to  the book, the p a t ie n ts '  conditions f a l l  to cooperate,
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making the po ten tia l  for misunderstanding and In se n s i t iv i ty  extreme. Thus, the

experience of the onset and diagnosis of chronic i l ln e s s  is one which may be 

best appreciated within the context of the socia l  conditions which shape i t ,  

prim arily  those within the health  care arena.
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CHAPTER FOUR

ACUITY AND CHRONICITY

Chronic i l ln e s s  takes various £orms, exerting  a range of influences upon 

the l i f e  of the individual and family a f f l i c te d .  Chronicity, or the s ta te  of 

being chronically  i l l ,  is  therefore  not a s ing le  s t a t e ,  but a co lle c t io n  of 

s ta te s  which share common elements. According to the accounts of the pa tien ts  

and families in th is  study, some of these elements Include a rea l iz a t io n  

process, extensive maintenance work, accounting for acute episodes, and an 

eventual acceptance of ch ron ic ity . From th e ir  perspective , these elements make 

chronic I l ln e s s ,  in a l l  of i t s  various p a tte rn s ,  qu ite  d i s t in c t  from the acute 

episodic i l ln e s s  th a t  is expected throughout the l i f e  cycle.

Patterns of Chronicity

The pa tien ts  and families in th is  study revealed th a t  there were a

varie ty  of d i s t in c t  pa tte rns  in which chronic i l ln e s s  unfolded. One such

pattern  was the gradual progression of symptoms over an extended period of

time. For example, one woman described such a progression with a r t h r i t i s .

I 'v e  had I t  over 20 years but, l ik e ,  the f i r s t  10 — 12, they were quite 
to le rab le .  I wasn't c ripp led . I got around qu ite  well and a l l  th a t .  And 
then, b i t  by b i t ,  I lo s t  a finger (LAUGHS) and now both my hips are 
replaced. In fac t  one of them's been done twice.

While su rg ica l in tervention  would have rendered her Incapacitated for b r ie f

periods of time over those 20 years, the e ffe c ts  of the disease were perceived

as almost imperceptible over time, th e i r  course characterized  by few sudden

changes and a f a i r ly  predictable  progression. Another p a tien t remembered the

gradual process of her i l ln e s s .

I t ' s  been very slow. When I was diagnosed i t  was ju s t  a bad limp. There 
was nothing wrong, nothing. They cou ldn 't  see a th ing . Then i t  was ‘72,
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and th a t  was the point where I s ta r te d  to 90 downhill, i t  was like  I had 
a so -ca lled  a ttack  - -  th ey 're  spaced further apart now, but a t  one point 
I was nearly  b lind , and a lo t  of times I hadn 't been able to  walk very 
well and s tu f f .

For th is  woman, the slow progression was demarcated not by su rg ica l 

in te rven tions , but by acute episodes In her I l ln e s s .

Other p a tie n ts  and fam ilies experienced a p a tte rn  characterized  by a 

s e r ie s  of changes followed by a gradual s ta b i l iz a t io n  of symptoms. One woman's 

descrip tion  of the pa tte rn  of her chronic neck pain i l l u s t r a t e s  such a 

pa tte rn .

I guess i t  took about — probably the f i r s t  two months i t  was more like  
an ache, and pain, and then I t  went into more of a — how would you 
describe i t?  More into a sub tle  presence? And then maybe i t  would go 
Into a b i t  of a numbness, and then th e re 'd  be periods of not being too 
bad a t  a l l ,  but you s t i l l  knew i t  was there . And from th a t  point on, th a t  
would be about s ix  months a f te r  the Injury, from tha t point on, I would 
have breaks where i t  would be kind of there — mild, very mild, and then 
I 'd  go Into like  three or four week3 of having a bad time, and then go 
back in , and t h a t ' s  what i t ' s  been like  ever since.

in co n tra s t ,  some people experienced diseases characterized by dramatic

changes In course. One woman described her IBD in such a manner.

One of the very devasta ting things about i t ,  Is tha t you can feel 
t e r r i b l e ,  and then you can fee l re a l ly  well, and you th ink , "Oh, I'm over 
I t .  I'm free . I'm gonna be good again." And then bang! You're back 
exactly  where you were, i f  not worse. And how devastating th a t  is  to  the 
psyche ...  I t  asks some very hard choices of you as a ch ron ica lly  111 
disease problem.

Another p a t i e n t 's  desc rip tion  of the same disease suggests the f ru s tr a t io n

inherent in such an i l ln e s s  p a tte rn .

Because the disease Is chronic, and because th e re 's  so many ups and downs 
with th i s  Crohn's, like  even when I was going f a i r ly  well with the TPN, 
and then even like  l a s t  January, having a g rea t time thinking I had — 
you know, everything was f ine . Then a l l  of a sudden, two or three days 
la t e r ,  bang! You're in th e re , re a l ly  sick for two or th ree  days. So you 
have major surgery, you have a horrib le  time In recovery! Just 
abso lu tely  awful! You get through I t ,  you s t a r t  to  build up, you're 
having a good time, you think you've got your l i f e  in order a l i t t l e  b i t  
and whammo! You're back In again, major surgery, and you s t a r t  recovering 
again, so you do go, to a c e r ta in  degree, through the ups and downs, and
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some of those th ings reoccur again. So th e re 's  — you know, you s t i l l  
have to  b a t t le  back, and having patience to  recover every time. I mean, 
you lose weight, you 're  s ick ,  and you 're  try ing  to  get your weight back
up, try ing  to  get b u i l t  up again, a l l  th a t .  Yeah, i t  takes a f a i r  amount
out of you emotionally. There 's  no doubt about i t .

While these conditions a re  a l l  chronic in nature , such d i f f e r e n t  pa tte rns

reveal d ram atically  d i f f e r e n t  e f fe c ts  on the chronic i l ln e s s  experience in

terms of the degree to  which l i f e  can be planned, the speed with which changes

must be confronted and the ex tent to which new f ru s t r a t io n s  are  layered upon

the old.

While each disease  e n t i ty  tended to  have i t s  own pa tte rn  of ch ron ic ity , 

the p a tien ts  and fam ilies  in th is  study discovered th a t  the p a tte rn  was a lso  

unique to  each indiv idual involved. As one p a tien t  explained, " I t ' s  [IBD] such 

a disease  of v a r iab les .  I mean, from the mildest form and a one-attack , to 

people th a t  have a chronic , and sometimes acute . And i t ' s  so d i f f e r e n t  with 

every p a t ie n t .  Every p a t ie n t  is  d i f f e r e n t . "  in some cases, the d isease offered 

the dangling ca r ro t  of "rem ission," a period during which symptoms subside. 

Yet, because remission I t s e l f  could be qu ite  unpredictable, i t  too became a 

f ru s t r a t in g  fea ture  of chronic i l ln e s s ,  as one informant's  reco llec t io n s  

i l l u s t r a t e .

I sa id , "You know, when is  i t  ever gonna get b e t te r?"  I mean, I had done 
a lo t  of reading a t  th is  po in t,  and I knew th a t ,  you know, the d isease 
should go into remission, or t h a t ' s  what everybody had hoped. And [my 
doctor] sa id ,  "Well, i t  might not get a whole lo t  b e t t e r . "  Well, I 
r e a l ly  s ta r te d  panicking a t  t h i s ,  because I wasn't even coping — taking 
care of the family.

For th i s  woman, as for o the rs ,  the re a l iz a t io n  th a t  there  was no such thing as

"going by the book" was an Important aspect of understanding the p a tte rn  of

ch ron ic ity . The thoughts of a young man explain.

I s ta r te d  to  learn , as time went by, th a t  the i l ln e s s  went up and then i t  
went down, and then i t  went up and then i t  went down, and i t  wa3 s o r t  of 
like  on a graph paper, you s t a r t  here, and you drop down l ik e  about so,
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and than It would level o££, and you night get a l i t t l e  b it better, and 
then I t 'd  drop again. I t  was ju s t a question of leveling and dropping, 
and then up again, level and drop, so rt o£ a l l  the way down, th is  has 
been the process of i t ,  and i t ' s  been easy to  live  with. I can follow my 
own patte rns, but they d o n 't explain th is  kind of s tu f f  to  you.

From h is point of view, learning to  manage required discovering his unique

pattern  rather than depending upon generalized predictions about the d isease.

For some p a tien ts , the unpredictable ups and downs of chronic illn e ss

were i ts  most fru s tra tin g  feature. One informant described her HS as

unpredictable in th is  way.

I t ' s  horrib le! I t  comes and goes, i t  comes and goes, i t  teases me every 
once in a while. Sometimes I'm ju s t like a normal person, and another 
time I'm ju s t — w ell, they hauled me out of here in an ambulance two 
weeks ago. Totalled. Completely finished. Totalled. Couldn't walk, 
cou ldn 't do anything. I was gone.

For o thers, the unrelenting permanence of symptoms was what made chronic

illn e ss  most d if f ic u l t  to  to le ra te . As one young man remarked, "Any human

being could cope with I t  for half an hour." Having to  cope with I t

permanently, however, was an e n tire ly  d iffe ren t proposition.

Whatever the pattern  of chronlclty  or degree of p re d ic tab ility , however,

these chronically  i l l  patien ts  and fam ilies a l l  experienced an a ltered

rela tionsh ip  to th e ir  s ta te  of health as a re su lt of having a chronic

condition. Their l ife s ty le s  and future plans became dependent upon conditions

of the body which were, to a greater or lesser degree, beyond th e ir  con tro l.

What made them d iffe ren t from well people, in th e ir  opinion, was th a t they had

recognized the degree to which bodily health Is always frag ile  and

unpredictable. Even periods of re la tiv e  health could present problems, as one

woman's thoughts I llu s tra te .

And you are not prepared for health . I simply did not know how to  deal 
with health and I think i f  there ever was a time th a t I needed 
counselling and some support, was in th a t period a f te r  th a t second 
surgery, trying to regain my health and not understanding th a t th is  would
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pass oc knowing what to do with energy when you got i t .  Or plan a future 
and not knowing how to  plan i t .  Suddenly a door opens, and you have a 
world in front of you th a t you never had before. You rea lly  don 't know 
how to deal with i t .  And then, th e re 's  the nagging thing, th a t is always 
in the background — you know i t  nay not la s t .  And of course, we a l l  know 
th a t things are not necessarily  pernanent. But with a chronic condition, 
you have less concept of permanency. You have to plan for permanency, and 
you have to  plan forever possibly, and yet rea lize  th a t something may 
happen tomorrow. Which, I think we a l l  accept th a t but I t ' s  a l i t t l e  more 
rea l to  the person with a chronic health problem.

Those w riting in the scholarly  l i te ra tu re  have proposed the concept of

" illn ess  tra je c to ry ” as a means by which to  conceptualize such variations in

the pattern  of chronic il ln e s s . According to the proponents of th is  concept,

symptoms alone do not explain the experien tia l progressions which characterize

the pattern  of chronic I lln e ss . Rather, such features as the work Involved in

being chron ically  i l l ,  the organization of such work, and the impact of the

work on the people Involved are a l l  considered s ign ifican t to the way that

chronic illn ess  enacts I ts e l f  In Individual lives (Corbin & Strauss, 1988;

Strauss, Corbin, Fagerhaugh, Glaser, Haines, Suczek & Wiener, 1984). From the

perspective of the patien ts and fam ilies in th is  study, such a

conceptualization would be a useful and valid in terp re ta tion  of the ir

s i tu a t io n s .  Symptom sev e r i ty  and f luc tua tion  create  conditions in which the

work of illn ess  is  e ither manageable or not manageable, and produce

circumstances in which the patien t and family can e ith er mobilize resources to

plan effec tiv e ly  or are Incapable of effective  planning.

In considering the notions of acuity  and chronlclty  in the context of the

chronic illn ess  experience, therefore, we must assume a range of possible

tra je c to r ie s . The accounts of these informants provide an important window

into our understanding of what chronlclty  and acuity  have to do with shaping

both th is  tra jec to ry  and the meaning of the experience in general. Further,

they provide another i l lu s tra tio n  of the degree to which the chronic illn ess
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experience Is Inherently Influenced by the way in which disease necess ita tes  

health  care involvement in our socie ty .

Coming to Terms with Chronicitv

The onset and/or diagnosis of a chronic condition s e t  in motion a process 

by which the p a tien ts  and families came to  terms with what chronic i l ln e s s  

en ta i led  and what i t  meant to be chronically  i l l .  This process involved not 

only learning the p a r t ic u la r  pa tte rn  of disease progression th a t  the i l ln e s s  

would take, but a lso  included making sense of the socia l  context in which the 

chronic i l ln e s s  would be lived .

Gradual Realization

The rea l iz a t io n  th a t  the i l ln e ss  would be an ongoing component of th e ir

l ives  was a slow and gradual process for most of these informants.

At f i r s t ,  when i t  was diagnosed, there was so r t  of a period of den ia l ,  
because nothing was amiss. I d id n ' t  walk funny. I d id n ' t  look funny. I 
d id n ' t  ta lk  funny. Nothing. So then I kind of ignored i t  as long as I 
could.

Another pa tien t recalled  a s im ila rly  gradual recognition of the meaning of

having a chronic i l ln e s s .

For a long time I was making very u n re a l is t ic  goals. I mean, I came back 
saying, "Oh, yeah, I got a l i t t l e  b ronch itis  here, my asthma's a l i t t l e  
nutsy, I*11 take a few a n t ib io t ic s  and I ' l l  be through t h i s . ' '  And as th a t  
winter progressed, I mean, I was ju s t  constantly  making inappropriate 
goals for myself, you know, when the a n t ib io t ic s  d id n ' t  work, I sa id , 
"Well, th is  must be quite  a case of ' f l u ,  th is  must be a v iru s . Well, the 
virus w ill  so r t  I t s e l f  out when i t ' s  ready to ."  so I went through a big 
f ru s tra t io n  ju s t  in the sense tha t I was nowhere near coming to accept 
th a t  th is  was a chronic i l ln e s s .  I mean I ju s t  wasn't there ~  th is  was 
the ' f l u  bug, i t  was v irus . I had every other name for i t ,  and another 
couple of weeks and I ' l l  be f in e ,  I ' l l  be r ig h t  as ra in  again, I ' l l  be 
off running with a l l  my buddies and racing.

For many pa tien ts  and fam ilies , the information obtained a t  the time of

diagnosis was quite  in su f f ic ie n t  to  help them the absorb the very rea l
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Implications entailed by the I lln ess, as one young man's experience

I l lu s tra te s ,  the overwhelming ram ifications of chronlclty  can be profoundly

d if f ic u l t  to appreciate.

There should be something done for somebody, th a t i t  a ffe c ts  them 
mentally. And th e re 's  nothing mentioned of th a t, you know. I know the 
feeling th a t Bobby Orr went through when he cou ldn 't play any more 
hockey, you know. When he had to ju s t pack i t  in , and say th a t 's  i t ,  you
know. Or a doctor giving you a notice saying hey, you c a n 't  do th is ,  you
know, or saying to  a person th a t 's  an alcoholic, th a t If  you don 't stop 
drinking you're gonna d ie , you know. I look upon me, not being able to do 
a l l  these things because of my knees, as dying. I re a lly  do. You know, I
got a brain , but 1 c a n 't  do i t  [physical a c tiv ity ] ,  so what's the sense?
I'm a d isa s te r . I don 't have a very big appetite  you know, for doing 
things, which is  depressing, I know. I was never like  th a t .  I was never 
like th a t before the Injury. I was depressed. I was a worrywart, but 
there was some a c tiv ity  th a t got me out of the mood, ju s t like  th a t. And 
I re lied  on I t .  I re lied  on i t  like you won't believe. I re lied  on i t  so 
much, you know. I got a lo t out of my chest, out of my head, you know,
because of my a c tiv ity . You know. And I t  was gone. You know, i t  was
gone. Even hammering n a ils , i t  was gone. Whatever was bothering me, i t  
was gone, you know. I never thought of I t ,  and whenever I t  did come up, 
i t  was such a small time lim it on i t ,  i t  was ju s t like there , and then
a l l  of a sudden, boom, I was Into something e lse . I t  was completely gone.
Now i t  drags on because I c a n 't do th a t something e lse . I'm prohibited. 
That's what bugs me. I t  lingers , and i t  bugs me, and I t  bugs me. I t ' s  
rea lly  hard. I t ' s  re a lly  hard, I t e l l  you.

Recognition of chronlclty , therefore , tended to be a rather gradual process,

with various Implications of the illn e ss  being realized  a t d iffe ren t times and

with d iffe ren t degrees of d if f ic u lty .

In terpreting  People's Responses

The Individuals and fam ilies In th is  study found th a t chronic Illness 

provoked a peculiar se t of responses from people In th e ir  socia l worlds. For 

many, figuring out the meaning of these responses was an Important part of 

understanding what e ffe c ts  chronic Illness  might have on th e ir  lives as social 

beings. For example, one young man found th a t socia l Iso la tion  was by far the 

most serious e ffec t of chronic illn e ss  for him. As he explained, "Being i l l ,
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I t ' s  not ju s t  being s ick . I t ' s  your whole l i f e  Is changed so much. I t ' s  a

rea lly  lonely thing being s ick , i t ' s  an extremely lonely business."

For those whose i l ln e s s  began with an acute episode, there  was a point of

comparison with which to gauge how people respond to i l ln e s s  th a t  is  chronic.

One teacher, for example, remembered how helpful and cooperative people were

in the i n i t i a l  phases, before his  Injury became a chronic condition.

People were r e a l ly  understanding about th a t .  The students  a t  the school, 
the s t a f f  a t  the school, were a l l  r e a l ly  understanding. They l e t  me use 
the school van because i t ' s  an automatic, and my car was a 
s tandard . E tce te ra , e tc e te ra ,  e tc e te ra .  They were a l l  r e a l ly  
he lp fu l .  They a l l  gave me lo ts  of time, and lo ts  of space. And t h a t ' s  
what I needed. Without even asking about i t ,  i t  was ju s t  understood. I t  
was ju s t  understood th a t  I would be a l i t t l e  b i t  la te  for c la s s ,  and I'm
going to  l i e  down on the couch, and I'm going to de live r  my lec tu re  lying
down, because I c a n ' t  get around th a t  much. And th a t  was okay. That was 
re a l ly  well accepted.

However, th a t  ear ly  to lerance  seemed tim e-lim ited , and eventually  these

spec ia l  p r iv i leg es  were no longer offered to him. For th is  man, as for many

p a tie n ts  and family members, the soc ia l  meaning of chronic i l ln e s s  was c lea r ly

much d i f f e r e n t  from th a t  of acu te , short-te rm  health  problems.

For many of those with chronic i l ln e s s ,  losing the a b i l i t y  to  generate

th e i r  own livelihood was the point a t  which the fu l l  impact of so c ia l

a t t i tu d e s  toward the ch ron ically  111 h i t  home. Among the most humiliating and

demeaning so c ia l  experiences described was the attempt to  obtain a handicapped

pension or long-term d i s a b i l i t y  allowance. According to one man, such a

pension was the only possible  means to an acceptable l i f e  with a serious

chronic i l ln e s s .  He remembered his thoughts during the long period of waiting

for h is  ap p lica tion  to  be processed.

I thought, "What e lse  is  there to  live  for? I mean, i f  I'm not gonna do 
th i s ,  I'm not gonna l iv e  and be ch ron ica lly  i l l .  There 's  no p o in t ."  And 
I was r e a l ly  su ic id a l .  I thought I would ju s t  die i f  I c a n ' t  do i t ,  
because I'm not gonna l iv e  like  t h i s ,  and s tu f f .  So with a l i t t l e  b i t  of 
e f fo r t  they f in a l ly  wrote back, and [the socia l worker] got a note, and
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she phoned, and sa id , "They're not sure i f  they want to  give you th i s .  
They're going to review i t  again ."  "Oh, g re a t ."  So i t  went through, 
f in a l ly ,  a f te r  about four or five  months.

In many cases, ch ron ically  i l l  individuals were denied benefits  to which they

believed they were leg a l ly  e n t i t le d  because of what they understood to  be a

general a t t i tu d e  of m is trus t  among those in positions  of au th o rity  toward

anyone whose i l ln e s s  prevented fu l l  p a r t ic ip a t io n  in the work world. One man's

account i l l u s t r a t e s  the f ru s t ra t io n  he experienced in assoc ia tion  with being

suspected of malingering in order to  obtain such ben ef i ts .

They cut me o ff ,  saying th a t  they weren't responsible for the re s t  of the 
damage, th a t  i t  was inside the new jo in t !  And I'm in the process of now 
figh ting  th a t .  Appealing i t .  I t ' s  gonna be a two year appeal, but I d o n 't  
know if  I'm ever gonna go through th a t ,  you know, ta lk  to them, or 
something like  th a t .  ‘Cause my point of view is ,  okay, fine , I got a torn 
c a r t i la g e ,  and I do have d e te r io ra t in g  a r t h r i t i s ,  how come my 
d e te r io ra t in g  a r t h r i t i s  did not bother me before the accident? And a l l  
of a sudden, as soon as I get a torn  c a r t i la g e ,  now my d e te r io ra t in g  
a r t h r i t i s  has s ta r te d  to bother me. So I think the two are superimposed 
on each o ther, r igh t?  I t ' s  depressing. Very depressing. I d o n 't  know. I t  
makes you fee l l ike  nobody wants - -  so you're a worker, big deal, forget 
i t .  We're not going to  cover you, forget i t .  You know, goodbye. You're 
wasting our time. So, consequently, what is  happening to me now is th a t  I 
get up, and I'm going, "Oh yeah, I'm a degenerate. You know, I c a n 't  do 
th i s .  I d o n 't  have any drive any more, you know, to do anything. Ju st  get 
up" — where before I 'd  ju s t  grab anything by the th ro a t ,  go a f te r  i t ,  
and do i t .  But now I know always in the back of my mind, you know, my 
knees, my knees, my knees, you know, I'm always thinking about th a t .  I 
c a n ' t  do t h i s .  I c a n ' t  do t h a t . . .  So i t ' s  very f r u s t r a t i n g . . .  I c a n ' t  go 
out and be a carpenter anymore. I have to s i t  a t  a desk, you know, and 
I'm so hyper th a t  I need to  be doing th ings .

Because he so c le a r ly  would have preferred  to  be active  and employed, the

suggestion th a t  he might be exaggerating his  symptoms was p a r t ic u la r ly

d i f f i c u l t  for th is  p a t ien t  to  swallow. As was the case with many of the

chron ically  i l l  individuals in th is  study, p re -ex is ting  health  problems often

complicated both claims and communications. Although chronic i l ln e s se s  are

frequently  experienced in combination, those with multiple conditions seemed

p a r t ic u la r ly  suscep tib le  to  soc ia l  in c redu lity .

87

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



while unsympathetic a t t i tu d e s  from bureaucrats were f ru s tra t in g ,  they 

were downright d is t re ss in g  when they surfaced among friends and fam ilies. To

be f a i r ,  the vast majority of informants reported th a t  fam ilies and friends

were generous in th e i r  support and accepting in th e i r  a t t i tu d e s .  As one woman

remarked, "My friends overwhelm me with kindness and love and a t ten t io n ,

beyond anything th a t  I deserve." However, some people discovered th a t  having a

chronic i l ln e s s  brought peculiar ideas and opinions out of the woodwork. One

woman's experience coping with a s i s t e r ' s  theory about her a r t h r i t i s

i l l u s t r a t e s  the d is t r e s s  tha t  was often reported as a re s u l t  of such opinions.

And then my s i s t e r ,  who's a radical C hris tian , to ld  me th a t  she had asked 
God...why our mom had died. And God had told her i t  was because Mom 
d id n ' t  know enough of The Word, and therefore  would I take these se r ie s  
of tapes she was going to  give me, and would I learn The Word, so tha t  I 
wouldn't a lso  die like Mom did , because I d id n ' t  know enough of The Word, 
or something. And oh, th a t  upset me so badly. I was thinking tha t  she was 
re a l ly  saying, "Now, i t  w ill  happen. The reason for what you're having is 
tha t  you a r e n ' t  being enough of a b e l i e v e r . " . . .  Fortunately we had a 
church th a t  I a ttend . I have a minister tha t I re la ted  very well to ,  and 
I was able to  phone him up in absolute overwrought te a r s ,  and he came and 
talked to me.

While such a t t i tu d e s  among close friends and family could be devastating, 

lack of sympathy from another group of people was even more d i f f i c u l t  to 

understand. For the majority of the pa tien ts  and families in th is  study, the 

p o s s ib i l i ty  th a t  health care professionals might be less  sympathetic to the 

chronically  i l l  than to  the acutely  i l l  was a d is turb ing  reve la tion . However, 

they gradually discovered tha t  health care professionals often found the 

demands of chronic i l ln e s s  care quite un in te resting , as one woman's report 

I l l u s t r a te s .

I f  you have a chronic disease you're going about the same things a l l  the 
time, and you c a n ' t  help i t  because those same things f la re  time a f te r  
time and when you go in. And the doctor looks a t  you l ik e  [fac ia l  
expression). I t ' s  not your imagination, i t ' s  a d e f in i te ,  "Oh, my God, 
here she is  again," kind of thing, you know. You can t e l l  by the 
expression. You get to read i t  p re t ty  good.
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This woman went on to  explain her theory about why th is  was so.

A doctor p re fe rs  a p a t ien t  who has a hands-on thing th a t  the doctor can 
deal with. When a p a tien t comes in, and he obviously has appendic itis  and 
i t  needs surgery, the doctor can deal with th a t .  A deviated septum — 
look up your nose (LAUGHS) and the problem is the re , i t ' s  obvious — the 
doctor can deal with th a t .  I think doctors prefer the type of pa tien t 
th a t  has something th a t  the doctor can see and deal with, and th e re 's  so 
many th a t  have things th a t  the doctor c a n ' t  see. All his  l i t t l e  things 
d o n 't  work, h is  X-ray p ic tu res  d o n 't  work, and his  blood t e s t s  and his 
urine t e s t s  d o n 't  work, and then th a t  is  a re a l  problem to the 
d o c to r . . . "What do we do now?" So, I guess the doctors want to see 
healthy people.

Several of the p a tien ts  and families in th is  study thought th a t  sp e c ia l is ts

were p a r t ic u la r ly  detached from chronic health  problems. One mother of a ch ild

with Cerebral Palsy made the following observation.

My impression was th a t  I f e l t  was [my son] wasn't c r i t i c a l  enough to be 
his  p a t ien t  any more, whereas, to  the family doctor, [my son] was s t i l l  
top p r io r i ty  to him. I'm not saying the s p e c ia l i s t  d id n ' t  care, or 
anything, but since [my son] wasn't a rea l  c r i t i c a l  pa tien t any more, 
tha t  he had other things on his mind Instead.

However, others people with chronic i l ln e s s  found th a t  general p rac t i t io n e rs

could be equally  d is in te re s te d .  One woman thought th a t  her chron ic ity , because

i t  represented ne ither  health  nor incapac ita ting  i l ln e s s ,  was p a r t ic u la r ly

f ru s tr a t in g  to  her physicians.

I'm sure t h e y ' l l  a l l  be much happier i f  I did th a t ,  you know (LAUGHS). 
Yeah, i f  I ju s t  blew my brains out, and died, you know, th e re 'd  be no 
problem, eh? Or i f  i t  exaggerated to the point where they had absolute 
control over me, okay, f ine . But now th a t  I'm in between, they don 't  l ike  
i t .

Others suspected th a t  th e ir  health care p ro fess iona ls '  d i s in te r e s t  seemed 

indicative  of a la rger value system of d i s in te r e s t  for chronic conditions 

within medical science. One p a t ie n t 's  angry comments i l l u s t r a t e s  such a 

suspicion. She sa id ,  "Come on, i t ' s  time! They're going to cure AIDS, or 

Herpes, before they get to  MS. The whole world is  panicked over AIDS, r igh t?  

Totally  panicked. That 's  because some doctor must've got i t . "
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A preference for p o te n t ia l ly  curable as opposed to Incurable health

problems was commonly described by these patien ts and fam ilies. To them, i t  

seemed to explain why many informants as an explanation of why health  

p rofessionals  lo s t  in te r e s t .

They're playing a losing b a t t l e  too, you know. They're g e tt in g  a l l  th i s  
B.S. too. And of course they see brain  tumours, they see cancer, they see 
everything — things th a t  they can help, things th a t  people are going to 
die from. Are they going to  r e a l ly  care about me with MS, or anybody 
e lse? I don 't  know.

Thus, one important dimension of the process of coming to terms with

chron ic ity  involved recognizing th a t  unsympathetic so c ia l  a t t i tu d e s ,  including

those of health p ro fess iona ls ,  would be an important part of the chronic

I l lness  experience.

Changing Expectations

A th ird  element p a t ien ts  and th e i r  fam ilies described as part of the 

process of coming to  terms with ch ron lc lty  was the changing expectations about 

th e i r  l iv e s ,  th e i r  health  and th e i r  health  care. Once diagnosis had been made 

and some idea of prognosis provided, people gradually  recognized tha t a 

complete cure was not forthcoming. For many, th is  recognition was p ivo ta l in 

th e i r  process of "getting  on with l i f e . "  As one woman commented, "I think now 

I d o n 't  expect the doctor to f ix  me up. I expected i t  when I was diagnosed. I 

thought I was going into the hosp ita l  to  get fixed up." Another informant 

explained th is  as an outcome of sh i f t in g  o rien ta t io n  away from searching for a 

cure for her daughter 's  condition and toward seeking other so r ts  of 

a ss is tance .

And I know, in my mind, th a t  I'm never going to  get anybody to give me 
the f l x - l t s  — th a t  there  are  a whole host of possible  f l x - l t s ,  and 
between us we maybe come up with something th a t  helps her, but is  not 
going to f ix  i t .
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For some p a tien ts  and fam ilies ,  th is  s h i f t  from a cure o r ien ta t io n  was

a ss is te d  by honesty from health  care p ro fess ionals .  For example, one woman's

reco l le c t io n s  i l l u s t r a t e  such a ss is tan ce .

(The doctor] was very honest. He d id n ' t  paint a p ic tu re  th a t  was 
h o rr ib le .  He painted a p ic tu re  th a t  showed th a t  there was a dark s ide to 
everything th a t  he was doing. There was a lso  a very b righ t side to  i t .  So 
i t  was, he gave you the whole p ic tu re .  I t  wasn't like  he was saying well 
y o u ' l l  never walk again , but — like  some doctors say when you're  a 
chronic - -  and a couple of years la te r  i f  you're walking - -  "Fine." But 
i t  w asn 't .  The others would say, "Oh you 're  fine , you 're  f ine , you're 
f i n e , ” and there was no way you were going to walk again, and maybe, you 
know, something l ik e  th a t .  He was very honest about i t .

This woman obviously appreciated such c l a r i t y  in communication, although she

was q u ite  aware th a t  i t  was not standard p rac tice .  The w is tfu l accounts of

many other informants echoed th a t  in te rp re ta t io n .  As the account of one wife

i l l u s t r a t e s ,  the vague, t a c t l e s s ,  or negative communications of health  care

professionals  could be devasta ting  for the p a tien t and family in th is  regard.

In the e a r l i e r  years, I went through anger, not a t  (my i l l  husband] 
n ecessa r i ly ,  but a t  the medical profession I t s e l f .  Because i f  th ey 're  
t e l l i n g  me th a t  th e r e 's  nothing th a t  can be done, and I was angry a t  a l l  
the ones th a t  do research , everybody. Because, to me, "What do you mean 
you c a n ' t  do anything?" you know... That made me a n g ry . . .  Because a t  tha t 
time, I look a t  a l l  the things th a t  they can cure, th ey 're  going to  fix  
up, and then suddenly you have something in your lap th a t  th ey 're  saying 
they c a n ' t  do anything fo r , so I was angry a t  the profession I t s e l f ,  you 
know. To me, what they should say i s ,  "There's nothing we can do a t  th is  
time, but there  is  research going on a l l  the time, and hopefully in some 
years to  come, there w ill  be something for th is  d isea se ,"  you know, 
Instead of ju s t  f l a t  saying, "There's nothing th a t  can be done," 
p e r io d . . .  You know, the way a lo t  of them word i t  i s ,  "That's  the end of 
the l in e ,  th e r e 's  nothing th a t  can be done," you know.

According to  these p a t ien ts  and fam ilies , when health  care p rofessionals  were

faced with a s i tu a t io n  for which there was no known cure, they appeared to

give up. From the perspective of those l iv ing  with chronic i l ln e s s ,  th is  was

an a t t i tu d e  too harsh to  accept and too cruel to understand. For them, giving

up was not an option. Once they accepted th a t  a cure might not be possib le ,

they aimed th e i r  s ig h ts  a t  a l te rn a t iv e  goals, such as Improved q u a lity  of
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l i f e ,  symptom contro l and productiv ity . Further, they often remained

s u r re p t i t io u s ly  op tim is tic  th a t  someday a cure might be found. As one woman 

sa id , "I hope I'm in the r ig h t  lineup when the higher power says, "Okay, we're 

going to take asthma away from th is  number of people today." I hope I'm in 

the r ig h t  lineup for th a t  one (LAUGHS)." And another echoed, "Like, I'm not 

expecting a miracle, although i f  something happened I wouldn't mind."

Thus, coming to terms with chron ic ity  required these p a tien ts  and 

fam ilies to  confront a t t i tu d e s  about chronic i l ln e s s  and about the po ten tia l  

for i t s  cure . Such confrontations were conducted in the context of a socia l  

environment in which the opinions and b e l ie fs  of family, f r ien d s ,  au thority  

figures and health  professionals  were Instrumental in shaping the everyday 

experience with chronic i l ln e s s .

The c h c o n lc l ty

Having a chronic i l ln e s s  required th a t  the informants devote a 

considerable amount of energy toward maintaining th e i r  health  s ta tu s  and 

managing th e i r  emotional s t a b i l i t y ,  both of which have been re fe rred  to as the 

work of chronic i l ln e s s  (Corbin & Strauss, 1988). According to th e ir  accounts, 

coming to terms with chron ic ity  required th a t  they learn how to handle th is  

work e f fe c t iv e ly .  The following desc rip tion  w ill serve to e s ta b l ish  a 

subjective  impression of how extensive th i s  work can be and how great a burden 

I t  can represen t.

Health Maintenance Work

These ch ron ically  i l l  individuals and fam ilies described much of th e ir  

work In terms of maintaining the best level of health  tha t they were able to 

achieve with chronic i l ln e s s .  Invariably , they struggled to  maintain or to
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Improve existing levels o£ strength , comfort, symptom contro l, weight or 

mobility --  whatever symbolized health in the context of th e ir  own disease, in 

general, th is  health  maintenance work took the form of e ffo rts  a t maintaining 

general wellbeing, preventing acute episodes, and managing treatments or 

therapies.

For many p a tien ts , energy conservation was one of the most Important

components of health maintenance. Since fatigue Is a well known e ffec t of many

chronic conditions, th is  p r io r ity  was not surprising . One woman, for example,

explained how she had o rig ina lly  learned energy conservation In a Tuberculosis

(TB) sanltorlum decades before.

You had to learn to  do th is ,  In the sanatorium. You had to learn to  
pattern your day, you see. This is why you accepted what happened to you. 
You had a pattern  through the day. I t  broke the day up, so th a t I t  wasn't 
monotonous. You got up, and you handwashed, you had your breakfast, you 
had your bath - -  they bathed you — then you went out on the balcony, and 
had your re s t for two hours. You came In, you had your lunch, and 
eventually you were put out back In the balcony again for two hours. You 
came In, you had your supper. In the evening we used to ta lk , or If we 
were able to  s i t  up, we'd play cards or something, you know. So your 
whole day was planned for you, so I s t i l l  plan my l i f e ,  you see — my 
days.

As has previously been pointed out, the lives of the chronically  i l l  were

not eclipsed by the Illn ess ; ra th er, Illness  tended to create an additional

s tresso r within already complicated liv es . Thus, patien ts and fam ilies

described health maintenance as a juggling act In which each element

contributed to the to ta l  performance. One woman's words depict the complexity

of th is  juggling act for her.

Learning can only begin to  happen when you are well enough, or calm 
enough, or have enough nu trien t In you for you to stop worrying about 
basic physical existence: W hat'll I eat today? Have I got enough money 
for the mortgage? Are the kids fed and clothed? Will I not have pain 
today? Simple l i t t l e  th ings. And only when you can begin to  put some of 
those Into some kind of context, where they 're  not the preoccupying 
thoughts of the day, can you begin to  s ta r t  to ta lk  about learning what 
to do with them. How can I cope with those? What kind of context do I
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put them In? Are they on a hierarchy In terms o£ which one of them's 
most important? which one o£ them am I going to  deal with? i f  I deal 
with th is  one f i r s t ,  does I t  a l t e r  how the others a c tu a l ly  arrange? is  
there one t h a t ' s  more important than a l l  the others th a t  I'm going to 
deal with, so th a t  the o thers f a l l  in line?

Many people ta lked  of learning to  pace themselves, and to  plan everything

ahead of time, indeed pacing and planning were f e l t  by many to be e sse n t ia l

s k i l l s  in managing the work of chronic i l ln e s s .  However, few found these easy

s k i l l s  to  master. As one p a tien t  explained, "You d o n 't  know where your lim its

are , so you keep te s t in g  them a l l  the time. I t  is  l ike  the ch ild  learning to

walk, sometimes."

Another element of health  maintenance work for many informants in th is

study was manipulating finances in order to manage the costs  of I l ln e s s .  In

sp i te  of the fac t  th a t  free basic health care was availab le  to  them, many

found chronic I l ln ess  expensive. Some were unable to work or were

disadvantaged in th e i r  employment capacity . Many had add itiona l expenses for

d ie t s ,  therap ies ,  equipment or serv ices not supplied by health  Insurance, as

one mother's account i l l u s t r a t e s .

I was to ld  by h is  th e ra p is t ,  she says, " I t ' s  a shame lyour so n l 's  not 
having more therapy, because," she says "he 's  got the p o ten tia l  behind 
him." God, I almost f e l t  l ike  screaming and crying because I hadn 't got 
i t  for him. But she said she would love to see him the three days a week. 
So I fee l th a t ,  come September, we're going to  do i t  whether we've got 
the money or not. So odds are we're going to have to drop something e lse  
out of th i s  household, you know, ju s t  so h e 's  going to  get th is  therapy.

Since her p a r t ic u la r  household included four older ch ildren  on low income, one

can only imagine what such s a c r i f ic e s  might have included.

Prevention of acute episodes or health  d e te r io ra t io n  was another element

of health  maintenance work for these p a tien ts  and fam ilies . In many cases, the

only advice th a t  they were given for how to accomplish th is  was the suggestion
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th a t  they remove s t r e s s  £rom th e i r  l iv e s .  However, for most, t h i s  was a ra the r

su p e r f ic ia l  recommendation, as one woman's c r i t ic ism s  ind ica te .

There's no point in saying to someone like  myself, "You m ustn 't l ive  a 
s tre ssed  l i f e , "  you know. I mean i t ' s  very hard to  th ink of a metaphor, 
or a s im ile  th a t  you can use in saying you must now cease and d e s is t  from 
a s tre ssed  l i f e .  I f  I stop my u n ivers ity  ca ree r ,  and go in to  hibernation 
somewhere, the s t re s se s  of having given up something for nothing, with 
nothing to  f i l l  i t ,  are  going to  be probably as s t r e s s fu l !

For many of those l iv ing  with chronic I l ln e s s ,  much of the work of

preventing acute episodes included adhering to ce r ta in  d ie ta ry ,  medication or

exercise regimens prescribed by a health  care p ro fess iona l.  Again, th is  work

required a constant juggling of p r io r i t i e s  to  discover which of the

requirements were personally  applicable  and which were not. One d iab e t ic  man

described th i s  as a rea l  s tru g g le .

So i t ' s  a funny kind of s trugg le , th a t  one. But what I see the re , is  th a t  
I keep th a t  one going. I mean, I think within ourselves we have to say, 
"Okay, I 'v e  had i t  with t h i s  s h i t .  I'm doing th is  way." Or, "This works 
for me."„or, "I'm going to have th a t  chocolate bar once a week. I d o n 't  
ca re ."  I mean, I d o n 't  do th a t ,  but I know people th a t  do, i t ' s  the way 
i t  i s ,  and I respect them for i t .  What I see with me is  I keep th a t  going 
on and on and on and on. I t ' s  l ike  there is th a t  pot a t  the end of the 
rainbow, or something.

Since i t  was f a i r l y  obvious to  the Interviewer th a t  th is  p a t ie n t  was Indeed

indulging in th a t  chocolate bar he denied allowing himself, the comments

suggest th a t  figuring  out p r io r i t i e s  was, for him, a f r u s t r a t in g  in te rna l

c o n f l ic t .  For him, as for many p a tien ts  and fam ilies , fear exaggerated the

problem.

I guess, you know, I spent a lo t  of time fee ling  bad for what I wasn't 
doing, and I wasn't taking care of myself, and so a l l  these th ings, you 
know. I s ta r te d  going reg u la r ly  for eye check-ups, and I was scared. I'm 
b as ic a l ly  a chicken. I got rea l  scared, and I would l i s t e n  to  these 
lec tu res  and, "You could lose your v is io n ."  I don’t  want to  lose my 
v ision. So, okay, I overate today. Well, keep t ry in g , you know.

Even when there  was complete commitment to following the prescribed

regimen to  the l e t t e r ,  the ac tua l work Involved in doing so was often
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overwhelming, one mother ' 3  account I l lu 3 tra te3  a s i tu a t io n  th a t  was 

p a r t ic u la r ly  taxing In the i n i t i a l  s tages.

So we s t a r t  of£ with th is  kid t h a t ' s  never swallowed a p i l l ,  and has to 
take five  a day — t h a t ' s  the s t a r t e r s .  She had to  take one a n t ib io t ic ,  
two p i l l s ,  four times a day, and the other one, two p i l l s  three times a 
day, and the a n t ib io t ic s  weren't supposed to  be taken close to  the meals, 
you know — the usual. I mean, i t ' s  impossible. I t  c a n ' t  be done, th e re 's  
no way. Came home, I s a t  down with a piece of paper, and I had to  write 
down every hour of the day, and I 'd  put in the (medications], and the 
vitamin, th a t  was easy, and then I took those other ones, and t r i e d  to 
figure i t  out. I t  was like  I was driving a j e t  plane, the d ia l s ,  and a l l  
t h i s .  You know, I t  was so boggling, r e a l ly .  Now, i t ' s  nothing, you know, 
i t ' s  ju s t  nothing. You go in, you give them to her, or you figure out and 
you give them to her, and th e re 's  no problem.

In many cases, o rchestra ting  coordinated serv ices , preparing r e s t r ic te d  d ie ts

or managing regular therapy sessions presented these p a tien ts  and families

with an almost impossibly complex managerial assignment.

Thus, the work of preserving the health  they had, of p ro tec ting

themselves agains t the event of acute episodes, d e te r io ra t io n  or secondary

e f f e c t s ,  and of following treatment plans was s ig n if ic a n t  for most of the men

p a tien ts  and fam ilies in th is  study. For them, chronic i l ln e s s  was indeed very

hard work!

Emotional Work

The second general category of work a r t ic u la te d  by these informants 

involved the work required to regulate  th e i r  emotions, to pro tec t themselves 

and th e i r  fam ilies against excess depression or anxiety , and to prepare 

themselves for the fea rfu l  events tha t were an tic ipated  in the course of the 

d isease . This emotional work was described with a t  le a s t  as much passion and 

d e ta i l  as was the health  maintenance work, suggesting i t s  s ign if icance  in the 

o vera ll  scheme of things for these informants.

As would be expected, chronic i l ln e s s  confronted many people with a
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source of extreme emotional d i s t r e s s ,  p a r t ic u la r ly  in the ea r ly  s tages. The

explanation of one mother of a child  with cys tic  f ib ro s is  i l l u s t r a t e s .

At the beginning, 1 guess you're ju s t  abso lu tely  wringing your hands and 
in tea rs  a l l  the time. You ju s t  c a n ' t  bear th a t  th is  is  my daughter or 
even th a t  i t ' s  happened. And a f te r  a while you s t a r t  l iv ing  with i t  and 
then, l ik e  I ju s t ,  If  she gets r e a l ly  s ick , in s ta n t ly  I w ill be wringing 
ray hand3 . I would consider — I d on 't  know even i f  I could belong on th is  
ea r th . T hat 's  how I feel about th ings. I c a n ' t  r e a l ly  cope with the idea 
of i t  happening and yet i f  I keep ta lk ing  of the time when you know i t  
w ill happen, I guess you're so r t  of, as people get s icker maybe you're 
ready for i t  I d o n 't  know how people do i t .  But like  I c a n ' t ,  you c a n ' t  
live  in th a t  intense s ta te  of worry, even for a year. I mean you cou ldn 't  
go through your day i f  you're as worried as you were i n i t i a l l y .

While not a l l  of the men and women in th is  study were faced with p o s s ib i l i t i e s

as d ra s t ic  as the death of a ch ild , the In ten s ity  of th e ir  worry was a lso

quite  extreme. For some pa tien ts  and fam ilies , the emotional ro l le rco as te r  of

chronic i l ln e s s  was driven by events in the pattern  of ch ron ic ity , as one

mother's experience suggests.

And I suddenly rea l ized ,  l ike  I 'v e  been in control for so long, like  
every th ing 's  fine and I do ju s t  marvelously, because sh e 's  doing well.
And as soon as she doesn 't  do well, everything f a l l s  ap a r t .  Like I ju s t  
crumble r ig h t  up. I t ' s  ju s t  like I'm back ju s t  s ta r t in g  a l l  over again, 
try ing  to  deal with i t ,  and I only do well because sh e 's  doing okay... 
Like I only can cope with i t  because i t  i s n ' t  v is ib ly  doing anything to 
her r ig h t  now.

Others pointed to  the unrelenting nature of th e i r  pain or discomfort as the

cen tra l  emotional t r ig g e r .

I'm a c tu a lly  quite  amazed how i t ' s  affected  me. And the big thing about 
i t  is th a t  I 'v e  never had chronic pain before, and what I re a l ly  notice 
about i t  i s  how i t  can make you quite  emotionally upset. I mean, I guess 
I'm t i r e d  anyway, but ju s t  having th a t  constant ache there , ju s t  can 
r e a l ly  make you teary-eyed. And sometimes I ju s t  think, "Oh, why doesn 't  
th is  s t r e s s  go away, you know? Why doesn 't  i t  ju s t  go away? Why doesn 't  
I t  ju s t  leave?"

Life events secondary to  the chronic i l ln e s s  could themselves become a major

source of emotional d i s t r e s s ,  as one informant noted.

A lo t  of people are coping with [ I l ln e s s  using] liquor, and pot, and 
shrinks. They're coping day by day, ju s t  ge tt ing  through, oh, i t ' s  a
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horr ib le  thing t h a t ' s  happening to people. Awful. They've lo s t  husbands, 
they've lo s t  wives, they've lo s t  everything, some people — i t ' s  ju s t  
awful what's happening. And th ey 're  p e rfec t ly  nice, Innocent people th a t  
ju s t  have circumstances. Awful th ings.

Among the many emotional responses described by p a tien ts  and fam ilies ,

s e l f  p i ty  was seen as p a r t ic u la r ly  dangerous. As one individual re c a l led ,  "You

could deal a lo t  in s e l f  p i ty  a lo t  in th a t  time, and I know I could wallow in

i t  i f  I wanted to . But you c a n ' t  a fford  th a t  luxury I think because you make

yourself i l l  in the p rocess .” Another fr igh ten ing ly  common response to chronic

il ln e s s  was depression, as one woman's account I l l u s t r a t e s .

I was thinking tha t the other day. Yes, I was thinking, "Why d o n 't  I 
smile and laugh more? Why c a n ' t  I? Why c a n ' t  I be more joyous about 
things? Why c a n ' t  I look out?" And I t r y  to take pleasure from the bird 
feeder which I love, and want to  feed. And the very next minute the cat 
w ill come home with a bird in i t s  mouth and th a t  w ill  bring me r ig h t  back 
to my sadness and I think well, why perhaps I caused th a t  by having the 
bird feeder there . I keep having those negative thoughts.

As one man's account revealed, depression often  resu lted  from disappointments

about symptom management procedures.

But, you see, th e re 's  always so many disappointments th a t  th e re 's  a 
tendency to give up, because th is  thing th a t  I'm try ing  to do - -  a new 
approach, a new doctor, a new something, and i t  doesn 't  work — then you 
jus t  get depressed again. And because you counted on i t ,  you had hoped 
tha t  i t  was going to be improved. And when i t  d id n ' t ,  then you ju s t  get 
depressed and down again.

Depression was a lso  a common response to the losses associated  with chronic

i l ln e s s ,  as another p a t ie n t 's  comments i l l u s t r a t e .

You know, I wanted to  get married, I got married. I was so happy, I was
ready for a family, and s tu f f  l ike  th a t .  And i t  a l l  went down the d ra in .
And now you think is i t  a l l  worth i t?  Is i t  a l l  worth i t ?  Is everything 
worth i t?  And why did i t  happen to me? You s t i l l  ask, why did i t?  Why 
did i t?  Why did i t?  There's gotta  be a way out of i t ,  though. I know
th e re 's  a way out of i t .  I t ' s  ju s t  tha t  you have to keep on doing i t .
There's gotta  be a way out of i t .  I haven 't found any way y e t.  I 'v e  been 
looking for about five years.

In fa c t ,  many of the informants in th is  study reported episodes of depression

so severe th a t  they contemplated suicide or welcomed the p o s s ib i l i ty  of death.
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The memory of one woman i l l u s t r a t e s  an extreme despair in which death seemed a

d is t in c t  p o s s ib i l i ty .

In fa c t ,  I went to  bed one n igh t, and I ' l l  never forget the n ight, and I 
decided th a t  I have to  get up and write each one of the children a 
l e t t e r ,  because I know I'm going to  die before the n ig h t 's  over. I f e l t  
th a t  awful. I was th a t  s ick . Oh, I was th a t  s ick . I was s t i l l  walking 
around. My v is ion  was very bad a t  th is  time — very, very bad. My v ision 
was — well, i t  was dangerous for me to go anywhere. And the numbness, 
and the t in g l in g ,  and everything, even pains in my leg — i t  was re a l ly  
bad. And I thought, you know, t h e y ' l l  not remember me, some of them are 
too young to  remember me, e spec ia lly  [my son], he was r e a l ly  young then, 
he was only f ive , I th ink , and [my daughter] was seven. And I thought I 'd  
b e t te r  write and t e l l  each one, you know. You know what? I was too t i r e d  
to get up and do th i s ,  and for some reason I got up and functioned the 
next day. But I 'v e  gone downhill many times like  th a t ,  whether i t ' s
emotional, or physical, I'm not sure .

Another dimension of the emotional work described by many of these

p a tien ts  and families was dealing with fear and anxiety . Predictable changes

in the course of the d isease provided a focus for intense worry, as one

woman's thoughts i l l u s t r a t e .

I do wonder i f  t h e r e ' l l  come a time when I w ill become wheelchair bound. 
Where my fee t hurt so much tha t I c a n ' t  walk or my hands hurt so much 
th a t  I c a n 't  l i f t  th ings, you know. I wonder i f  th a t  time w ill  ever come 
because my jo in ts  are g e tt ing  sorer and sorer and my feet do get so bad 
th a t  some days they re a l ly  hurt and my knees hurt .  And I wonder 
th a t .  That crosses ray mind. In some sense, i t  may sound strange, but I 
think of I t  in a sense of — as a glving-up a t t i tu d e .

In some cases, preoccupation with p o s s ib i l i t i e s  for the future produced acute

anxiety . One woman described her e f fo r t s  to  t r y  to reduce such preoccupation

for both herse lf  and her i l l  daughter.

You could r e a l ly  have a miserable l i f e  by hovering and being so aware of
being sick — like  she i s n ' t  s ick ,  l ike  — so why are you going to  do 
th is?  Don't do th is  to us, l ik e .  And then I ,  her s i s t e r  and I used to  
say these things to [my daughter]. Only I wasn't doing i t  a t  a l l  r ig h t .  
Like, I was t e l l in g  her not to  do th a t  but I was worrying every day. But 
now a c tu a l ly  I re a l is e  I d on 't  worry every day e i th e r ,  because like  I'm 
even taking my own good advice! You know, I guess i f  you ju s t  t e l l  
yourself something enough times then, like  you say, I d on 't  know how 
long, how far th a t  w ill  get me i f  something goes wrong. I think I ' l l  go 
back to square I again, but, while every thing Is going well tha t  gets me 
th rough ...  Someone e lse  said th is  same thing to  me. All of a sudden they
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re a l ise d  they w eren 't  th inking about i t .  well f i r s t  of a l l  they s ta r te d  
thinking about I t  every minute, then i t ' s  every five minutes, and then 
I t ' s  every hour and then, you know, you can a c tu a l ly  go a day or two 
without r e a l ly  considering i t !

The most vivid accounts of such anx ie t ies  r e f l e c t  those of parents for the

fu tures  of th e i r  c h ild ren .  For example, one mother contemplated the worst case

scenario  for her daughter.

You know, you never know what other people are th inking, l ike  I'm sure 
everybody loves th e i r  ch ild  — I mean, not everybody, I know some people 
are  weird, but most people, they love th e i r  c h i ld ,  and you 're  so 
p ro tec tive  of your c h i ld .  To lose her, I ju s t  — and i t  i s n ' t  even the 
losing of her. I d o n 't  even want her to  su f fe r .  Like I ju s t  cou ldn 't  bear 
for her to  be in such desperate s t r a i t s .  The thought of her gasping, and 
choking for a i r  — i t  paralyzes me. Like I cannot deal with th a t!  I 
d o n 't  know how, i f  I ever have to  deal with I t  — God, hope I d o n 't !  I 
d o n 't  know how people deal with i t .  Like I do not know how they can cope 
with th a t .  You know, ju s t  so r t  of being sick I could deal with, but the 
horror of i t  is  ju s t  awful.

Another mother talked of the p robab ili ty  th a t  her son would begin to

understand what the fu tu re  held in s to re  for him, and prepared h e rse lf  for

th a t  ev en tu a li ty .

I would imagine, without wishing i t ,  you know, th a t  in the next year or 
two, c e r ta in ly ,  th a t  he 's  going to have the death of a fr iend  th a t  has 
h is  d isease . And then the penny's going to drop, you know, with him 
knowing why they have died - -  and re a l iz in g  th a t  he has th a t  same 
condition . So I presume t h a t ' s  what, you know, is  going to  happen in the 
next year.

While some p a t ie n ts  and fam ilies found i t  helpfu l to avoid thinking about

such dreaded p o s s i b i l i t i e s ,  o thers believed th a t  being prepared for even the

worst outcomes was e s s e n t ia l  to  maintaining emotional health  in the meantime.

As one woman reported , such preparation was pa in fu l,  but necessary. She had

turned to published autobiographical accounts as a source of information about

what the worst outcomes e n ta i le d .

I found i t  very hard to  read, but I f e l t  l ike  I need to  know. And I don 't  
l ik e  i t ,  but I fe e l  l ik e  you have to  know. Like I d o n 't  think you should 
be kept t o t a l l y  in the dark, because then i t ' s  too much of a shock i f  
th ings went wrong.
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The emotional work Involved In chronlclty , therefore Included a wide range o£ 

experiences in managing emotional d is tre s s , preventing depression, and 

overcoming anx ieties about the fu ture.

The accounts these pa tien ts  and fam ilies gave of th e ir  emotional work 

also  featured the ro le  th a t health care professionals played In e ith er 

fa c i l i ta t in g  or Inh ib iting  emotional expression. Some people found individual 

health care providers to be excellent sources of support and guidance In th is  

regard. However, a great many others reported th a t the a ttitu d e s  and theories 

of the professional health care providers had sometimes exacerbated the 

d if f ic u l t ie s  and made the emotional work more perplexing. One woman's 

explanation of her attempts to provide emotional support to her adult son with 

IBD re f le c t  an example of such unhelpful a tti tu d e s . In th is  case, she was 

firmly convinced th a t prevention of depression was c r i t ic a l  to his s ta te  of 

health .

He never gets down. I mean, we never le t  anybody get depressed In our 
house, because, I mean, i t ' s  not the answer to anything. And th is  is  
something I ' l l  argue with the social w orker... When I could see i t  was 
rea lly  bad, I thought well, I ' l l  have to do something about th is .  I 
re a lly  braced myself when I 'd  go In. And I 'd  bawl him out. (SPEAKING 
SOFTLY) I would bawl him out, and t e l l  him he came from a line of people 
th a t weren't people th a t gave up, and he'd b e tte r But anyway, I 'd  
t e l l  tmy sonl i t  wasn't in his genes to be a giver-upper, you know? And 
I wasn't gonna allow i t .  And he could s i t  there , and pretend a l l  he 
wanted to the nurses, and the doctors, but he wasn't fooling me, and he 
ju s t had b e tte r  buck up (LAUGHS). I d id , I re a lly  would bawl him out, you 
know, and the tears would come to his eyes, and I sa id , "You're not 
getting  away with a th ing. I'm going downtown now, and when I come back, 
there ju st b e tte r be a smile on your face," whatever, you know. And I 'd  
see th a t he was comfortable, whatever he needed, but then I 'd  go 
downtown, and I 'd  buy a gold coin, and then I 'd  come back — put I t  in 
h is palm, and we'd have a cry, and I t  would be a l l  over.

in co n trast, she discovered that many health professionals did not approve of

such an approach, as the following events I llu s tra te d .

I was going to say th a t when they asked me to speak a t  th is  society  — 
the Northwestern Society — I said no. Another woman had spoken, and she
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was a soc ia l  worker a t  the h o sp ita l ,  and she was ta lk ing  about p a t ie n ts ,  
and she was saying th a t  i f  a p a t ien t  is depressed th a t  her way of 
t re a t in g  i t  was ju s t  to  leave them, and l e t  i t  run i t s  course. And I got 
up and spoke, and said th a t  my way of dealing with i t  was to  face up to 
i t ,  and face i t ,  and deal with i t  r ig h t  then and the re . And a f te r  I 
spoke, a couple of mothers came up to  me and they sa id , "we never have 
met anybody th a t  we could ta lk  to ,  because nobody knew what we were 
ta lk ing  about. Ve cou ldn 't  explain to  our fr iends , r e la t iv e s .  They d id n ' t  
know what we vere ta lk in g  about. They d id n ' t  understand." And she sa id ,
"I never knew anybody th a t  went through what I went through, and spoke 
about i t . ” 'Cause I to ld  i t  ju s t  the way I to ld  you, and she sa id  - -  one
mother said to  me, "I d e a l t  with the depression of my son exactly  the way
you d id ,” she sa id . "There's no way th a t  I was going to  stand and see him 
being depressed," she sa id .  "I brought i t  out in the open, and talked to 
him about i t . ” I d o n 't  know how she d ea lt  with i t ,  but I knew how I did,
and i t  worked. I mean, i t  was over, and you can t e l l  when a person 's
depressed, or when th e y 're  not depressed. And to  leave them, and l e t  them 
work through i t  — they haven 't got the s treng th  to  work through i t .

Thus, her experience gave her confidence th a t  her in te rp re ta t io n  was shared by

others Involved in a s im ilar chronic i l ln e s s  experience even though i t

contrad icted  th a t  of the professionals  Involved.

In addition to  holding incompatible ideas about what ought to co n s ti tu te

the emotional work of chronic i l ln e s s ,  many p a tien ts  and families found health

care professionals  quite  unsupportlve of what chronically  i l l  people were

going through, as one woman's account i l l u s t r a t e s .

I got a new physio therap ist.  I think sh e 's  a p e r fe c t io n is t .  She doesn 't  
understand chronic i l ln e s s .  She upset me something awful. The f i r s t  time 
when I thought, oh, maybe sh e 's  going to  work out, 'cause she caught on 
to  d if fe re n t  muscle weaknesses and things I must strengthen and th a t ,  but 
she was c r i t i c a l  the whole time. Nothing positive  came out of her mouth. 
And I f e l t ,  well, gee, sh e 's  up on i t  so I ' l l  give her another chance, 
even though I f e l t  kind of down a f te r  I l e f t  her. P e lt  l ike  a lazy — you 
know — for a whole week. Vent again, and when I got out of there  I was 
going to my husband's car ,  I burs t into te a r s .  I f e l t  like  a scolded 
ch ild  the whole time I was th e re .  Yeah. She ce r ta in ly  has no empathy 
whatsoever with the chron ically  i l l .  So I phoned the head of physio, and 
I to ld  her, and I thought she should have a ta lk  with her, or keep her 
ears and eyes open and l i s te n ,  when sh e 's  with people like me. Ve need 
p ra ise ,  we d o n 't  need c r i t ic ism .

Such Instances were unfortunately  common in the experience of the Informants

and re su lted  in th e i r  frequent conclusion th a t  health  professionals did not
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particularly care, as one young woman expressed i t ,  "i don't think they really  

appreciate  what I t  £eels like  to  be chronic ."  While these p a tien ts  and 

families did not expect health  care professionals to  take on the emotional 

work of ch ron ic ity , they found I t  qu ite  f ru s tr a t in g  th a t  th e i r  own work so 

often  went unrecognized.

I think probably the e a s ie s t  way to  cope through anything like  th a t  is  to  
have some support, and somebody who understands — whether i t  be your 
doctor, or you have to  get i t  elsewhere - -  but ju s t  a l i t t l e  b i t  of 
understanding instead of the e te rn a l ,  "Well, I d o n 't  want to  hear about 
i t . "

Thus, the accounts i l l u s t r a t e  th a t  ch ron ic ity  is  characterized by health  

maintenance and emotional work, and th a t  th is  work is  of major concern to 

chronically  111 individuals and th e i r  fam ilies . They fu rther point out the 

extent to which th is  work is ca rr ied  on outside of formal health  care, and, a t  

times, is  made more d i f f i c u l t  by a t t i tu d e s  and b e l ie fs  o rig inating  within the 

health  care system.

Acute Episodes in Chronicity

In some chronic i l ln e s se s ,  episodes in which the p a t ie n t 's  health  is  more 

compromised than usual may occur. In other chronic i l ln e s se s ,  there are 

planned periods of time, such as su rgeries ,  in which the p a t ie n t 's  health  

s ta tu s  is ra d ic a l ly  a l te red  temporarily. In yet other chronic i l ln e s se s ,  

res is tance  is  s u f f ic ie n t ly  compromised th a t  the p a tien t  can suddenly become 

quite  i l l  with such common "everyday" conditions as seasonal colds and 

influenzas, as was evident from the discussion on pa tte rns  of chron ic ity , 

acute episodes are  often qu ite  d is rup tive  and d is tu rb ing  for those involved.

In th is  d iscussion , the accounts of informants w ill  explain what acute 

episodes mean in the context of chronic i l ln e s s .  Further, they w ill  focus
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s p e c i f ic a l ly  on h o sp ita l iza t io n  as a p a r t ic u la r ly  problematic event th a t  often

shapes the meaning of acute episodes for those with chronic I l ln e s s .

M anaging A cute E p iso d es

From the perspective of pa tien ts  and th e i r  fam ilies , acute episodes were

a dramatic departure from the experience of l iv ing  with chronic I l ln ess  on a

day to  day b as is .  In an acute episode, symptoms were exaggerated or d i f f e r e n t ,

bodily cues were a l te red ,  and emotional reactions were extreme. The

reco llec t io n s  of one young man with IBD are a dramatic i l l u s t r a t io n .

And one n igh t, I remember I was in bed, and the d iarrhea was s t i l l  bad --  
25 times a day, my legs were swollen, and s tu f f ,  and I was lying th e re , 

and a l l  of a sudden I s ta r te d  hearing l i t t l e  c h i ld re n 's  voices, 
screaming, and laughing. And then I ha llucinated  hands f ly ing  through the 
cu rta in s  - -  wind - -  and ray heart s ta r te d  to pound. And I never saw my 
chest move out so much in my l i f e .  I thought I was gonna d ie .  I r e a l ly  
d id , because my chest was pumping, my heart was going, and I looked down, 
and I cou ldn 't  believe I t ,  th a t  my chest could move out th a t  fa r .  And I 
figured I t  was gonna stop , In s tan tly , in the next beat. The room s ta r te d  
changing co lor, i t  went from orange, to  red, and then to  b righ t white, 
and I lay there going, "This Is I t .  I'm gonna d ie . ' '  And for some reason 
I sa id , "No, I'm not gonna d ie ,  I got control over th is  th ing , I t ' s  not 
happening to  me. I am the one th a t  says when I'm gonna d ie ,"  and s tu f f  
l ik e  t h i s .  And I t r i e d  to  th ink, "Relax. Calm down. Breathe." And I 
s ta r te d  to breathe. I t r ied  to breathe rhythmically and ju s t  close my 
eyes, and l i e  the re . And then the heart s ta r ted  to  slow down a b i t  more, 
and brought I t  a l l  back down, and everything was quiet again.

For many people l iv ing  with chronic i l ln e s s ,  acute episodes a lso  provided

v is ib le  markers of disease progression. One woman, for example, found h e rse lf

measuring her c h i ld 's  progress in terms of the length of time between

h o sp i ta l iza t io n s .

Like I thought 18 months, so I was waiting for another 18 months... But 
a l l  of a sudden, a f t e r  s ix  months they said they would put him in, and I 
thought, "Six months! Sh it ,  you know, t h a t ' s  cu tt in g  I t  down a lo t ,  you 
know." I t ' s  a wonder I d id n ' t  freak o u t . . .  I thought holy, does th is  mean 
t h a t ' s  h e 's  two-thirds as bad? Like so r t  of a mathematical formula you 
dig up for th a t .

In add ition , acute episodes required th a t  p a t ien ts  and fam ilies 

re linqu ish  the usual control they exerted over th e i r  l ives  and th e ir  health
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care. As one man explained, "In acute s i tu a t io n s  you are out of con tro l.  The 

c r i s i s  takes over. And i f  i t  r e a l ly  is  acute you are in no position  to  argue 

and n eg o tia te ."  Another p a t ie n t  explained a s im ila r  phenomenon.

I t ' s  a b i t  l ik e ,  I guess, going to church I f  you have a rea l  problem. All 
of a sudden you want to  hope p re t ty  s trong , you know. You know, you might 
be an agnostic , but you s t i l l  a l l  of a sudden want to  hope again. And 
th a t  same fee ling  happens when an emergency comes up, you know. You put 
a l l  your old t r a d i t io n a l  value fee lings  in to  th a t  doctor a l l  of a sudden 
to  do something, you know.

Thus, they explained the s h i f t  in control as something th a t  they allowed to

happen because of the emergency nature of the event.

No matter how much you know up here (LAUGHS), when you 're  lying is  th a t  
emergency room, and you got pain, whoever comes in there — you believe 
'em, you know. You d o n 't  say, "Well now, l e t  me think what he should be 
doing" (LAUGHS). You d o n ' t .  You ju s t  say, "Take care , th e re 's  something 
wrong with me, and I'm t ru s t in g  you to  take care of i t . "

In add ition , they explained th a t  a ssertiveness  was extremely d i f f i c u l t  when

one was fee ling  s ick .

I find th a t  when you 're  r e a l ly  sick you 're  not in an argumentative mood. 
You d o n 't  fee l  strong  within yourse lf ,  you ju s t  do, s o r t  o f, whatever 
anybody t e l l s  you to  do. I find th a t  when I'm healthy, l ike  when I'm out 
of the h o sp i ta l ,  l ike  now, I could go and ta lk  to a doctor, or I could 
argue with anybody, and i t  wouldn't bother me, but I find i t  r e a l ly  hard 
to argue when I'm s ick .

Because they recognized th e i r  own in a b i l i ty  to  remain in charge of

decisions during an acute episode, many p a tien ts  made arrangements for others

to  a s s i s t  them in the event. One young man explained such a s tra tegy .

Lately, I 'v e  been able to  say to Mom and Dad i f  I'm gonna have an
operation, l ik e  th is  l a s t  o n e . . . i s ,  "You take charge, you keep an eye on
what's happening to  me." Because I c a n ' t  look a f te r  myself, but I feel 
th a t  I need somebody looking a t  me. I c a n ' t  t r u s t  th i s  hosp ita l .  And the 
s t a f f . . . I  know from my past experience, I know the way I think r ig h t  now, 
and I know the way I think when I'm s ick ,  and i t ' s  not quite the same. I 
know I'm not as outgoing and as able to argue, to stand up for my own
r ig h t s .  When I'm s ick ,  I l e t  people walk a l l  over me.

In add ition , those p a t ie n ts  most inclined toward acute episodes often  sought

so lu tions  th a t  would prevent the complete dependence th a t  acute i l ln e s s  seemed
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to  demand, one woman, for example, was able to  find a physician who would

respect her knowledge of her condition no mutter how sick she became.

I would t r u s t  Dr. N far more out of a l l  of them, ’cause he 's  been through 
quite  a few c r is e s  with me, and h e ' l l  walk in and say, "How much 
[medicine] do you need th i s  time?’’ And I go, "God, I'm not sure . L e t 's  
t ry  with five (milligrams of the drug], and i f  i t ' s  not enough w e 'l l  jump 
i t  to  te n ."  So when you get a doctor l ik e  th a t ,  t h a t ' s  about as close as 
you can get to heaven!

Considering the natura l d i s t r e s s  th a t  an acute health  problem would crea te  for

anyone, acute episodes in chronic I l lness  were fr ightening and anxiety

producing. Further, because they induced a dependency th a t  was quite  d if fe re n t

from th e i r  usual chronic i l ln e s s  work, such episodes were a highly

d isconcerting  element in the chronic i l ln e s s  experience.

Dealing with H osp ita liza tions

For many p a tien ts  and fam ilies , one of the most fr ightening fea tures  of 

an acute episode was th a t  i t  placed them in a position  of having to submit to 

h o sp ita l iza t io n .  As one man re c a lled ,  "I wanted to  be normal. I d id n ' t  want to 

get exhumed into th a t  system again. So I f r a n t ic a l ly  t r ie d  to  stop i t  but i t  

ju s t  kept coming. I t  got worse." In many instances, fear of the hosp ita l was 

the re su l t  of awareness th a t  they could exert l i t t l e  control over who would 

look a f te r  them and what decisions they might make. One woman's comments 

i l l u s t r a t e .

I'm ju s t  hoping and praying to God th a t  nothing happens th a t  I w ill  have 
to go to h o sp ita l ,  because I might get sent to [the local]  Hospital, and 
some knife-happy surgeon is  gonna have me in the OR [operating room] 
before I can even blink an eye.

In add ition , hosp ita ls  represented places where pa tien ts  were often prohibited

from carrying on th e i r  normal therapeu tic  regimens, as one woman's account

i l l u s t r a t e s .

I d on 't  go into h osp ita l  and have them take my p i l l s  away. Never! Never! 
Through experience again, by ge tt ing  the wrong drugs, and not ge tt ing
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them when I need them. You know, doctors like  to put you — or nurses, 
h osp ita ls ,  per se, l ik e  to put you on four-hour schedules, six-hour 
schedules, you know. Well, with myasthenia you c a n ' t  do th a t .  I need my 
p i l l s  every hour — every hour, every two hours, sometimes every seven, 
you know — who knows. I c a n 't  t e l l  when. I ju s t  know inside me when I 
need to  take them.

While losing control over the pacing and planning of da ily  routines was

d i f f i c u l t  for a l l  p a t ie n ts ,  i t  seemed espec ia lly  problematic for the parents

of chronically  i l l  ch ild ren . One mother's account explains her concerns.

The la s t  time when he was in hosp ita l he was in a room with — I think 
there were four of them, and often they would be like  older boys, teenage 
boys - -  who, of course, could watch shows th a t  I would not l e t  (my son! 
watch a t  home — who could stay  up la te r  than I would like  [my son] to 
s tay  up. And I had no control over (my son), you know, where he was 
l iv in g .  Or even i f  I d id n 't  want him to be watching TV, anything even, 
you know, ju s t  watching cartoons a l l  the time, you know. If  I wanted to 
go there th a t  I would ju s t ,  ju s t  like I would be a t  home, i f  he was 
watching our TV, enough's enough, you know, like  l e t ' s  get on with 
playing a game, reading a book, going for a walk, you know, whatever, 
ta lk ing , you know, but ju s t  not ju s t  watching the TV. well, you cou ldn 't ,  
because maybe the other k id 's  mother wanted something d i f f e r e n t ,  you 
know. I t  was ju s t  re a l ly  h a r d . . . .  And yet, in other ways, the kids are 
allowed a lo t  more freedom than they would have, you know, a t  home. Like 
they can run up and down the h a l ls ,  and scream and y e l l ,  and fooforah 
around a lo t ,  you know. Whereas I think, you know, t h a t ' s  not the place, 
you know. That 's  not the place to  be doing i t .  But i t ' s  not my house, you 
know. I t ' s  the hospita l s t a f f ' s  house, and, of course, the rule of the 
house changed with s h i f t s  too.

Adding to these problems with loss of con tro l,  hospita l experiences were

often reminiscent of the time prior to diagnosis when nothing was explained to

these p a tien ts  and fam ilies and no one took re sp o n s ib i l i ty  for making sure

they understood what was happening. In the hosp ita l ,  they were often subjected

to the whims of whatever health  professionals happened to be on duty and the

to routines by which the hosp ita l functioned. Even worse, some pa tien ts  and

families believed th a t  hosp ita ls  subjected them to add itional th rea ts  to th e ir

health , as one man explained.

I was a fra id  to  be in there , to have them jeopardizing my wellbeing. And 
i t ' s  too bad to fee l th a t  way, but I very much d o . . .  You know how some 
people get in the hospita l and they s t a r t  with one thing and they wind up
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with a whole bunch o£ others - -  they catch a secondary Infection  and so 
on. I t  gets  fr igh ten ing!

According to  many of these people, general hosp ita ls  were not planned with

chron ica lly  i l l  people in mind. For example, one woman complained of how

d i f f i c u l t  i t  was for her to  manage the beds in the general h o sp i ta l .

Now, If  you go Into another general h o sp ita l ,  thuy put the bed down, but 
i t ' s  s t i l l  not low enough to  stand th e re ,  and put your behind on the 
m attress. You have to  s tep  up onto a s tep  s too l to  get in to  bed. Well 
t h a t ' s  not too easy. But {the re h a b i l i ta t io n  hosp ita l]  is  more geared for 
i t  — for people l ik e  us. But most general hosp ita ls  a r e n ' t ,  'cause they 
don 't  s top and th ink . But you have to  l i f t  your fee t  up, and then a 
second foo t,  and balance yourself to get on th a t  bed. And e sp ec ia l ly  for 
someone with HS, t h a t ' s  r e a l ly  wearing.

Others noted a sharp discrepancy between the eagerness of hosp ita l  s t a f f  to

gather pa tien t information and th e i r  w illingness to u t i l i z e  th a t  information.

One mother's f ru s t r a t io n  was evident In her s to ry .

So they were gonna do a bronchoscopy next morning. Got her admitted, the
nurses came round with th e i r  handydandy assessment form, which has 
everything from Day One to  Day whatever i t  was. And there was th is  
wonderful nice ha lf  page which sa id ,  "Do you have any concerns now about 
your c h i ld 's  care th a t  is  r e a l ly  bothering you?" And I wrote in there  
th a t  I was r e a l ly  concerned, because my kid is  a l l e r g ic  to a l l  kinds of 
th ings , and t h i s ' l l  be the f i r s t  time she has a bronchoscopy. She's going 
to be g e t t in g  an a n aes th e t ic ,  and I'm r e a l ly  concerned, th a t  sh e 's  gonna 
have, you know, a reac tion  to  the anaes the tic .  Do you think anybody ever 
came back and talked to  me about tha t?  No-o-o s l r r e e ,  you know. So,
th a t ' s  the kind of th ing  I mean. I t  seems like  th e re 's  a l o t  of
procedures th a t  people f l i p  th e i r  way through, but they d o n 't  mean 
anything. I often think back on th a t .  I think why bother having th i s  
form, you know, i f  you 're  not going to a ttend  to i t ,  you know. So i t ' s  
s i l l y  having information whether on whether she was breast or formula fed 
when she was two months.

Several of the p a tien ts  and fam ilies believed th a t  hosp ita l  s t a f f  tended

to be p a r t ic u la r ly  suspicious of chron ically  i l l  p a t ie n ts .  In some cases, they

a t t r ib u te d  th i s  tendency to  the g rea te r  fa m il ia r i ty  of such p a t ien ts  for

hosp ita l rou tines , as one p a t ie n t  explained.

Well, you can t e l l  the d iffe rence  in the h o sp ita l .  As soon as you ta lk  
with a p a t ie n t ,  you know whether th is  is  his  f i r s t  t r i p  into the 
h o sp ita l ,  or whether they 've  been around a while. And a lo t  of the nurses
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are r e a l ly  intimidated by the ones who've been around a while, because 
i t ' s  th e i r  only sec u r i ty  about them selves.. .  I think a lo t  of the q i r l s  
get r e a l ly  in tim idated.

For those p a tien ts  who required repeated h o s p i ta l iz a t io n ,  "learning the ropes"

was an Important matter. One young mother remembered the process th is  way.

That was r e a l ly  scary , the f i r s t  experience going in the h o sp ita l ,  you 
know. I mean, you have no idea what protocol i s ,  or what, you know, ju s t  
the order of business each day. And i t ’s a i l  a learning experience, day 
to  day t r i a l  and t r ib u la t io n ,  you know. And i t  d o esn 't  take long to
figure  out the ropes, and th e r e 's  a lo t  of th ings th a t  go on in the
hosp ita l  th a t  i f  somebody could ju s t  s i t  down with you the f i r s t  day and 
l i s t  them a l l  o ff ,  i t  would be a lo t  eas ie r  experience than try ing to  
find them out. You know, even parking, in the h o sp i ta l ,  I d id n ' t  know
th a t  you could pay your three  d o lla rs  and get a re tu rn  th ing , while I was
paying every time I went in and out! You know, I was doing tha t for a 
week and a ha lf  before I found out, you know. And then we [parents] got 
the hang of i t ,  so we were switching t ic k e ts  o ff  so th a t  whoever was 
going out could come in with the next one, you know.

Even when they had learned the ropes with regard to  h o sp i ta l iz a t io n ,  many

pa tien ts  and fam ilies reported th a t  they could not f u l ly  p ro tec t  themselves

from the devasta ting  e f fe c ts  of the experience. Therefore, many t r ie d  to

postpone h o sp i ta l iz a t io n  for as long as was possib le .  When h o sp i ta l iz a t io n  was

inev itab le ,  however, some p a tien ts  re l ie d  on unique preparation  s t r a te g ie s .

One man's s tra teg y  i l l u s t r a t e s  a p a r t ic u la r ly  c rea tiv e  approach.

I d o n 't  want them to  see I'm angry, nine times out of ten . I ju s t  turn 
in to  nothing, you know. For a c e r ta in  period of time, when I go into the 
h o sp ita l ,  I prepare myself in th a t  th is  d o esn 't  e x i s t .  I t ' s  not me. I t ' s
ju s t  a body th e y 'r e  gonna deal with for X amount of time. I say very
l i t t l e  to anybody, i f  anything, you know (LAUGHS). Ju s t  keep my mouth 
shut — put up, shut up — r ig h t  through the h o sp ita l  s tay . And then come 
out, and deal with me. I come out, and I'm human again , you know. I'm 
allowed to  cry - -  I'm allowed to  hurt.  In th e re ,  I d o n 't  'cause I c a n ' t .

The vivid desc rip tions  these chron ically  i l l  ind iv iduals  and th e ir

families gave of th e i r  experience with acute episodes reveals  the extent to

which such episodes Influence the experience of l iv ing  with a chronic i l ln e s s .

For those pa tien ts  and fam ilies in whom acute episodes occur, the health  care

encounters they represent are c le a r ly  s ig n if ic a n t  in charac te riz ing  acu ity  in
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chronic I l ln e s s .  Acute episodes are  often Intensely dramatic and a l t e r  many

aspects of the control people exert over th e i r  l ives  and th e i r  health , i t  Is 

d i f f i c u l t ,  the re fo re , to appreciate  ch ron ic ity  without an understanding of 

a cu ity  in th a t  context. For the ch ron ically  i l l ,  i t  seems th a t  acuity  

represents  d i f f e r e n t  challenges and conditions than I t  does for those In whom 

acute i l ln e s s  is  a temporary aberra t ion  from a usual s ta te  of wellness.

Acceptance of Chronicitv

The accounts of the p a tien ts  and fam ilies  in th is  study suggest th a t  part 

of the experience of ch ron ic ity  includes not only coming to terms with the 

fac t of the i l ln e s s  but a lso ,  eventually , accepting th a t  the i l ln e s s  has and 

w ill  continue to  play a major ro le  in shaping the l iv es  of a l l  involved. 

According to  many of these men and women, some form of acceptance was 

e s se n t ia l  to g e tt ing  on with l i f e  as a chronically  i l l  person, as one woman 

explained.

I r e a l ly  had to  face the t ru th  th a t  they as p rofessionals  could only do 
so much. And what I 'v e  come to now Is the suggestion th a t  why d o n 't  you 
ju s t  accept th a t  you've got a chronic i l ln e s s  and even though th a t  so r t
of confirms my lack of fa i th  in a way --  even though i t  comes f u l l  c i rc le
into no th ing 's  r e a l ly  changed... This acceptance is  r e a l ly  a r e l i e f  and 
i t s  almost as i f ,  even though I was in control of everything, th a t  the 
ultim ate decision to  not worry about i t  anymore and ju s t  accept the fac t 
th a t  I'm a chronic i s ,  comes from them [p ro fess ionals] .  And t h a t ' s  
in te re s t in g .  That's  because I was the one who had to look for the
treatments and look for the next road to take, and the next one, th a t  I
cou ldn 't  stop the process by m y se lf . . .  I had to  wait for someone to  say, 
"Why d o n 't  you ju s t  accept the fac t th a t  you have th is  i l ln ess?"

For many of these p a tien ts  and fam ilies ,  acceptance was a process requiring

considerable e f f o r t .  However, th e i r  accounts often revealed a process whereby,

a f te r  a time of s trugg le , acceptance happened quite  suddenly. One mother's

reco llec t io n  of accepting her c h i ld 's  chronic i l ln e s s  revealed such a process.
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I 'v e  always accepted him, but I haven 't accepted him, i£ th a t  makes 
sense, r ig h t  from when he was born. Guess I had more hurt, or whatever, I 
d on 't  know what I t  was Inside me. F ina lly  one day I ju s t  decided - -  it. 
wasn't a l l  th a t  long ago e i th e r  — when he was about two, two and a h a lf ,  
in there somewhere —t h a t ' s  when I f in a l ly  accepted him fu l ly  ins ide , to 
accept the way he I s .  But before th a t  I r e a l ly  d id n ' t .  There was too much 
resentment, and s tu f f  l ike  th a t ,  in there , r igh t?  Whereas now I believe 
I 'v e  fu l ly  accepted him anyways.

Others found i t  to  be a more gradual and evolutionary process. One young man

likened I t  to  c rea ting  a new id e n t i ty .

You re a l ly  get to  understand yourself a l l  over again. You know what I 
mean? No TV, no rad ios , no games, ju s t  by yourself for a long time, to 
find out, understand yourse lf , and finding you, and understanding you, 
and work towards a new you. I t  took me 30 years to  create a person, 
r igh t?  Now people expect you to get out of i t  in two years, so you have 
to  find a new you now.

For many p a tien ts  and fam ilies ,  acceptance was g rea tly  f a c i l i t a te d  by

honest information from health  care professionals . For example, one avid

runner recalled  her d o c to r 's  personalized explanation of her asthma as an

e ffe c t iv e  a id  in helping her achieve acceptance.

He was very, very d i r e c t .  He was very honest. He said , "Look, th e re 's  
going to  be times in the year when you're going to be la id  out with th i s .  
You are going to  have a hard time ju s t  functioning in terms of your job 
and being able to put food into you, and even getting  three hours of 
s leep a n ig h t ,"  he sa id , "but, asthma tends to be c y c l ic a l ."  He sa id , 
" I t ' s  l ike  mountains and v a lley s ."  I sa id , "Now you're ta lk ing  my 
language," r igh t?  Mountains and va lleys, th is  I unders tand ...  And th a t  
made so much sense to  me. And he sa id , "when you're on the peaks, t h a t ' s
when you can go out, do your harder running; maybe you can even do some
tra in in g . You'll probably even be able to  go out and run some races, 
bu t,"  he says, "you know and I know th a t  where you're in a va lley  you're 
not going to  be r a c in g . " . . .  I t  was so simple, but i t  made so much sense.

In other cases, p a t ien ts  and fam ilies seemed to accept the i l ln e s s  before the

health  care p rofessionals  d id . One young man's s to ry  i l lu s t r a t e s  such a case.

After the f i r s t  surgery when I was 17, 18 years old, I had a pessimism 
about me th a t  almost ruled me. I knew th a t  i t  wasn't fin ished, I ju s t  
knew i t .  I mean the doctors to ld  me th a t  they took a l l  the disease out 
and, "You're cured!" and a l l  th is  s tu f f .  And I remember th a t  day v iv id ly
— I ju s t  knew th a t  I wasn't f in ished . I got well — I was re a l ly  quite
well for a few years. In between I had some problems. But there was th is
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monster lingering  Inside me, and I knew I had to face I t  once again, and
i t  would be a p re t ty  big b a t t le ,  and I t  was.

Accounts o£ being pronounced "cured," only to discover th a t  th is  was ra ther

unlikely in the case of th e ir  p a r t icu la r  i l ln e s s ,  were su rp ris ing ly  frequent.

Thus, the a b i l i t y  of health  professionals to accept the chronic condition

themselves seemed to play a ro le  in how e a s i ly  p a tien ts  and fam ilies could

accept th e i r  s i tu a t io n .

While the pa tien ts  and families in th is  study agreed tha t  acceptance was

e sse n t ia l ,  they varied g rea tly  In th e ir  ideas about how they might a rr ive  a t

i t .  For some, i t  was contingent upon finding answers to  th e ir  questions about

why th is  unhappy circumstance had befallen  them. In such Instances, these

questions often represented theological or moral s trugg les .  The account of one

Multiple Sclerosis p a t ie n t ,  describing the circumstances of the same diagnosis

in a d is ta n t  re la t io n ,  i l lu s t r a te d  such a questioning process.

My w ife 's  s i s t e r ' s  daughter went through the same traumatic experience. 
With her, i t  was d i f f e r e n t .  She wasn't even married. She got herself  in 
trouble with an e lde r ly  fellow, th a t ' s  older than her fa ther.  He was 
already married, and had a family, and f i r s t  thing she knew she was 
pregnant. So the two of them eloped, her and th is  old white-haired man.
So the time to  have the child  was very hard, 'cause her parents disowned 
her, which she was very close to them. She had th is  baby, and i t  was 
s t i l lb o r n .  And so from th a t  day on she had Multiple Sclerosis .

While he id en tif ied  no such "moral lapses" in his account of h is  own iden tica l

diagnosis, the fac t th a t  he offered th is  anecdote suggests considerable soul-

searching in his own attempt to explain why someone would be a f f l ic te d  with

th is  i l ln e s s .  The parents of i l l  children seemed espec ia lly  inclined to engage

in such soul-searching In order to make sense of th e ir  c h i ld 's  I l ln e s s .  One

woman remembered such a process.

So I was thinking i t ' s  something tha t  one of us had done to create  
whatever problems she had. I mean, we s t i l l  r e a l ly  d id n ' t  know the 
problem, and I did not know i t  was a genetic inherited  d isease , or 
d iso rder.  And [the doctor] asked me how the pregnancy went, and I was
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th inking, "Okay, i t ' s  something I did a t  th a t  po in t."  This was on the 
f i r s t  day we were th e re , and I was thinking, "Okay, i t ' s  something I 
d id ."  And when I was about e ight months pregnant I had very bad cramps, 
and I a c tu a l ly  went to  the h o sp ita l .  Hy s i s t e r  took me to  the hosp ita l ,  
and she thought I was going into labour ea r ly .  And they gave me a shot of 
Demerol, and the pains went away, and they kept me overnight for 
observation, and I was f ine , and they to ld  me th a t  i t  was a cold in the 
u terus, or something like  th a t ,  th a t  caused the cramping. But anyway, I 
to ld Dr. B th a t .  I sa id ,  "Maybe something happened then,"  you know, and 
he was w riting a l l  th i s  down, you know, very m atte r-o f- fac t  l ik e .  And 
then I poured my heart out to him. I sa id , "While I was pregnant" - -  I 
had never touched drugs, or anything like  th a t  during high school, or 
anything like  t h i s .  And I sa id ,  "While I was pregnant, I smoked marijuana 
twice. I t  was the f i r s t  time I 'd  ever had an opportunity to .  Somebody was 
over a t  our place, passed around a jo in t  and twice I smoked marijuana." I 
to ld  him th a t!  And he wrote a l l  th is  down, hum - hum -hum — you know, 
and then a f te r  a l l  t h i s ,  you know, I'm pouring my heart out to him, you 
know, thinking I ' l l  give him anything, you know. He needs information, 
you know. And afterwards he sa id , "Well, the cramping in the uterus had 
nothing to  do with i t ,  and the smoking of marijuana had nothing to  do 
with th a t"  (LAUGHS). And then he to ld  me what i t  was a l l  about, you now. 
So I was very re lieved  when I found out tha t i t  was ju s t  a genetic — you 
know, she 'd  picked up the s i l e n t  carrying genes, and I had taken biology 
a t  school, so I knew what s i l e n t  genes were, you know. I understood tha t 
and I was r e a l ly  re lieved  th a t  i t  was something th a t  we had both 
contributed to  and i t  wasn't a l l  my fa u l t .

The account of th is  woman, as for many Informants, Included the experience of

e ithe r  placing blame or deciding tha t  there was nothing and no one to blame in

re la t io n  to the i l ln e s s ,  as another p a ren t 's  comments i l l u s t r a t e .

We cannot find asthma as a chronic disease on e i th e r  side of my paren ts ' 
family. Grandparents, no. My mom's an only ch ild  so we look to my dad's 
side of the family — he 's  a family of five ch ild ren . None of my aunts, 
my uncle. We cannot find asthma as such, although as they say there has
been, you know, p leu risy  and pneumonia on my dad 's  s ide .

In many instances the search for blame seemed to be an e sse n t ia l  part of

coming to terms with an unexplainable cause. When families could agree tha t

there was no basis  for blame, they could accept the I l lness  more e a s i ly  than

had they been able to pinpoint an individual whose behavior or genetic

heritage was a t  fa u l t .

Talking about the problem was another route to  acceptance for many of

these pa tien ts  and fam ilies . One woman, for example, explained tha t  her
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experiences t e l l in g  fr iends  about the diagnosis and ta lk ing  about the I l ln ess

in meetings allowed her to  accept the s i tu a t io n  much more e a s i ly  than did her 

less communicative husband.

I was the one th a t  to ld  everybody except h is  parents. We both vent and 
to ld  them. And I to ld  my g i r l  fr iends , and s o r t  of everyone knew 
something was up, and i t  took me a couple of weeks, and then I asked, 
"Would you come on over and have a cup of tea?" And then I 'd  t e l l  them, 
and inev itab ly  we would both s i t  here and weep. And because I kept 
t e l l in g  them what i t  was, and I kept ta lk ing  about i t ,  and I 'd  go to the 
meetings, and I 'd  t e l l  people what i t  i s ,  and I 'd  ta lk ,  and I 'd  ta lk ,  
a f te r  a while you can say i t  without i t  being painful — you know. You 
get ca l lo u s .  You ju s t  ta lk  about i t .

S im ilarly , many of these ch ron ica lly  i l l  individuals and fam ilies  reported

th a t  they were able to accept th e i r  i l ln e s s  only a f t e r  meeting others who

shared the same problem. One mother reca lled  how Important such a meeting had

been for her.

I asked the Mom and Dad a l l  kinds of questions, and then I sa id ,  "Can '(
ask your kids some questions?" And they sa id ,  "Sure, go ahead," you
know. And I brought out l i t t l e  s to ry  books, and I sa id ,  "Can you read me
these s to r ie s ? "  And the l i t t l e  kids were reading the s to r ie s  to  me, you
know, these l i t t l e  s ix ,  seven year o lds, were reading to  me. And I
thought, "Okay, sh e 's  going to be okay," because, you know. But I had to
see another ch ild  to  believe i t ,  you know, th a t  they look normal, and 
they could read and w rite , and ta lk  and walk, you know, a l l  th is  kind of
th ing. But I had to  see i t  for myself.

Several of these men and women achieved acceptance by placing th e ir  t ru s t

in a higher power. One woman, for example, described how such t r u s t  had helped

her accept her Multiple S c le ro s is .

I thought of i t  as a re sp o n s ib i l i ty  to  r is e  to .  But r e s p o n s ib i l i ty 's  
always turned ray crank. I 'v e  always been a leader type, and somebody who 
everybody e lse  can lean on and depend on. And th is  d id n ' t  mean I had to 
give th a t  up. This meant th a t  i t  was ju s t  a new area th a t  I had never 
considered becoming p a r t  of, th a t  I was going to  have a ro le  to  play 
in. So I suppose th a t  did i t .  I 'v e  always been over-burdened (LAUGHS), 
overendowed with p ride , and th a t  worked. For somebody e l s e ,  th a t  wouldn't 
work. That would make i t  more devasta ting . But, for me, i t  worked... And, 
of course, a t  th a t  stage of the game, I had abso lu tely  no idea what the 
traumas would be, or what the expectations were, ju s t  simply th a t  i t  was 
up to me now to  carry  i t ,  and I could.
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While she was acute ly  aware th a t  th i s  so lu tion  might cause problems for 

o the rs ,  what was important was th a t  i t  worked for her. S im ilarly , several 

p a t ie n ts  and fam ilies to ld  of paranormal experiences th a t  had f a c i l i t a te d  

th e i r  fee ling  of acceptance. The account of one mother i l l u s t r a t e s  such an 

experience.

F in a lly  I ju s t  came to  terms. I t ' s  r e a l ly  weird l ik e  — I d o n 't  know.
Some people believe in - -  I d on 't  know, I guess people supposedly tha t  
have died have come back. I c a n ' t  remember what you c a l l  i t ,  a l l  th a t  
s t u f f ,  l ike  s o r t  of a ghost — fa i ry  godmother, whatever. And I used to  
always go on s e l f - p i ty  t r i p s ,  and s tu f f  l ike  th a t ,  and one day I was on 
another one of my s e l f - p i ty  t r i p s ,  and [my son] was ju s t  laying on the 
couch, he was being a good boy. Usually when I have my s e l f - p i ty  t r ip s  
i t ' s  because h e 's  being a rea l  b ra t ,  eh? And he was ju s t  laying there 
ju s t  being rea l  good, ju s t  cooing away, and I ju s t  s ta r te d  bawling my 
eyes out and b itch ing  and a l l  th is  o ther s tu f f .  And he ju s t  kept laying 
there  looking a t  me. And i t  was l ik e  th is  man appeared r ig h t  there beside 
[him], and yet h e 's  not a man like  us type th ing . And he ju s t  looked a t  
me, and he looked a t  [my son], and he smiled and he disappeared. And I 've  
never had anything like  th a t  happen to  me before. Never! And I jus t  
looked a t  [my son] and I said "guess y o u ' l l  be whatever you 're  going to 
be." And I says " I ' l l  ju s t  accept i t . "  And tha t was i t !  I ju s t  dried  up 
my te a r s  and I 'v e  never had another s e l f - p i ty  t r i p  l ik e  th a t .  And t h a t ' s ,
I f igu re , is  when I s ta r te d  accepting him. I t  was re a l ly  weird I t  was
lik e  — I d on 't  know, but i t  was almost like  th a t  man was t e l l in g  me tha t 
[my son] was going to be okay. Not okay in the sense like  you and I — 
but I took i t  as th a t  whoever th is  thing was, or person was, whatever, 
was t e l l in g  me th a t  [my son] was going to make i t  in soc ie ty . So i t  made 
me fee l b e t te r .  I d o n 't  know. I could be r ig h t  out of proportion on i t ,  
too , but I think he w i l l .

While many people were able to accept what had happened to them by

drawing on some inner s treng th  supported by b e l ie fs  and f a i th ,  others needed

to ra t io n a l iz e  th e i r  experience to  make sense of i t  in te l le c tu a l ly .

As time goes by, you r a t io n a l iz e ,  and you think more lo g ica l ly ,  you know, 
well th is  is  the way i t  i s .  I t  cannot change, and i t  may get b e t te r ,  but 
b a s ic a l ly  i t ' s  always going to be th e re .  So the re fo re , in a sense, th is  
is  going to  be around for a very long time. Then you must ad just 
accordingly, and deal with i t ,  and handle i t  the best way th a t  you can.

For many, th i s  involved pu tting  the i l ln e s s  in the context of other losses

th a t  a re  inherent in being a l iv e .
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And I fee l  th a t  In th is  l i f e ,  everybody always loses something, or 
someone, You might lose , through death, a parent, or whoever, or you 
might have a chronic or cripp ling  i l ln e s s ,  whatever. But, okay, maybe 
you've got t h i s ,  but i t  doesn 't  mean th a t  you s t i l l  c a n 't  give from 
yourse lf .

One way in which such context was expressed was through comparing th e ir

chronic I l ln ess  with another th a t  was perceived as even worse. In the context

of such a c o n tra s t ,  for example, one mother remarked, "I'm re a l ly  g ra te fu l .  If

my kid had to have a ca tas troph ic  d isease, give me CF." Sim ilarly , p a tien ts

and fam ilies often compared th e ir  current health  s ta tu s  to the worst case

scenario they could a n t ic ip a te ,  as one such example i l l u s t r a t e s .

To cope with th is  type of thing, I would often have to  get myself to the 
place of saying even i f  i t ' s  the very worst — I had to  think about what 
the worst would be. I f  the worst happened, what i t  would be. And then 
accept i t .  I had to  get to a place where I could accept th a t .

Through the ra t io n a l  process of considering the very worst p o s s ib i l i t i e s  they

could imagine, many of these individuals and families found tha t  they could

more e a s i ly  accept the r e a l i t i e s  of th e ir  chronic i l ln e s s .

For some of those liv ing  with chronic I l ln e s s ,  acceptance a lso involved

finding some good in an otherwise negative experience. For example, one woman

thought tha t her i l ln e s s  might have made her more sen s i t iv e  and r e a l i s t i c .

To the exten t th a t  you know you re a l is e  when you 're  sore th a t ,  you 
appreciate  other people 's  - -  maybe you know the people th a t  have got 
problems a lo t  more, espec ia lly  health problems. You take a lo t  more 
concern when you see somebody in a wheelchair or whatever. You know, you
take an a t t i tu d e  too of, well you know, I can get up and do things today
you know because you d o n 't  know, well I'm gonna have a shorter l i f e  
u lt im ate ly , so you t r y  to  do whatever you can today and make things 
b e tte r  for other people.

Several p a tien ts  and fam ilies spoke of a heightened appreciation for nature

and for the people in th e i r  l iv e s .  Sim ilarly , others claimed to appreciate  the

learning th a t  was brought about by the opportunity to  watch themselves change.

On the good days, I think th e re 's  got to be some new doors opening, you 
know, th a t  th e re 's  other areas of me th a t  need to  grow and expand, you
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know, the s p i r i tu a l  s ide , probably the mental s id e ,  you know, th a t  I 'v e  
done a tremendous amount with the physical side o£ th is  being th a t  maybe 
the w r it in g 's  on the wall th a t ,  okay, i t ' s  time to  ease o ff th a t  p a r t ,  
and now we s t a r t  working a b i t  more on the emotional and the mental side 
of tha t  t r ia n g le ,  i f  you want to look a t  the t r ian g le  In th a t  c la ss ic  
sense, but because I feel in t r a n s i t io n  r ig h t  now, and not r e a l ly  knowing 
what I'm going towards.

This new p o ten tia l  for balance and harmony was made possible by recognizing

th a t  l i f e  Included both the good and the bad, and by accepting both as

valuable.

And the other thing i s ,  and I d o n 't  know i f  I can explain i t  very well a t  
a l l ,  but the whole tension of so r t  of going through try ing th ings, having 
hope about i t ,  about the fu tu re , and then fee ling  like  i t ' s  not working, 
and feeling hopeless and depressed, and th a t  whole cycle, th e re 's  
something th a t  I 'v e  so r t  of come through with th a t  th a t  is  both r e a l ly  
positive  and negative. One is  th a t  I so r t  of re a l ize  tha t  always g e tt ing  
back to a so r t  of hopeful positive  thing has r e a l ly  made a huge 
difference  In my l i f e .  And in some ways i t  makes i t  th a t  th e re 's  a 
ce r ta in  kind of f a i th  and c re a t iv i ty  in the world or something th a t ' s  
re a l ly  Important to me th a t  came through th a t  experience. And yet, a t  the 
same time, a l l  those accumulations of a whole bunch of hopelessness over 
the past th a t  I would surmount. But, in a ce r ta in  way, I 'd  feel th a t  
th e re 's  a c e r ta in  amount of th a t  th a t  so r t  of has accumulated. As a 
re su l t  of tha t  experience I'm both more — I have more of a deeper kind 
of fa i th  in l i f e  and the world, and also  a c e r ta in  baggage of 
hopelessness th a t  I sometimes sink in to . So I d o n 't  know exactly  what 
th a t  means, but I'm so r t  of aware of both. Instead of ju s t  so r t  of being 
in a middle kind of place, I feel r icher and more powerful sometimes.

Thus, the a b i l i ty  to accept the fac t  of chronic i l ln e s s  seemed an

Important component of ch ron ic ity  for the p a tien ts  and families in th is  study.

They described i t  as both a process and an event, and revealed a v a r ie ty  of

means by which they had achieved i t .  By accepting th e i r  circumstances, these

men and women freed themselves from questions and doubts, put th e i r

experiences into perspective, and found a way to get on with l iv ing .

Discussion

In th is  chapter, the concepts of acu ity  and ch ron ic ity  have been used to 

delineate  important aspects of the experience of chronic i l ln e s s .  The accounts
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of these chronically  111 Informants pain t a p o r t r a i t  of l i f e  Including various

elements Inherent in both acu ity  and chron ic ity . Their s to r ie s  provide c lear  

evidence th a t  chronic i l ln e s s  has profound e f fe c ts  upon the emotional, 

in t e l l e c tu a l ,  socia l and instrumental l ives  of those a f f l i c te d  (Curtin & 

Lubkln, 1986). They a lso  i l l u s t r a t e  the degree to which the processes of 

coming to  terms with chronic i l ln e s s  and ge tt ing  on with l i f e  are  enacted 

within a soc ia l  context, and played out on the stage of a l l  of the 

re la t io n sh ip s  within the i l l  person 's  l i f e  (Kasl, 1983).

The notion th a t  ch ron ica lly  i l l  people experience acute I l ln ess  and 

h o sp i ta l iza t io n  d i f f e r e n t ly  than do normally well people has been explored in 

some d e ta i l  in the scho la rly  l i t e r a tu r e .  I t  has been noted th a t  chronically  

i l l  pa tien ts  and th e ir  fam ilies are indeed perceived as "troublesome" within 

the health  care system by v ir tu e  of th e i r  grea ter commitment to con tro ll ing  

th e i r  own health  care and th e i r  heightened capacity to judge the q u a li ty  of 

health  care work (Thomas, 1987). Thus, the control s trugg les  between the 

chron ically  i l l  and th e i r  professional health  care providers described in 

these accounts are far from su rp ris ing .

The work involved in chronic i l ln e s s  has been chronicled in great d e ta i l  

by Corbin and Strauss (1988). Their descrip tion  evokes s im ila r  Images to those 

generated by the informants in th is  study, painting a p ic tu re  of l i f e  

complicated by medical regimes, time management, and negotia ting health 

se rv ices .  This impression of a c t iv i ty ,  work and competence s t r ik e s  an 

in te re s t in g  con tras t  with the more typ ica l soc ia l  image of v ic tim ization  and 

p a ss iv i ty  as c h a ra c te r is t ic  of ch ron ic ity . However, the very rea l  socia l 

disadvantages described by these informants, in terms of unfriendly physical
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environments and unsympathetic so c ia l  services are a l l  well documented in the 

l i t e r a tu r e  (Curtin & Lubkin, 1986).

Thus, chron ically  i l l  people and th e ir  fam ilies seem to  be th ru s t  Into 

circumstances which require  them to engage in considerable analysis  and 

adap ta tion . While each s to ry  is  unique, the informants' accounts reveal a 

number of common themes Inherent in chronic i l ln e s s  experience. The accounts 

make evident the extensive work involved in making sense of the experience, 

managing emotional responses to the course and prognosis of i l ln e s s ,  dealing 

with acute episodes, and, of course, organizing everyday l i f e .  They further 

reveal the extent to  which the so c ia l  environment, and the health  care 

environment in p a r t ic u la r ,  both helps and hinders th a t  work. For the 

ch ron ically  i l l ,  l i f e  can be a b i t t e r  s trugg le , a s trugg le  endowed with the 

p o ten tia l  e i th e r  to  destroy or to  enhance q u a li ty  in l iv in g .  Understanding the 

socia l  world in which th a t  s trugg le  is  enacted is the re fo re  as important for 

health  p ro fess ionals  and policy  makers as i t  is  for p a t ie n ts  and th e ir  fam ilies .
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CHAPTER FIVE

NORMALCY AND VISIBILITY

Within the accounts of chron ically  i l l  people and th e i r  fam ilies , the 

concepts of normalcy and v i s i b i l i t y  emerged repeatedly  in the context of 

explanations of the soc ia l  implications of l iv ing  with chronic i l ln e s s .  In 

th is  chapter, these concepts w ill  be discussed in more depth, revealing yet 

another window from which to  view the subjective  experience of i l ln e s s .  By 

focusing on the concepts of normalcy and v i s i b i l i t y  from the informants' 

perspective , we w ill begin to  see a p o r t r a i t  of the in terpersonal dimension of 

chronic i l ln e s s  experience.

In th is  d iscussion, the degree to  which chron ically  i l l  p a t ien ts  and 

th e ir  families referred  to  an a b s trac t  condition ca lled  "normal" stimulated 

fu rther exploration of what the idea ac tu a l ly  meant in th is  context. In the 

accounts of these men and women, images of the "normal" were intertwined with 

the issues of v is ib le  and in v is ib le  departures from th a t  normal. This chapter 

o ffers  a descrip tion  of what such v is ib le  and in v is ib le  d ifferences  meant in 

the socia l world of those who lived with chronic i l ln e s s .  I t  w ill  do so by 

h ighlighting themes in the informants' accounts of how the presence or absence 

of v is ib le  signs rendered them normal or abnormal in th e i r  own eyes and in 

those of the people around them.

Thg-Heaning-oi-liQtmal.

The idea of "normal" c le a r ly  held meaning for the p a tien ts  and families 

in th is  study. I t  was frequently  c i ted  as a reference point from which to 

describe th e i r  own unique experience. For many, normal was an image they could 

pro jec t in order to " f i t  in ."
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Most people d o n 't  give a s h i t  anyhow whether you're feeling well or not, 
you know. And most of the time I want to  be normal, healthy. I don 't  want 
to p ro jec t an image of Invalid, s ick ly , you know. I want to project an 
image of well, healthy, able to carry  on, able to do th ings, able to  live  
the normal l i f e .

Thus, the ideal of normal represented some elements of health , but was more 

s trongly  linked to  such issues as th e i r  capacity  to engage in the a c t iv i t i e s  

of everyday l i f e .  As one man expressed i t ,  "And I did come back to  normal in a 

way, not in a healthwlse way, but in a llfew lse  way."

Imbedded in th e i r  use of the concept "normal" was an inherent 

con trad ic tion : tha t  the chron ically  i l l  could behave normally but not be 

normal. One p a t ie n t 's  reco llec tions  i l l u s t r a t e :  "I ju s t  carried  on as normal 

as I can, and so people t r e a t  me normally. But I'm not."  As they began to 

understand normalcy as a soc ia l  abstrac tion  and an ideal ra ther than anything 

tangib le , these p a tien ts  and families began to c reate  complex in te rp re ta tions  

of i t s  meaning.

Indeed, one of the in te re s t in g  e ffec ts  of chronic i l ln e s s ,  according to 

many of these people, was th a t  i t  began to a l t e r  one's sense of what was 

normal. One young d iabe tic  woman, for example, pointed out tha t she tended to 

measure her success in terms of blood glucose lev e ls ,  while her friends 

measured th e i r s  in terms of jobs and education. As she pointed out, " I t  

doesn 't r e a l ly  seem very normal. I t  doesn 't  seem like  anything normal was 

going on the re , when I look a t  my peers."  However, because e ffec t ive  

management of the chronic i l ln e s s  did require  a great deal of work, th is  work 

eventually  became a normal part of l iv in g . As one woman theorized, "I think 

with th is  kind of thing you reac t less  to i t  a f te r  a while. You know, i t  seems 

more - -  you normalize I t . "
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This fa m il ia r i ty  with I l lness  allowed Informants to consider i t  In the

la rger context of l i f e  events, thereby neu tra liz ing  i t s  negative Impact, one

mother described such an approach with her daughter.

Here you got th is  physical i l ln e s s ,  but l e t ' s  t r y  to  deal with i t  ju s t  
l ike  you got brown ha ir and brown eyes, you know, i t ' s  part of you. And 
okay, you 're  not going to  look so good In l ig h t  blue as I do, you know, 
and you're not going to  do so good a t  soccer, but y o u 'l l  do b e tte r  a t  
swimming, you know. So i t ' s  keeping things in perspective, t h a t ' s  
normalcy. And I think th a t  could be the case i f  she was b lind , or missing 
an arm. I think i t  would be a s im ilar emphasis in having the normalcy be 
perceptual as opposed to ac t iv i ty -w ise .

Another individual expressed a sim ilar philosophy.

I'm not worse than anybody e lse .  I t ' s  ju s t  one of those things tha t  
happen to  me, so. And I look a t  i t  th i s  way, I look a t  a person jogging 
today, and they look healthy, and who knows, tomorrow they may be h i t  by 
a car , or something like  th a t .  So between the two of us th e re 's  not th a t  
much d iffe rence .

In addition , many of these pa tien ts  and fam ilies talked of pu tting

considerable energy into those aspects of th e i r  l ives  th a t  they considered

normal, as one woman's comments i l l u s t r a t e .

I feel th a t  people c a n ' t  put me down. I'm good. I'm good a t  what I do. If 
I'm learning something, I can learn i t  — i f  somebody takes the time to 
help me. Ju st  like  anybody. And I'm worth i t  and so I fee l be tte r  about 
myself. I do. I fee l a lo t  stronger.

Many ra tiona lized  th a t  th e ir  own individual standards, although changed, were

consis ten t with the normal standards for other people, as one man's

explanation suggests.

You've gotta  s t a r t ,  you've gotta  s t a r t  some place. I guess being 
s a t i s f i e d ,  and content with what you do — even as a carpenter you're 
used to  ge tt ing  $15, $20 an hour, you know, now your standards have to 
say, "Hey, $8 an hour's  f ine , being I'm doing something." But d o n 't  do 
something because you want to  get away from your boredom, you know, and 
accept any job th a t  comes along. You've got to accept something th a t  you 
l ik e .  You know, accept something th a t  you l ik e ,  and because you like  i t ,  
y o u 'l l  overlook the wages and then y o u 'l l  be happy. You'll s t i l l  be happy 
a t  work. You'll be happy doing i t ,  so whatever money comes in, t h a t ' s  a 
bonus.
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This perspective often  included identify ing  aspects of l i f e  in which they were 

fo r tu n a te .

Really, normally, I am a reasonably happy person. I count my b less ings . 
And I recognize th a t  I am fortunate , Indeed fo r tunate . Maybe not 
fortunate  ‘cause I got a r t h r i t i s ,  but fortunate  th a t  I have the support, 
and the comfort, you know, th a t  I have. Quite happy with i t .

The technique of looking on the pos itive  s ide was quite  commonly used to

develop such a sense of perspective. No matter how negative the circumstance,

there  was always a worse one to use as a c o n tra s t .  As one woman commented,

"Even though I may be more crippled I d o n 't  h u r t ."  Another, who did have pain,

used the opposite comparison. " I ' l l  t e l l  you, when I walked down there and saw

those young men with only one leg, or one arm, you go back to your room

thinking, "What do I have to fee l sorry  for myself about?" You know, "I'm

walking." Thus, these p a t ie n ts '  and fam ilie s ' sense of what was normal

evolved through consideration of the problems of o thers , through in sp ira tion

from ro le  models with s im ila r  or d i f f e re n t  health  problems, and through

placing th e i r  i l ln e s s  in the context of other human varia tions  th a t  influence

the way th a t  l i f e  is  l ived .

Advantages of Normaliz ing

By redefining themselves in terms of a modified notion of normalcy, these 

people were using a s tra teg y  which has been re ferred  to in the l i t e r a tu r e  as 

"normalizing," in which the chronically  i l l  find ways to  l iv e  as normally as 

possible  despite  the symptoms of disease (Knafl & Deatrick, 1986; Strauss e t  

a l , .  1984). This "normalizing" philosophy was usefu l, according to  many 

pa tien ts  and fam ilies , in crea ting  a pos it ive  a t t i tu d e  toward l iv ing  with 

chronic i l ln e s s .  One woman explained the benefits  of such a philosophy as 

fo llow s.
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when Ithe 111 family member 1*3 home we ju s t  t r e a t  him as i f  he I s n ' t  
i l l .  Like he 's  a normal person th a t  has a few problems, but we don 't  
t r e a t  him like  - -  in the sense, I mean, If  he 's  i l l ,  we t r e a t  him like  a 
baby, you know. You know what I mean? No, h e 's  t re a ted  ju s t  l ike  get on 
with your l i f e .  Not th a t ,  I d o n 't  mean th a t ,  but we d o n 't  t r e a t  him like 
h e ' s . . .  But some people make a l iv in g  out of an i l ln e s s ,  in the sense 
th a t  they dwell on I t ,  they ta lk  on i t  but we d o n ' t . . .  Some people dwell 
on th e i r  i l ln e s s ,  and they ta lk  about i t  a l l  the time, and they get to be 
a re a l  bore, well th a t  d o esn 't  happen here. There 's too many In te res ting  
th ings in l i f e  to  get on with.

In p a r t ic u la r ,  th is  philosophy appealed to  the parents of 111 ch ild ren , for

whom normal growth and development was a pressing issue . Some parents g rea tly

reg re t ted  having fa i le d  to  normalize th e i r  c h i ld 's  I l ln e s s ,  as one mother

explained.

I think you have to  understand th a t  these kids are not in s t i tu t io n a l iz e d  
k ids. They're kids out In the rea l  world, and they have to be brought up 
as a normal ch ild .  And I think t h a t ' s  the mistake we made. We d id n ' t  do 
th a t  when (our daughter] was l i t t l e .  We d id n ' t  t r e a t  her l ike  a normal 
ch ild ,  we tre a ted  her l ik e  a ch ild  who had something wrong with her, and 
had to be cared for d i f f e r e n t ly ,  and pampered, and bargained with.

Others described going to  considerable lengths to  help th e i r  ch ildren  place

the i l ln e s s  in a la rger perspective and feel less  abnormal, as one mother's

account i l l u s t r a t e s .

I mean, c e r ta in ly  th e r e 's  going to be the consideration  of how [my son], 
even though once he learns about the sev e r i ty  of th is  d isease , how he
w ill  handle i t  and what he w ill do with i t ,  you know. But I 'v e  been
working on th a t  for a long time with him about health  issues . And then 
yesterday I cracked open a book called  Very Special People, you know, 
l ik e ,  a l l  c ircus freaks s h a l l  we c a l l  them, and a l l  so r ts  of people with 
very peculiar bodies, and not one body in the book would I have liked to 
have been born with, you know. I t ' s  easy to complain about being obese 
but, God, you know, one more pa ir  of Siamese twins and I ' l l  d ie .  And ju s t  
to think of the personal traged ies  these people have gone through, and I
was showing th i s  to  (my son! and ta lk ing  to him about the people and what
they were like  personally  and what kind of l ives  they led. You know, a
lo t  of I t  I'm making up and the r e s t  of i t  I'm going from ju s t  the
s to ry lin e  of the book, so th a t  he w ill  grow up with some Idea th a t  he 's  
not alone, l ike  th i s  i s n ' t  the biggest tragedy in the world. I t ' s  s t i l l  
h is ,  and I won't deny him th a t ,  but ju s t  th a t  everybody, or every family 
has, you know, something happening, and th a t  people a r e n ' t  in control of 
th i s ,  th a t  a l l  these people th a t  are born without arms d id n ' t  ask for i t ,  
you know. Their parents d id n ' t  ask for i t .  And there  was a p ic tu re  of the 
elephant man in there  showing th a t ,  and ta lk ing  about t h a t ' s  the way
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somebody re a l ly  looked, and, no, th a t  wasn't th e ir  c lo thes , th a t  was 
th e i r  sk in . I mean, ju s t  so th a t  he knows th a t  medical problems abound in 
the world.

Thus, for many p a tie n ts  and fam ilies ,  finding ways to fee l  normal was an 

important s tra teg y  to  minimize some of the so c ia l  e f fe c ts  of having a chronic 

i l ln e s s .  Toward th i s  end, they attended to  the normal aspects of th e i r  l iv e s ,  

minimized the s ign if icance  of any l im ita t io n s ,  and appreciated th e i r  own 

circumstances within the context of the wide range of untoward circumstances 

tha t could b e fa l l  people in the course of l iv in g .

Disadvantages of Normalizing

In co n tra s t ,  a number of those l iv in g  with chronic i l ln e s s  a r t ic u la te d  a

perspective which departed sharply from such normalization. From th e ir

perspective, such a s tra teg y  could c rea te  serious problems for the individual

and family who were faced with a decidedly abnormal s i tu a t io n .  For example,

some reported th a t  i t  had prevented them from creating  a more r e a l i s t i c

id en ti ty  which included the i l ln e s s ,  as one woman explained.

I 'v e  always thought of myself as a normal person with maybe th is  s l ig h t  
l i t t l e  problem (LAUGHS) in the background. And I'm beginning to rea l ize  
th a t  the myasthenia is  very much a part of me, almost l ik e  an 
id e n t i ty .  And i t ' s  something I 'v e  s o r t  of been denying, which leaves me 
with abso lu te ly  nothing.

Another p a t i e n t 's  thoughts were s im ilar in tone. She explained, "I'm not a

normal person. I'm not. Unfortunately th a t  ju s t  happens to be the t ru th .  I

c a n ' t  dance, I c a n ' t  go skiing any more, I c a n 't  figure skate , I c a n ' t  —

th e re 's  a lo t  of things I c a n ' t  do." According to these indiv iduals , trying

to  normalize had allowed them to  deny the implications of th e i r  i l ln e s s .  One

young man described such denial th is  way.

Just l ik e  the aftermath of say, a good rugby game, and having a couple of 
drinks with the guys, and winning, and you know, you're on a high for 
winning f i r s t  of a l l ,  and then the camaraderie of having a few drinks 
with the people you played with. But now th e re 's  no game, you know. You
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d id n ' t  contribute  nothing. But you s t i l l  fake your head o ff ,  you know, 
your mind, to  think tha t  hey, th is  is  ju s t  l ike  old times, you know. But 
th e o re t ic a l ly ,  you're ju s t  doing I t  to forget the goddamned thing. That's  
what you 're  doing i t  for. And i t ' s  hard the next day, when you're sober 
again.

Another woman explained how try ing  to normalize kept her from confronting some 

of the d i f f i c u l t  aspects of the I l ln ess ,  as I l lu s t r a te d  In the following 

experience.

I had to  speak a t  [a c er ta in  society] a year ago. I d id n ' t  have to , I was 
asked. I had to give a ta lk .  Oh, what was i t  about? Oh, yes, having a 
person in the household with a chronic d isease . How does i t  a f fec t  the 
r e s t  of the family? And a t  f i r s t  I thought oh, we've ju s t  managed fine , 
th e re 's  been no problem you know, we ju s t  get along rea l  good, you see. 
And then I was out working In the garden and I thought, "Oh my God!" you 
know? And then I had to re - l lv e  those years. And the biggest thing came 
out always — f ru s t r a t io n ,  f ru s tra t io n ,  f ru s t r a t io n ,  because I had to go 
back and l ive  I t ,  r ig h t  through, day by day, from the very beginning, and 
tha t was not easy. And th a t ' s  when I rea lized  what everybody had to do.

Thus, fa l l in g  Into the habit of normalizing the i l ln e s s  could have serious

long-range Implications for such important processes as iden tity -bu ild ing  and

acceptance.

What chron ically  i l l  individuals and th e i r  families began to  rea l iz e ,

they reported, was tha t  "normal" was a largely  a r t i f i c i a l  construct tha t  they,

like  others in th e ir  socie ty , had blindly accepted as va lid .

I t ' s  come to me in a great f lash  of reve la tion  th a t  what's normal for me, 
is  not normal for you, and what's normal for you, is not normal for [my 
s is te r - in - la w ] ,  and what's normal for [her] is  not normal for her k id s . . .  
See, everyone has th e i r  own normal, and who gives a damn anyway (LAUGHS). 
So th a t ' s  b as ica l ly  where I 'v e  come to . This is good for me, so I w ill do 
i t .  Normal doesn 't  co u n t. . .  Normal is  ju s t  a consensus of the majority. 
That's  a l l  i t  i s .  I t  has no meaning. When you r e a l ly  look a t  i t ,  i t  has 
no meaning. So therefo re , normal has no meaning to  me any more, I 
decided. The majority — see, there again, you s t a r t  lumping, but when 
you s t a r t  taking th a t  lump into individuals , there is  no normal in th is  
lump of normal, you see (LAUGHS). So i t  doesn 't  make any sense. So you 
throw i t  out!

The account of another pa tien t reveals a s im ilar th ru s t .

I guess, normal is what I'm — normal for me now a f te r  s ix  years of TPN 
is  what l i f e  is on TPN, I guess. I don 't  t r y  to think of normal as being
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l ike  everybody e ls e ,  because t h a t ' s  too hard. I mean, then you s i t  there 
going I wish I was like  th is ,  I wish I was like  th a t ,  I wish I could do 
th a t ,  so t h a t ' s  sense less ,  or you soon re a l iz e  i t  i s .  So, to  me, you 
know, quote unquote "normal" is  ju s t  the way of coping the best I can the 
way I am - -  the way the s i tu a t io n  i s .

Like many other p a t ien ts  and family members, th is  woman frequently  used the

phrase "normal for me.” I t  seemed to capture the essence of th is  determination

to sever the concept from i t s  socia l connotations. Another phrase used often

by these people was the expression "so-called normal," as one woman's comments

I l l u s t r a t e :  "I c a n ' t  go out and do normal things like  everybody e lse  --

so-called  normal — because t h a t ' l l  k i l l  me. Because i t ' s  not where I'm a t . "

Again, th is  phrase seemed to r e f le c t  an awareness th a t  the notion of "normal"

was a value judgement th a t  placed averageness over ind iv id u a li ty .  What

surprised many of these men and women was the exten t to which these

assumptions about normalcy had shaped th e ir  adjustment to  chronic i l ln e s s .  As

one pa tien t re f le c ted ,  "I was so hooked on normal."

Having recognized th a t  the idea of normalcy was one which functionally

denied c e r ta in  aspects of th e i r  l iv e s ,  many p a tien ts  and families found tha t

they could create  a more balanced and whole a t t i tu d e  toward l iv ing  with

chronic i l ln e s s .  Rejecting the soc ia l  value of normalcy allowed them

considerable freedom in coming to unique and individualized solutions to the

problems they faced. One young man's c reative  so lu tion  I l l u s t r a t e s  such

freedom from having to  be as normal as possible in the context of a

p a r t ic u la r ly  d e b i l i t a t in g  i l ln e s s .

I f  you are going to  have anything wrong why have i t  in your bowel? I t  is  
such a d i f f i c u l t  top ic  to  discuss, and I co u ld n 't  d e a l t  with th a t  unless 
I found some refuge re a l ly .  And what you were ju s t  saying about how you 
know i t  is  in you and what you pro jec t to others or what you can 
personally  do is  th a t  inner core. I t  is  your mind. That I had to  re a l iz e .  
The humiliation th a t  was happening to my body, was happening to a body, 
i t  wasn't me. And I s t i l l  do d is -a ssoc ia te  th a t  physical being from my 
mind. And as long as my mind remains my own l i t t l e  refuge, t h a t ' s  what
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I 've  got and th a t ' s  my su b s tan ce . . .  T ha t 's  u lt im ate ly  a l l  we have, 
because you can be s tr ipped  of any thing around you, but th a t  is  r e a l ly  
the s p i r i t  or the soul or whatever you want to c a l l  i t  — the very 
essence of you. And everything e lse  can go and your body can be subjected
to a l l  kinds of th ings as long as you have th a t .

The accounts portray  normalcy as a highly charged concept which has a 

considerable Impact in shaping the way chron ically  i l l  people define 

themselves, manage th e i r  l iv e s ,  and cope with the "abnormalities" of i l ln e s s .  

They also reveal normalizing, or redefining the i l ln e s s  to be consis ten t with 

a d e f in i t io n  of "normal," to  be a double-edged sword, a philosophy th a t  can 

have benefic ia l consequences under some circumstances but c rip p lin g  ones under 

o thers . The explanations of normalcy a lso  i l l u s t r a t e  the power of normalcy in 

our socie ty  as a whole, and suggest some of the values tha t  seem Imbedded in

our general acceptance th a t  being "normal" is  a decidedly pos it ive  a t t r ib u te .

The impact of Visible Differences

Among the departures from what is  considered normal, v is ib le  d ifferences  

are those tha t  a t t r a c t  our immediate a t te n t io n  and evoke our most spontaneous 

reactions (P h i l l ip s ,  1990; Scambler, 1984; Thomas, 1987). In th i s  d iscussion, 

the impact of such d ifferences  w ill be considered in the context of the socia l  

pressure toward normalcy. Through descrip tion  of how the soc ia l  world responds 

to a v is ib le  d ifference , and what problems th a t  ra ise s  for the people 

involved, we can a rr ive  a t  a g rea ter understanding of th is  aspect of the 

Interpersonal experience of chronic i l ln e s s .

While the chronically  111 do not ty p ic a l ly  wear signs th a t  pronounce 

th e ir  s ta tu s  to the world a t  la rge , c e r ta in  symptoms or e f fe c ts  of i l ln e s s  

make the announcement ju s t  as e f fe c t iv e ly .  The most obvious of these are 

a l te ra t io n s  in physical appearance, sometimes re fe rred  to as deform ities ,
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r e s t r i c t io n s  in m obility , and unusual behaviors. How each of these is 

experienced by p a tien ts  and fam ilies ,  as well as the soc ia l  implications each 

evokes, w ill  be the focus of th is  d iscussion .

Alt.ei&d Appeal ance

Many chronic d iseases produce some unwelcome a l te r a t io n  to  the physical 

appearance of the i l l  person. One woman described such changes in re la t io n  to 

her a r t h r i t i s .

I 'v e  always loved p re t ty  shoes. I was grieving because my fee t were so 
tw isted th a t  I c a n ' t  wear hardly anything any more. And I was grieving 
about th a t .  And i t  changed my speech. I t  changed my b i te .  And i t  a ffected  
what I thought, how I looked. So I d id n ' t  even look like  me any more.

Scleroderma produced s im ila r ly  dramatic changes in the appearance of another

woman. "Over a period of ju s t  a b r ie f  period of years, I seem to have aged so

d r a s t i c a l ly  (LAUGHS). I t ' s  vanity , I guess (LAUGHS). I ju s t  — and not being

able to  wear s ty l i s h  c lo thes , and things l ik e  th a t ."  Even less  dramatic

changes in appearance could hold a g reat deal of s ign if icance  for the

indiv iduals  Involved, as one Informant's account i l l u s t r a t e s .

I ended up over in a jewelry s to re ,  and I was fine as long as I was in 
the china, the s ilverw are, c ry s ta l ,  and th a t  kind of th ing . If  I got a 
customer th a t  wanted to look a t  r in g s ,  you have to have these elegant 
hands, and you put the ring on, and you show them how lovely i t  looks.
And my hands were ju s t  - -  well, I mean, th is  is  not the hand th a t  models 
b eau ti fu l  jewelry, you know... But in th a t  p a r t ic u la r  departm ent.. .you're 
very concerned about your hands, and, of course, I would take a normal 
lady 's  r ing , and I cou ldn 't  get i t  over the f i r s t  knuckle here to  show 
what i t  looks l ik e .  So one of the things you 're  not supposed to  do, is  
give the ring  to the customer to hang on. For s ecu r i ty  you're not 
supposed to  do th a t .  But I found myself doing th a t  more and more, because 
I cou ldn 't  do th is  to show them.

Such changes not only a l te red  how individuals f e l t  about themselves but 

a lso  confronted them with the reactions  of other people. For many of those 

people whose appearance was a l te red  by chronic i l ln e s s ,  being stared  a t  was a 

major so c ia l  l i a b i l i t y ,  as one woman reported.
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People who s ta r e ,  and gawk, and are u n f la t te r in g  - -  I ju s t  Ignore them, 
w ell, you know, I have found th a t  the people who s ta re  are older people, 
and th e y 're  probably th in k in g . . ."oh, th a t  could be me," you know. Maybe 
t h a t ' s  why they so r t  of ignore you, not open the door to  help you out.

The p a t ie n ts  and fam ilies e a s i ly  d is tinguished  people whose glances were those

of concern or in te re s t  from those whose s ta re s  re f le c ted  disdain  or aversion.

One mother ta lked of her experiences with such unpleasant encounters.

I get people look a t  I my son] like  h e 's  a freak. I don 't  ju s t  s i t  there 
and pretend I d on 't  see them any more. There was one guy th a t  kept 
s ta r in g  a t  him and s ta r in g  a t  him, not with a b i t  of a smile on his face 
out of c u r io s i ty  — out of ignorance. That bugger turned his head rea l 
quick and d id n ' t  look again. Where other people have looked but they have 
a l i t t l e  b i t  of a smile on th e i r  face, and you can t e l l  they 're  looking 
out of c u r io s i ty .  But I can accept th a t ,  because i f  he wasn't mine I 'd  
probably do the same. But d on 't  s ta re  a t  him as If he 's  a freak and tha t  
he ought to  have a b u l le t  between h is  eyes, because I don 't  stand for i t  
now. And so the next time, we're on the bus by then, and there was th is  
guy, l ik e  I say, h is  eyes I swear they were going to pop out of his head, 
and he wouldn't even blink because so hard he was looking, and th is  went 
on for f ive , ten minutes. F ina lly  I cou ldn 't  take any more. I ju s t  stuck 
my tongue out a t  him!

Another common so c ia l  s i tu a t io n  was having to respond to  questioning.

One woman d if f e r e n t ia te d  the questions of ch ildren  from those of adu lts .

Ju st  when kids ask questions, they want ju s t  the basics . Like I take the 
walker to swimming, and I 've  had many l i t t l e  kids say, "What's that? Why 
do you have that?"  And a l l  I have to  say is ,  "Well, th is  is to  make i t  
eas ie r  for me to stand upright."  That's  a l l  they want to know. Case 
closed.

For many p a tien ts  and fam ilies , the c u r io s i ty  of children was easier to accept 

than was th a t  of adu lts  because i t  tended to be m a tte r-o f- fac t and devoid of 

hidden agendas. In fa c t ,  many people w ill ing ly  took on educating children as 

an ob liga tion  associated  with th e i r  i l ln e s s .  One mother's decision to allow 

her ch ild  to  be used by an older s ib l in g  for "show and t e l l "  r e f le c ts  her 

conviction th a t  children ought to be educated about the r e a l i t i e s  of chronic 

i l l n e s s .

I ended up leaving the classroom 'cause I could see the kids f e l t  
uncomfortable with me th e re ,  eh, and (my daughter! was te l l in g  me la te r
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tha t she looked a t  the c la s s ,  she goes, "You know, you guys can touch 
him, h e 's  not contagious." And they a l l  ju s t  kind of looked a t  each 
other. And then they did - -  they 'd  come up and s t a r t  touching him. And 
they admitted they thought he was contagious. And like  [my daughter] to ld  
them, "Well, i f  he was contagious, we wouldn't keep him, 'cause we don 't
want the d isease ."  So even i f  th a t  one handful can come out of th a t  high
school being educated, i t  was well worth taking him up the re . At f i r s t  I 
wasn't going to ,  'cause 1 thought, "I'm not having him as a freak show," 
And then i t  dawned on me what could come out of i t .

Thus, v is ib le  d ifferences  in appearance placed chronically  i l l  people and 

th e ir  families in the position  of being stared a t  and being questioned about 

th a t  d ifference . For many, th is  was a nuisance, but an Inevitable consequence 

of liv ing in socie ty . Those who could disguise th e ir  a l te red  appearance almost 

always did so. As one woman explained, "You see me with clothes on, I don 't  

look tha t bad. But take the clothes off (LAUGHS) — I'm a mess." However, in

many cases, the v is ib le  difference was something th a t  profoundly influenced

socia l in te rac t ion  because of i t s  unrelenting presence. As one woman 

explained, "After a while you can 't  evade the issue. I mean, when you c a n 't  

walk very well th e re 's  nothing you can do to cover tha t up."

Restricted Mobility

Limitations in physical mobility represented a re la ted  form of v is ib le

difference tha t  triggered another s e t  of socia l responses. Depending on i t s

degree, r e s t r ic te d  mobility could be an extremely so c ia l ly  iso la t in g  e ffe c t  of

i l ln e s s ,  as one woman's descrip tion  i l l u s t r a t e s .

I don 't  know th a t  others would experience i t  quite  the same way, but i t  
was like  being a prisoner, I suppose, for those ten years. Of being 
v i r tu a l ly  locked in your house, because for much of tha t time I had come 
to re ly  on others and for much of th a t  time to walk out to the driveway 
was a planned th ing . My world became the garden and the house and so in 
i l l  health to make a tour around the garden was as much energy as I could 
put out.

Being mobile was c lose ly  linked to normalcy for many pa tien ts  and fam ilies , as 

the following comments i l l u s t r a t e .
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And I took myself off  the sleeping p i l l s .  I took myself off  a pa ink i l le r  
I was given a t  night.  And I f e l t  t h a t  I could drive again,  and t h a t ’s 
important to me. When I'm driving I ac tua l ly  feel  normal (LAUGHS) because 
I can drive  the car .  When I get in and out i t ' s  when I begin to remember 
I 've  got a r t h r i t i s ,  but while I'm dr iving,  I 'm ju s t  a pe r fec t ly  normal 
person. And t h a t ' s  important to me, to drive.

In fac t ,  many people took pains to remain as mobile as possible for th i s

reason. As one woman explained, " I f  I had to l ive  in a wheelchair, I would

resign myself to th a t ,  and I would cope with i t ,  but being able to walk even

in as l imited a capacity  as I can - -  a t  the moment is important to me."

In addi t ion,  mobili ty was Inherently associated with Independence for

many of the chronical ly  i l l  individuals and families.  For example, one woman

was sorrowful tha t  her immobility had forced her to give up shopping

independently.

Well, I think (BEGINS TO CRY) mostly the — you know, to go shopping now 
I have to be taken, whereas before I ' d  go on ray own, those type of things
(CRIES). But once again you have to learn,  but you'd l ike  to be able to
3 tep up and go. That ' s  the way i t  i s .

Having to give up such independence was a major f r u s t r a t io n  for many of these

people, as one woman's comments I l l u s t r a t e .  "That 's  one th ing,  you see,  you

hate asking too much. Have someone to help you, you don ' t  l ike  to do i t .  I t ' s

the asking. When you've been used to doing everything yourself ,  and a l l  of a

sudden you're asking." Similar ly,  a male pa tient expressed his experience

with relinquishing Independence.

I don ' t  l ike  to  ask anybody anything, for nothing. That ' s  another big,
big thing in your mind. You s t a r t  to - -  I don ' t  l ike  to — i f  I cannot
repay you for something, I won't ask for i t ,  you know. Maybe i t ' s  a sort  
of pr ide ,  and Independence, but I don ' t  l ike  to bother people. I l ike to 
do my l i f e ,  and do my business,  do my par t ,  and leave me alone. You 
know. But then you have to change tha t .  You have to s t a r t  to say, "I'm 
sorry,  I cannot do t h i s ,  because I got bad legs,  I got a heart problem."

Because i t  threatened th e i r  Independence, r e s t r i c t e d  mobili ty a lso  threatened

the socia l  v a l id i ty  of such pa t ien t s ,  as one woman explained.
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I 've  been such an independent person, always, tha t  i t ' s  — well,  i t ' s  
almost offending. You can apprecia te  people 's  concern, so you don ' t  want 
to be offended by i t ,  because i t ' s  legit imate  concern. But t h a t ' s  the 
inva l ida t ion ,  t h a t ' s  what i t  i s .  A play on words tha t  kept r inging in my 
mind. There 's  two ways to  pronounce the word i - n - v - a - l - i - d .  The invalid  
Is perceived as invalid .  Think about i t .  I t ' s  a fac t .  The invalid is 
perceived as invalid .

According to  these people, immobility immediately id en t i f ied  the

individual as "disabled,"  a label which had serious  socia l  implications for

them, as one woman noted.

I wil l  go in the re ,  gimping, or walking reasonably s t r a ig h t ,  but without 
the cane or c ru t c h e s . . .  You know, I don ' t  want to wear the label 
"disabled."  I look a t  myself — I'm d i f f e ren t -ab led ,  t h a t ' s  a l l . . .  In 
sp i te  of what my body's doing, you know, there  is  nothing wrong with me.

Many recounted personal events as evidence of how socie ty  t r e a t s  i t s  disabled

members. For example, one man made mention of disabled sea ting in thea t res .

You know, they have a show there ,  where the Eskimos are building these 
s leds ,  and, you know, a l l  you could see was th e i r  fee t ,  and I was r ig h t  
down the foot of th i s  thing.  Now, anywhere along tha t  sea ting area,  
there should've been a l i t t l e  cut -out where a wheelchair could park and 
be up with the r e s t  of the normal people. But no, they don ' t  look a t  you 
as a normal person. They put you down there ,  in th is  r e j e c t  area.

One repercussion of being label led  disabled was tha t  even the most well

informed people tended to act  nervously in the presence of the i l l  individual.

According to some of these pa t ien ts  and famil ies ,  i t  was necessary to devote

considerable energy toward putt ing such people a t  ease in order for f r u i t f u l

in te rac t ion  to occur.

You're the one who shows them how to behave. I mean, some people are made 
very nervous by your being in a chair ,  or something. And i f  you're so r t  
of cool around them, then th e y ' r e  not nervous around you. So i t  a l l  
depends on your manner I t h i n k . . .  The way a person reacts  to you, depends
on how you ac t  to them, so i t ' s  up to the disabled person to  put them a t
ease or you get a mess - -  a nervous person who r e a l ly  is not helpful a t  
a l l .

Because of the awkward responses of those around them, many people with 

r e s t r i c t e d  mobili ty found tha t  soc ia l  in te rac t ion  with other disabled
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individuals  was Ear more sa t i s fy ing  than was coping with the Inevitable socia l

reactions  among the non-disabled, in sp i te  of h is  ear ly  misgivings,  one man 

fondly remembered his f i r s t  opportunity to spend time with other pa t ien ts  in 

s imilar circumstances.

I t  was ac tive  soc ia l iz ing  tha t  I could do, and not feel  out of place,  or 
a burden to other people, or anything. I t  was r e a l ly  well s e t  up tha t  
way. As I say,  before I went in [to tha t  c l in ic ]  I had a l l  these 
apprehensions about what I t  was going to be l ike ,  and I d id n ' t  know a 
thing about i t ,  and i t  turns out to  be so wonderful for me. I now wish 
I ' d  stayed longer.

Like t h i s  man, many pa t ien ts  found other disabled people to  be accepting of

th e i r  d i f fe rences .  As one woman said ,  "Like around a bunch of ordinary folks

you might fee l  tha t  you're unusually c lu tzy or clumsy. Around them, you're

not, which is  nice for a change (LAUGHS)."

Another serious repercussion tha t  was frequently reported by these

chronically  i l l  individuals and families was the degree to which people were

assumed to be mentally incompetent because of a physical d i s a b i l i t y .  One

woman, who had a rich  professional  background in community organizing,

reported the following f ru s t r a t io n s .

People would pat me on the head i f  i t  came up in conversation anywhere 
along the l ine  about what I 've  done, what I want to do on the 
professional  level .  People won't accept i t ,  from somebody who's having 
d i f f i c u l t y  walking, tha t  the i r  b ra in ' s  in place.

The wife of a wheelchair-bound man reported a s im i la r ly  f r u s t r a t in g  story .

You go in a res taurant  and the waitress wil l  come to me and say, "Does he 
want coffee?" "Ask him!" We've heard th i s  a hundred times! The 
waitress has asked me r igh t  with him two fee t  away, "Do you think he 
would l ike  to have coffee?" And I say, "Well, ask him." You know, as if  
he was a complete imbecile. And th i s  Is what gets me r e a l ly  wound u p . . .
I t  is demeaning, I think,  to a person in a wheelchair, when whoever's 
at tending you turns to your partner and addresses them because they c an ' t  
seem to think tha t  because you're s i t t i n g  down in a wheelchair you can 
think.
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This anecdote suggests a major irony, according to some of these i l l

individuals and famil ies ,  which is  tha t  having a v i s ib le  difference ac tua l ly

renders one Inv is ib le .  An incident reported by one pa t ien t  i l l u s t r a t e s .

The other day I was going up the road and there  was a lady marching along 
the road, and i t  came to a point  on the road where the sidewalk had ended 
and she was chugging r igh t  along, and I was going up along and I said ,  
"Hi." She d i d n ' t  say a word. So I thought maybe she hadn 't  heard me so I 
says,  "Good a f te rnoon .” She jus t  ignored me and kept on walking. I 
thought, well,  to  heck with you, but she never did respond. She d id n ' t  
even look. So t h e r e ' s  the odd one tha t  c an ' t  handle a person in a 
wheelchair.

Adding to the intense f ru s t r a t io n  of such incidents was the knowledge tha t

such people genera lly  meant well.  For example, one woman recal led an Incident

in which a fr iend had come to her home to can s trawberr ies .  When i t  came time

to add the pect in ,  the friend read out the ins truc tions  to th is  woman in a

pa infu l ly  slow voice using her finger to point  to each word as one might to a

ch i ld .  When asked how she responded to such incidents,  t h i s  pa t ien t  answered,

"Personally, what I do is  I get stunned and I don ' t  even reac t . "

A f i n a l  s o c i a l  e f f e c t  of  t h e  v i s i b l e  m o b i l i t y  im pa i rm en t ,  a c c o r d i n g  to

the pa t ien ts  and families in th i s  study, is  tha t  i t  conjured up the

un re a l i s t i c  image tha t  i l l  or disabled individuals are espec ia lly  virtuous.

One woman's explanation of th i s  phenomenon i l l u s t r a t e s .

(A colleague 1 keeps saying he thinks we're so brave.  That is  so wrong*.
I'm sure he fee ls  th a t ,  ‘cause he th inks ,  "God, i f  I ever had that  
problem I 'd  never be able to cope tha t  way." And t h a t ' s  not true! 
Everybody would do — I'm sure everyone would do i t  the same way. You 
have to .  You do one of two things.  You accept i t ,  and cope with i t  — 
maybe not accept i t ,  but you cope with i t  - -  or you k i l l  yourself .  And 
I'm sure most people would do i t  — the coping - -  the same way tha t  
[another pa t ien t ]  and I are doing, ‘cause you have no choice. I t ' s  
surv iva l .  That ' s  a l l  i t  i s ,  I t ' s  ju s t  surv iva l .

From th i s  woman's perspective,  the assumption tha t  a l l  disabled people are

brave was as u n re a l i s t i c  and patronizing as was the assumption that  they were

a l l  incompetent. Thus, r e s t r i c t e d  mobili ty represented a v is ib le  difference
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tha t  s e t  the chronical ly  111 person apar t  from the norm, threatened his or her 

independence, and subjected the Individual to a host of demeaning and 

f r u s t r a t i n g  s o c i a l  r e s p o n s e s .

Unusual Behaviors

Beyond dif ferences  in mobility and appearance, several  chronical ly  i l l

individuals and families told of other behaviors tha t  made the i r  i l lness

v is ib le  to others in some way. One such behavior was the voluntary use of an

appliance or device tha t  was su f f i c i e n t ly  unusual to a t t r a c t  a t t en t ion .  One

man with a chronic back problem explained his use of such a device.

But I 've  been p re t ty  good a t  doing whatever I need to do. For two years 
while I s t i l l  had to s i t  with th i s  back support , which is  so r t  of a big 
brown thing with a l i t t l e  cushion, and I car r ied  i t  everywhere I went, In 
res tauran ts ,  c l i e n t s '  homes, everywhere e lse ,  and I ju s t  car r ied  i t  with 
me. And sa t  with i t ,  and I d id n ' t  care,  because i t  made a big di fference
in my being able to ea t  a meal in a res tauran t  or not.

Another v is ib le  behavior described by a few of these individuals was

uncontrollable emotional l a b i l i t y .  For example, tear fu lness  a t  inappropriate

times could be a highly noticeable d if ference,  as one woman explained.

When you're v i s i t i n g  with someone, a l l  of a sudden you s t a r t  crying — 
there is some l i t t l e  thing I 've  said ,  or they've said - -  and then you 
feel  l ike  a donkey ‘cause you can ' t  say exact ly why you're crying.
Stupid.

One woman reported tha t  she had had to give up tu to r ing  because of changes to 

her voice, another socia l  v is ib le  d if ference.  "And now I c a n ' t  t t u t o r l ,  'cause

the poor kids would think I was drunk, or something. I mean, I sound drunk to

some people although I'm not.  I don ' t  drink.  But my speech gets screwy."

For those pa t ien ts  and families in whom chronic i l ln e s s  required d ie ta ry  

a l t e r a t io n s ,  the v i s i b i l i t y  of eating as a soc ia l  phenomenon became quite  

apparent. One man theorized tha t  food's socia l  importance stemmed from 

primitive human in s t in c t s .
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But I t ' s  a complicated, complicated thing.  An in te s t in a l  disease a f fec t s  
you so profoundly, because food is  the basis of socia l  things.  Food is 
one of the highest  cravings a person has. You know, i t  stems from the 
most primitive sources.  Deny an animal food and i t ' l l  d ie .  Deny a person 
food and keep I t  a l ive  a r t i f i c i a l l y ,  i t ' l l  go Insane.

Others ta lked of making people nervous by not eating,  or by eating not iceably

d i f f e r e n t  d i e t s  a t  family celebra tions  and other soc ia l  occasions. For such

indiv idua ls ,  the socia l  pressures surrounding food consumption were

p a r t i c u la r ly  conspicuous.

Other unusual behaviors described by some of these pa t ien ts  and families

included such symptoms as noxious odours, audible bowel sounds, or f la tu lence .

While not v i s ib le  in the usual sense, such phenomena could be d i f f i c u l t  to

disguise and made the i l ln e s s  dramatically  evident to others ,  as one woman's

comments i l l u s t r a t e .

I t ' s  a disease tha t  is  extremely i so la t ing ,  mostly because of the smell 
t h a t ' s  assoc iated with Crohn's.  I t ' s  very of fensive .  And a l l  the time 
going to the can. The bowel movements are usually quite offensive,  even 
i f  i t ' s  mostly l iqu id .  There 's  a lso  a tremendous amount of gas, which is 
a lso  very offensive.  This is  very i so la t ing  for people who are shy, who 
are t imid, who d on ' t  know how to deal with t h i s ,  who don ' t  know anybody 
who can say, "Look, I f a r t  a lo t  now, and i t ' s  p re t ty  awful!" They've 
got to t ry  and get up and run out on the room if  they've got guests ,  or 
they c a n ' t  go to a concert .  I t  becomes a very i so la t ing ,  and a very 
lonely disease.

According to the men and women involved, such symptoms violated  social  taboos,

c rea ting  an immediate soc ia l  s t r a i n .  Many pa tien ts  with such problems

preferred voluntary iso la t ion  to dealing with the d i f f i c u l t  socia l

repercussions,  as one young man's s to ry  I l l u s t r a t e s .

I d id n ' t  want to go out any more. I was a f ra id .  Like, to go to the 
supermarket was rea l  t rau m a t ic . . .  I get agoraphobia. I t ' s  not as bad, but 
back then I was a f ra id  of people, a f ra id  of people even coming over into 
my space. I lived in a bachelor s u i t e ,  downstairs here. And tha t  was my 
world, and t h a t ' s  a l l  the world I wanted too. I d id n ' t  want to deal with 
any other kind of world . . .  One of the reasons too, was my bowel function 
then. I withdrew from socie ty .  I t  was a progressive th ing,  the d iarrhea.  
And sometimes i t ' s  r e a l ly  quite  putrld-smell lng and embarrassing for me 
to go Into people 's  houses, and have to use th e i r  bathroom, and s t ink  the
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whole house up. A l o t  of times I was in some p r e t t y  embarrassing 
s i t u a t io n s ,  but i t  was e i th e r  s i t  there ,  and be in excrucia ting pain,  or 
go and re l i ev e  myself, and so I decided I'm not gonna deal with i t .  I ' l l  
ju s t  s tay  home. Because the only way to stop i t ,  was stop eat ing.  And if  
I stopped ea t ing ,  I would lose the b a t t l e .  So I stayed home, and a te  as 
much as I could, whatever I could,  and kept close to the t o i l e t .

In con t ra s t ,  however, some informants were remarkably sk i l l ed  a t  making 

normally unmentionable bodily functions s o c i a l l y  acceptable  to those around 

them. One woman explained the benef it s  of being candid about s e l f 

ca the te r  izing her urinary bladder t h i s  way.

I 'm so up f ron t  about my "job,"  as I c a l l  i t .  That was the best  way with 
the ch i ldren ,  because when they ' r e  here Grandma has to go and do her job 
in the bedroom, and I shut the door, and they want to know why they c a n ' t  
come in. So i t ' s  Grandma's job time, and you wait t i l l  Grandma's through, 
and then you can see Grandma. But we have some fr iends  t h a t ' l l  say,
"We'll go a f t e r  you've done your Job," and t h a t ' s  f ine ,  because then I 
don ' t  have to worry about i t .

A f ina l  d i f ference  th a t  could be so c ia l ly  id en t i f i ab le  was forgetfulness .  

According to severa l  pa t ien ts  and families ,  such speech and memory problems 

also generated extreme soc ia l  discomfort.  One woman reported tha t  a common 

response to her forgetfulness  was to minimize i t s  importance. She observed, 

"Like so many people say, 'Well, I don ' t  remember things e i t h e r . '  I t  i s n ' t  the 

same, you know." From her perspective,  at tempts to normalize th i s  extremely 

f r u s t r a t i n g  symptom was qu ite  patronizing.  Thus, according to  these i l l  

Individuals and famil ies ,  evidence of unusual behaviors could s e t  apar t  the 

i l l  person in much the same way as did a l t e red  appearance and r e s t r i c t e d  

mobili ty.

Implications of Visible  Difference

By making chronic i l l n e s s  v i s ib le ,  such d i f fe rences  brought i t  into the 

socia l  arena,  where i t  was then the ta rge t  of a v a r ie ty  of soc ia l  responses.

To some extent ,  and in some Instances, there  were advantages to having a
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v is ib le  d i f ference .  According to one pa t ien t ,  being v i s ib ly  d i f f e r en t  afforded

you the opportunity of c reating a sympathetic community.

[ I f  i t ' s  hidden] you ju s t  have to kind of su ffe r  alone, but then when 
there  is  some, you know, incapacity,  or some cripp l ing ,  or something 
v isua l ,  then, of course,  people are more able to iden t i fy  with th a t ,  and 
ask questions,  or feel  sorry  for you, or know t h e r e ' s  something not quite  
r ig h t  about you.

At times, the v i s ib le  d if ference legit imized ce r ta in  forms of ass is tance ,  as

one woman's comments I l l u s t r a t e .

I wear my c o l l a r  in the car a l l  the time, so my students,  for Instance, 
a l l  have asked me why I wear the c o l l a r ,  and so anybody who sees me in 
the car ,  of course,  you know, knows tha t  t h e r e ' s  something going on. But 
for the most pa rt  I t ' s  Inv is ib le .  And I think r e a l ly  the only time tha t  I 
ever have a sense th a t  i t  might be handy i f  people have a sense of how 
bad i t  was is when I go grocery shopping and I have to ask them i f  they 
mind taking the bags out to the car .

However, according to most pa t ien ts  and famil ies ,  any advantages were

outweighed by the f ru s t r a t in g  and demoralizing socia l  implications inherent in

being e a s i l y  i d e n t i f i a b le .  According to many, the v is ib le  dif ference meant

tha t  they were no longer dea l t  with as an individual.  One man's explanation

shows a strong resentment of being stereotyped in th i s  way.

Now th a t  I'm obviously incapacita ted,  i t  doesn ' t  matter physically  ‘cause 
I know I c a n ' t  do i t .  So, with me, i t ' s  mainly a mental f ight now tha t  I 
come across as I'm a person. And more than th a t ,  I'm an individual 
person, as the way you t r e a t  individual people. Like you don ' t  see a 
group of people, say a t  a par ty,  or something, and ju s t  glob them a l l ,  
you know, into one big sack and say, "These are a l l  drunks," 'cause 
t h e r e ' s  one drunk there .  You don ' t  do i t !

Another informant expressed a s imilar sentiment: "I don ' t  l ike  people who ta lk

to me l ike  I'm a d isease ."  Being included in general izations  ra ther than

ident i f ied  as a unique individual was therefore  a p a r t i c u la r ly  f ru s t ra t ing

socia l  implication of a v i s ib le  dif ference for many of those l iv ing with

chronic i l l n e s s .
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A re la ted  but even more dis turb ing repercussion of having a v is ib le

dif ference was th a t  It- created the rea l  p o s s ib i l i ty  of discrimination.  

According to one man, such discr imination made a bank loan d i f f i c u l t  for the 

disabled.

But the reason I'm saying th i s  I s ,  tha t  when you say you're disabled,  you 
go to the bank, t r y  to  borrow money. When you're disabled,  no way. You go 
somewhere e l se .  You t e l l  you're disabled,  the face change. They look a t  
you down.

While actual  instances of discr imination were not frequently reported among

these Informants, there was agreement tha t  a v is ib le  dif ference made one

espec ia l ly  vulnerable to I t .  The case of one family I l l u s t r a t e s  how an

unscrupulous Individual t r i e d  to use the p a t i e n t ' s  handicap to her advantage

in determining re sp o n s ib i l i ty  for a vehicular accident.

The pr incip le  of the matter was tha t  they saw [my husband] coming In a 
wheelchair, and i t  was easy to blame a handicap, because he was driving 
with har.d contro ls ,  and so i t  was easy to put a l l  the blame...  And I was 
so determined tha t  the handicap was not responsible.  And th i s  is  why we 
pers is ted ,  because a l l  we wanted was our van and t r a i l e r  to be paid for.  
And we d id n ' t  want to make money on her, you know, but she was so 
p e rs i s ten t  tha t  [my husband] had h i t  her. But we weren' t aware that  (the 
Insurance company] had taken pic tures  while we were away, and the 
pic tures  showed everything so c lea r ly  tha t  i t  wasn' t shown t i l l  the l a s t  
day of court .  We were two days in there .  And the pictures  came out, and 
then, to our amazement, "Oh, they wanted i t  to be a su rp r i se ."  They knew 
tha t  [my husband] wasn' t gu i l ty  from the beginning, because they had the 
pic tures  (LAUGHS).

The chronical ly  i l l  individuals and families in th i s  study, therefore ,  

described the socia l  e f fec t s  of a v is ib le  d ifference as f rus t ra t ing ,  

demeaning, demoralizing, and invalida ting.  By v ir tue  of a v is ib le  d if ference,  

they became subject  to the e f fec t s  of intolerance and ignorance in the ir  

socia l  universe.  In many cases,  they formed theories as to why people behaved 

as insens i t ive ly  and as rudely as they did and developed creative  s t ra teg ie s  

to cope with the socia l  reverberations  they could not avoid.
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Within the socia l  worlds of the pa t ien ts  and famil ies ,  however, the

Intolerance and Ignorance of one pa r t icu la r  group of people was most d i f f i c u l t

to ra t iona l ize  and to accept.  The accounts of these people suggested tha t

health care professionals demonstrated similar prejudices toward v is ib le

d if ferences  as did less  Informed members of socie ty .  For example, one family

recalled  a doctor avoiding th e i r  child with cerebra l  palsy.

When we f i r s t  moved down here I would take (my son] in for an ear 
Infection,  for example, [the doctor] would stand a t  the other side of the 
room and kind of look a t  [him] l ike  t h i s ,  "Oh, he looks fine to me." You 
know, as i f  he 's  going to catch the disease.  And t h a t ' s  not exaggerating.  
I t  was ju s t  t e r r i b l e !

When health care professionals  responded in ways th a t  revealed no sympathy

with or understanding of v i s ib le  d if ferences ,  these i l l  individuals and

families f e l t  espec ia l ly  betrayed, as one man explained. "There are so many

diseases tha t  incapacita te  you, that  when a nurse or health care worker or

anybody sees I t ,  they automatically associa te  i t  with a mental incapacita tion

a lso .  That ' s  r e a l ly  annoying for me." Another individual told a s to ry  which

i l lu s t r a t e d  the display of s imilar a t t i t u d e s  toward her i l l  husband.

I t  reminds me of an instance — th i s  is quite a while ago. He had to go 
and see one of the doctors tha t  were on c a l l .  I don ' t  even remember who 
i t  was, or what i t  was about --  a few years ago. And then I went and 
talked with the doctor a f t e r  [my husband! had come out, and he said,  
"Well, I'm prescr ib ing th i s  for him." I sa id ,  "Okay." And he sa id ,  "You 
know, he 's  ac tua l ly  qui te  smart. He's r e a l ly  got himself toge ther ."  And 
I ju s t  looked a t  him and said ,  "Well, of course he 's  smart. There 's  
nothing wrong with his  brain" (LAUGHS). I mean, since he saw i . e .  someone 
in a wheelchair, you know. I t  was obvious to me he c l a s s i f i e d  everyone in 
a wheelchair as l ike  the people s i t t i n g  in the old fo lks '  home over 
there ,  you know. And i t  was almost l ike he was surprised,  you know, "He's 
r e a l ly  b r igh t , "  you know. I said ,  "Yeah, he i s . "

while pa t ien ts  and families were surprised by such unacceptable Ignorance

among health care profess ionals ,  they a lso  found i t  extremely disconcerting.

When they perceived such a t t i t u d e s  began creeping into treatment

recommendations, they were ho r r i f i ed .  One mother reca l led  such an instance.
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Dr. S was there a t  the time running haematology. And he was the one tha t  
was in charge o£ th i s  programme of putt ing  the kids on warfarin. And l ike  
nobody had so r t  of said to me tha t  th i s  is  how serious th i s  drug was, you 
know. And i t  was a c tu a l ly  the res ident surgeon on the day we were going 
home, and tha t  morning he sa id ,  "You do rea l ize  what th i s  drug is  l ike?"
I sa id ,  "Well I guess I do and I d o n ' t ,  but nobody's r e a l l y  s tressed i t  
to me." So he went over the side e f f e c t s ,  and things th a t  could happen, 
and things to watch f o r . . .  Then, you know, Dr. S came to discharge us and 
give us the p resc r ip t ion  for the warfarin.  And so by t h i s  time I 
collected my thoughts enough to s t a r t  asking some questions,  you know, 
and I said,  "What about wearing a helmet, and s tu f f  l ike  that?"  'Cause 
he was walking, and he was a climber too, tha t  was the problem, you know, 
he loved to climb, on anything, and I could ju s t  see him, you know, 
fa l l ing  on his head. And he said ,  "Oh, no. We don ' t  l ike  the kids to be 
d i f f e r e n t .  A helmet wi l l  make him look d i f f e ren t .  Just  watching him, and 
jus t  keeping a close  eye, and if  he does have a f a l l ,  and he doesn ' t  get 
up r igh t  away, and s t a r t s  being s ick,  or has s t i f f n e s s  in his back, then 
bring him r igh t  in ,"  you know.

Thus, the accounts of the pa t ien ts  and families in t h i s  study i l l u s t r a t e  

extreme socia l  pressure to conform to an ideal of "normal" and, i f  they 

cannot, to accept the consequent socia l  distance the i r  i l l n e s s  created.  Their 

accounts make i t  evident tha t  having a d if ference  is often far less 

consequential than is  being seen to have a d i fference.  In th i s  way, they 

I l l u s t r a t e  how deeply grounded the experience of chronic i l ln e s s  is  in a 

socia l  context.

The Impact of Invis ib le  Differences

Among the many possible e f fec t s  of chronic i l l n e s s ,  there are those tha t  

are soc ia l ly  inv is ib le  (Alonzo, 1985). According to the pa t ien ts  and families 

in th i s  study, the experience of inv is ib le  dif ferences  is  far more complex 

than simply tha t  of avoiding the problems of v i s i b i l i t y .  The most common 

inv is ib le  d if ferences  th a t  these men and women ta lked about were fatigue and 

pain. A descrip tion of the accounts of what i t  is l ike  to l ive  with these 

pa r t icu la r  problems wil l  there fore  i lluminate yet another se t  of social  

reactions tha t  make up the socia l  experience of chronic i l ln e s s .
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Fatigue

Among the in v is ib le  symptoms of i l l n e s s  th a t  pa t ien ts  and families

described, fa tigue was c e r t a in ly  the most common and often the most

d e b i l i t a t i n g .  While fa tigue has long been recognized as an e f fec t  of i l l n e s s ,

i t  is  often Inte rpreted  as a r e l a t i v e l y  minor inconvenience. However, for many

of these  people, fa t igue  was of such an extreme degree th a t  i t  bore l i t t l e

re la t ionsh ip  to th a t  phenomenon which well people c a l l  by the same name. One

woman's desc r ip t ion  of the fa tigue  of chronic i l ln e s s  i l l u s t r a t e s .

There 's  t i r e d ,  and th e r e ' s  MS t i r e d .  I t ' s  two t o t a l l y  d i f f e r en t  things,  
you know. Most people are  t i r e d ,  and a good n ig h t ' s  s l e e p ' l l  do i t .  We're 
ta lk ing  t i r e d  here to d ie ,  r igh t?  Tired, where someone screamed, "Fire ,"  
and the building was in flames, and you'd say,  "Well, I'm ju s t  too damn 
t i r e d , "  you know — t i r e d .  Oh, too t i r ed  to pick up your toothbrush,  too 
t i r e d  to  — you' re  hungry, you 're  t h i r s t y ,  whatever, too t i r e d  to go into 
the kitchen. That ' s  t i r e d .

Another p a t i e n t ' s  desc r ip t ion  confirmed tha t  such fa t igue ,  because i t  was an

inv is ib le  symptom, was impossible for others to fu l ly  appreciate .

You see,  you've got to  understand how t i r e d  we get ,  and for no reason a t  
a l l .  You l ike look th e r e ' s  nothing wrong, but you ' l l  be horr ib ly  
fa tigued.  That ' s  impossible for people who don ' t  have MS to understand — 
to understand how t i r ed  you can ge t .

Because fa tigue prevented people from performing ce r ta in  expected functions,

i t  fur ther exposed them to the c r i t i c i s m  of o thers .  The reco l lec t ions  of one

woman i l l u s t r a t e  the way th a t  the e f f e c t s  of fa tigue were commonly

mis in te rpre ted.

You see,  the whole s to ry  s t a r t s  long before t h i s  was diagnosed. You see, 
even in school, way back in school, I was too t i r ed  to do the physical 
education,  and I got t re a ted  l ike  a witch in c las s ,  made to be a lazy 
fool,  but I was ju s t  too t i r e d  to do a l l  the physical  things.  Where 
everybody else  was leaping and jumping, I cou ldn ' t  do i t .  I j u s t  could 
not. Now I look back and I say,  well ,  sure ,  I 'v e  found out th a t  t h e r e ' s  
juveni le  MS, and th i s  i s n ' t  ju s t  something th a t  ju s t  h i t s  on a ce r ta in  
day, t h i s  is a gradual thing t h a t ' s  - -  who knows? --  with you a l l  your 
l i f e .  I know now why I cou ldn ' t  keep up. I remember being with my fr iends 
and having to go home. This was In ninth or tenth  grade, when I was with 
f r iends ,  and I had to go home because I was ju s t  too t i r e d .
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Although, according to the informants, fat igue a lso  Influenced th e i r  emotional 

s t a t e ,  most believed tha t  d e l ib e ra t e ly  understating the i r  fatigue was a

c r i t i c a l  s o c i a l  s t r a t e g y ,  a s  one woman's a c c o u n t  i l l u s t r a t e s .

Phony as i t  might b e . . . I  simply c a n ' t  imagine in a l l  those years my 
husband coming home to  somebody who was not cheerful  and complaining, you 
know. So there  again there was a lo t  of suppression going on, but I f e l t  
i t  was e s se n t ia l .

Thus, fa tigue was a common inv is ib le  d ifference tha t  seemed to evoke a 

c r i t i c a l  soc ia l  response, requiring some pretense in i t s  management. Because 

people with fatigue did not behave normally, yet had no v i s ib le  excuses for 

the i r  lack of p a r t i c ip a t io n ,  they were required to cover up or face socia l  

condemnation.

P a in

Unlike fa tigue ,  pain i s  something for which people tend to have a great

deal of sympathy. However, such sympathy is generally  reserved for those

circumstances in which we believe pain to be severe, such as ch i ld b i r th ,

multiple trauma, or end-stage cancer.  I t  Is far more d i f f i c u l t  to identi fy

with chronic pain,  pa r t ly  because the individual does not exhibi t  those

ch a rac te r l s t l c s  we associa te  with true pain,  such as screaming, grimacing,

crying or muscle r i g i d i t y .  When people can apparently walk, ta lk  and function

normally, our a b i l i t y  to appreciate  th e i r  pain is grea t ly  diminished.

According to the accounts of the pa t ien ts  and families in th i s  study,

chronic pain had a profound Influence on the i r  a b i l i t y  to p a r t i c ip a te  in and

enjoy l i f e ,  as the statements of one woman i l l u s t r a t e .

There have been times I have been i l l  and we've gone on a soc ia l  function
en ter ta in ing  customers, and they have no idea of the pain i t  is  for me to
go through that  evening. But I mean I don ' t  even attempt to l e t  them 
know, you know. I guess i f  I had a cas t  on my arm people would say, 
"That's  too bad, i t  must be pa infu l ."
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Because the i r  pain was inv is ib le  to others,  these men and women often suffered

s i l e n t l y .  However, i t  took a considerable amount of work to behave normally

when in pain,  as one p a t i e n t ' s  account i l l u s t r a t e s .

I can get I r r i t a b l e .  I get f rus t ra ted .  I think t h a t ' s  a good way to 
describe the change. Frustra ted ,  I r r i t a b l e ,  you kind of go Into an 
over-ride kind of.  You're kind of r e a l ly  aware of i t  and you're aware of 
the pain so you're aware of trying to combat the pain and be cheerful for 
i t  to be, you know, to  not l e t  i t  get the best  of you, and, you know, 
when you're with other people, or something. You don ' t  wanna get dragged 
down by i t .  You kinda t ry  to over-ride i t  and ignore i t .  So i t  takes 
extra energy to keep smiling.

For most of the p a t ien t s ,  i t  was important to learn how to avoid

"complaining'' about th e i r  pain.  One woman remarked, "If  one were to always

complain about i t ,  you'd be complaining a l l  the time, you know." Therefore,

many people minimized i t s  significance  in the course of the i r  in teract ions .

One man, for example, noted how d i f f i c u l t  i t  was to convey essen t ia l

information about the Implications of his pain without appearing to complain.

I would always downplay i t .  Just  say, "My back's a l i t t l e  sore ."  But 
they should know th a t  tha t  means tha t  they should do the dishes (LAUGHS), 
or they should do something, (LAUGHS) you know, without me having to 
bitch and complain about i t .  There was a period of time there when i t  was 
a l i t t l e  hard.

Another challenge had to do with deciding when to be honest about the pain and 

with whom.

I don ' t  keep i t  t o t a l l y  private  but you know people come up and they say,
"I haven't  seen you for a long time," and they ask me. I have a nurse
friend tha t  I hadn 't  seen for a long time and she said,  "I r e a l ly  wanna 
know." So I would ta lk  to her and le t  her know what I was going through. 
What had happened in the l a s t  l i t t l e  while. A lo t  of people come up and 
say,  "How are you doing? How is your back?" (I answer) "Fine. Great. No 
problem." And maybe there was to ta l  pain and discomfort.

The bind for many of these patien ts  was that  they needed to communicate about

the pain in order to be understood but were hes i tan t  to say too much for fear

of being offensive,  as one man explained.
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But the other thing,  In terms of I n v i s i b i l i t y ,  the only par t  t h a t ' s  
t r i cky ,  or th a t  was t r i cky ,  Is not wanting to be one of these people who 
Is al30 complaining about having a sore back , . .  I would often ta lk  with 
my friends  about I t ,  and I always f e l t  I was doing tha t  too much. And I 
d i d n ' t  want tha t  to be the only thing I could ta lk  about, and they'd get 
t o t a l l y  bored with i t .  And they would always say th a t  I wasn' t ,  but I 
sometimes f e l t  tha t  I was. I was always f i l l i n g  people in with the l a t e s t  
th ing,  or whatever, but because I d id n ' t  want to  always complain about 
I t ,  or be th a t  kind of person, to some extent I wouldn' t.  And then people 
who were around me in my da i ly  l i f e ,  I would sometimes resent  the fac t  
tha t  they weren' t  paying a t ten t io n  to the fac t  tha t  things weren' t easy 
for me, or whatever.

While se l f -p ro tec t io n  was c r i t i c a l  for many of the individuals in pain,

they courted soc ia l  re jec t ion  because of the i r  unwillingness to perform

cer ta in  expected ac t ions ,  as one man with chronic back pain recal led .

Sometimes I'm In a ce r ta in  s i tu a t io n ,  and people look to me to do the 
l i f t i n g .  And If  you're in a room with three women and a ch i ld ,  and 
something needs l i f t i n g ,  everybody looks to you. Which is kind of weird 
anyway, but — and I don ' t  take i t  on. I don ' t  worry about i t ,  but I so r t  
of find i t  amusing sometimes, 'cause a l l  my friends are always l i f t i n g  
th ings,  and I'm going somewhere with my daughter, and she 's  carrying the 
heavy thing and I'm not.  And people so r t  of look, but i t  doesn ' t  bother 
me. But i t  bugs me tha t  they think th a t ,  you know. They look a t  me, and 
my physical appearance is p re t ty  healthy, l ike  I'm not fa t  or nothing, so 
they th ink,  "Why c an ' t  he do i t?"  That bugs me. I t  bugs me a b i t .  But, I 
guess, those are inner feelings tha t  you have, tha t  you don ' t  l e t  them 
out. You t ry  not to think about i t ,  and i f  they do think tha t  way then 
you jus t  keep away from them. Just  keep away from people l ike  tha t ,  tha t  
don ' t  understand. "You look good, and why c a n ' t  you do i t?"  Right? You 
know. I d on ' t  know. Maybe they 'r e  a l l  s a d i s t s ,  and want you to keep 
attempting i t ,  and attempting i t ,  and attempting i t ,  you know.

Others recalled  s imi la r  discomfort over the disapproval of others .  One woman

noted, "I do get looks because people look a t  me as though I don ' t  have

anything wrong with me because I walk well now." Another woman's account a lso

i l l u s t r a t e d  the socia l  consequence of looking normal while in pain.

One thing I find f ru s t r a t in g  is th a t  people look a t  you and think,  "You 
look normal. What's your problem? You're 25, you're young. What do you 
mean you c a n ' t  — ." People jus t  assume, and you've got to keep t e l l i n g  
them, "I c a n ' t  do t h a t . "  And when you stand there and you watch these 
people do the work — I'm not tha t  type to  s i t  back and do th a t ,  I want 
to do the work. . .  I find tha t  one of the things is  tha t  people don ' t  - -  
ju s t  because you c a n ' t  see a physical problem, they assume tha t  you don ' t  
have a problem. People c an ' t  imagine i t .
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Thus pain, l ike  fa tigue ,  created an inv is ib le  yet  r e a l  departure from

normalcy for these p a t ie n t s .  One woman's thoughts e labora te .

You don ' t  l ike  to fee l  alone,  espec ia l ly  in something t h a t ' s  a painful 
thing.  Something th a t ,  you know you j u s t  fee l  a l i t t l e  b i t ,  through the 
pain and maybe a lso  fee ling  not as good as everybody e l se .  You're not 
normal. And to find somebody e l se  tha t  you can be together with t h a t ' s  
not normal l ike  you c reates  a normalness. . .being with your own 
folks .  You're normal within your own group and th a t  is  Important. That 
peer group and having fr iends  around you t h a t  you can communicate with or 
even Just  to be with and to know tha t  they ' r e  the same. That ' s  a l l .

For th i s  reason, several  people found tha t  chronic pain led them to seek

soc ia l iz a t ion  with those most l ik e ly  to understand i t .

Some of your younger f r iends ,  they c a n ' t  r e l a t e ,  which Is understandable, 
to a degree, and then they don ' t  re a l ize  what you're going through a t
a l l .  Whereas some of those older people do. So maybe I get along with
people who have been through pain.

A young woman explained sh i f t in g  to a social  group tha t  was senior to her by a

generation in order to find support.

Because I found a couple of years ago tha t  competition in my age group is 
quite  high. But with the age group I'm with now a t  the Legion, I don ' t  
have to prove myself. They know I have a back problem. They tease me 
about i t  (LAUGHS). I t  puts a l i t t l e  laughter into a s i tu a t io n  t h a t ' s  
f ru s t r a t in g .  But some of them have had back problems. They know, they've 
experienced i t ,  because bas ica l ly  they ' re  o lder ,  and they have a r t h r i t i s  
of some s o r t ,  and they know the type of pain tha t  you can deal with.

For s imilar reasons,  one man reported changing careers  so tha t  he could be his

own boss.

Then i t  doesn ' t  a f f e c t  me now, you know. And i f  I want to t e l l  off 
somebody t h a t ' s  giving me a hand with boxes, anything tha t  I have to 
l i f t ,  I can say, "Hey I have to watch my knee." I'm not a f ra id  to come 
out and say i t ,  you know. Because I 've  given them a hand. He's not giving 
me anything in re tu rn .  Whereas i f  I was saying th a t  to somebody who was 
paying my wages i t  would be a burden.

According to  these pa t ien ts  and families ,  chronic pain was a s ign i f ic an t

factor in th e i r  emotions, th e i r  a b i l i t y  to enjoy l i f e  and in th e i r  physical 

performance. By explaining th e i r  pain to others ,  they risked being considered 

overly se l f -cen t red ;  however, by t ry ing to appear normal, they risked being
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considered lazy, inconsiderate,  or boring.  Therefore, many a l te red  the i r

soc ia l  pa t te rns  in some way so as to avoid th i s  bind, seeking re la t ionsh ips  In

which empathy was more l ik e ly  or circumstances in which th e i r  performance was 

l e ss  l i k e ly  to be judged lacking.

Implications of Inv is ib le  Differences

To some extent ,  these chronically  i l l  individuals and famil ies recognized

th a t  there could be advantages In i n v i s i b i l i t y ,  In tha t  i t  allowed for a

"semblance of normalcy." For example, where those with v i s ib le  differences

had no choice in the message they communicated to the world a t  la rge,  those

with pain,  fa t igue ,  or other inv is ib le  symptoms did have choices.  When such

symptoms were manageable, i n v i s i b i l i t y  therefore  afforded the pa t ien t  the

option of apparent normalcy, as one woman's comments i l l u s t r a t e .

Oh I t ' s  t o t a l l y  Inv is ib le .  Yeah, I t ' s  a rea l  hidden d i s e a s e . . .and so, 
yeah I think i t  does help because then you have t h i s  semblance of t o t a l  
normalcy and then you can deal with these other things.

In co n t ra s t ,  the pa t ien t s  and families c lea r ly  a r t i c u la ted  a number of

ser ious  disadvantages to having an inv is ib le  d i f ference .  The most common and

often the most d i s t r e s s in g  of these was tha t  they had trouble convincing

others  th a t  the i r  i l ln e s s  was legi t imate .  One man explained i t  th i s  way.

With an in te rna l  d isease ,  i t ' s  a whole d i f f e r en t  s to ry ,  because you c an ' t  
--  i t ' s  not v i s ib le .  Like i f  somebody meets me, I'm perfec t ly  healthy, 
t h e r e ' s  nothing wrong with me. I 'v e  always looked well.  I t ' s  amazing. So, 
you know, they kind of, so r t  of,  "Well, you look well.  You're not s ick,  
you 're  ju s t  faking i t . "  I 've  heard th a t  lo t s  of times. "You c a n ' t  be 
s ick . "  Oh yeah, lo ts  of times people would jus t  CthInk 1, "Aren' t you 
kind of overdoing.. .or playing th i s  up a l i t t l e  b it?"

when th e i r  observations did not conform to th e i r  expectations of what an 111

person should look l ik e ,  people tended to  become in to le ran t ,  as one informant

found.

I think i t ' s  bas ica l ly  i n v i s i b l e . . .  And I always thought tha t  was a 
problem, because people wouldn' t accept the fact  tha t  there was something
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wrong. I thought i t  would be a lo t  eas ie r  i f  I cou ldn ' t  walk, you know, 
i f  i t ' s  very v i s ib l e ,  i t ' s  something t h a t ' s  d e f in i t e ly  wrong, and people 
wil l  accept i t  f a s t e r .  But with me being inv is ib le  on i t ,  they look a t  
you and they see you walking around and doing great  for f ive or ten 
minutes and s t u f f ,  and they go, you know, "There's nothing wrong with 
her. She looks super, therefore  she Is super." And tha t  has been a 
problem.

Because they suspected th a t  the individual with inv is ib le  d if ferences  was

exaggerating the e f f e c t s  of i l l n e s s ,  people tended to develop ra ther  negative

a t t i tu d e s  toward them. Several informants described s i tu a t io n s  in which they

had been c r i t i c i z e d ,  over t ly  or cover tly ,  because th e i r  I l lness  was not

legit imized by th e i r  appearance.

I f  you look O.K. and you s t i l l  don ' t  do things,  l ike  you don ' t  get a l l  
the dishes  done, or the housework done or your papers wri t ten ,  or 
everything — f i r s t - c l a s s  — and you look a l l  r ig h t ,  then i t  has to be 
here [POINTS TO HEAD], you know. Or you're lazy. All those pe jora tive  
terms come out. We're often  only given credence or legitimacy for not 
doing things by having something very observable.

According to her ana lys is ,  t h i s  socia l  value derived from the t r a d i t io n a l

assumption th a t  hard work and perseverance solves a l l  i l l s .  In many instances,

a similar value led to the more covert  response of general impatience, as one

woman's account i l l u s t r a t e s .

And then the reactions  of the family members — they d i d n ' t  understand 
much e i t h e r .  And my husband i s n ' t  too sympathetic towards people tha t  
don ' t  perform, you know. And i f  you don ' t  do your job you 're  not pull ing 
your par t  of the - -  you're not pitching in and helping. So he doesn ' t  
understand, you know, why I had such a lack of energy and what was 
happening to me. And i t  was tha t  par t  of not having anybody to sympathize 
with me or understand what was happening even. There was a lo t  of 
adjust ing in th a t .

Thus, in add it ion to the d i r e c t  e f fec t s  of the i l ln e s s  i t s e l f ,  the experience 

of these Informants Included some ra ther painful c r i t ic i sm s  from those around 

them.

While not a l l  of these informants experienced such disapproval,  they a l l  

agreed tha t  inv is ib le  symptoms made empathy from others d i f f i c u l t .  As one man
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discovered, "The only ones tha t  would come close were maybe somebody with the

same kind of i l lnes s  or chronic condition. They would understand." Another

pa t ien t  expressed a s imilar impression.

I often think I r e l a t e  more eas i ly  to a senior,  than to a peer,  because 
they have a hard time being understood by people a t  my peer age — about 
ju s t  the subtle extremes of normal th ings .  I f  I t a lk  to a peer about — 
oh, the fatigue levels  of a shopping t r i p ,  l e t ' s  ju s t  say a shopping 
t r i p ,  going for grocer ies - -  they c a n ' t  possibly r e l a t e  to i t  the way 
someone who Is t i r e d  and s t a r t in g  to feel  the i r  age can r e la t e  to I t .

Another way in which inv is ib le  dif ferences  disadvantaged these pa t ien ts  was

tha t  they fa i led  to provide the sor ts  of cues by which people remembered to

account for l im i ta t ions .  Thus, the i n v i s i b i l i t y  of th e i r  di fferences  sometimes

placed patien ts  In s i tua t ions  of misunderstanding which could be f ru s t r a t in g ,

i so la t ing ,  or even threatening to the i r  heal th .  One woman's s to ry  i l l u s t r a t e s

how an invis ib le  d ifference was eas i ly  overlooked in an emergency.

I was a t  the World Jamboree for Scouts. I was with the B.C. Medical 
contingent,  and I spent about seven lof thel  days I was there In hospita l  
myself (LAUGHS). We had an emergency evacuation,  and the fellow tha t  was 
In charge had forgotten tha t  I couldn ' t  do a lo t  of s t u f f ,  and he ended 
up putt ing me In a s i tu a t io n  where I f  tha t  d id n ' t  get done there was 
gonna be a problem, so I had to do i t  despite .  I had to l i f t  s t r e tch e r s ,
1 had to do things because they had to get things done quickly.

Because they exercised some freedom over the extent to which they made

the i r  i l lness  public,  some of these people also suffered the e f fec t s  of having

tr i ed  to "pass" for normal. For example, passing for "normal" denied one the

opportunity to be credited  for accomplishments while i l l .  One pa t ien t  recal led

the following repercussions of such a choice.

I was going to t e l l  you an in te res t ing  thing that  happened, a t  le a s t  I 
see I t  as in te re s t ing ,  not In te res ting  but curious perhaps. In a l l  those 
years when I was t ru l y  i l l ,  I disguised i t  as much as possible .  I d id n ' t  
want people to know what was wrong with me and I hid i t .  Many people who 
saw me in tha t  time, would probably rea l ize  tha t  I looked a f r a i l  person 
but they wouldn't know what the problem was. But by con tras t ,  in ray 
[current r e la t iv e  s ta t e  of] heal th ,  I would ra ther wish sometimes I could 
talk about I t  (LAUGHS). And I would l ike  a l i t t l e  sympathy now and then. 
That Is a complete surprise  to me, eh? I don ' t  know what i t  Is I want. I
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guess I know so many people now in a more act ive  l i f e  who never knew and 
have never known what I have been through and t h e y ' l l  have expectations
th a t  I r e a l ly  c a n ' t  f u l f i l l .  And I wish I could say,  "Hey, l i s t e n ,  I 've
been through a lo t  and I'm the best  I can be, and d on ' t  make out tha t  I'm 
not capable enough, because I'm r e a l ly  doing well ."  But you c an ' t  say 
t h a t . . .  There Is no room for those concessions,  you know, I t  ju s t  doesn ' t  
e x i s t ,  the opportunity for tha t  and espec ia l ly  wanting to compete in the 
rea l  world.

When others were unaware of the i l l n e s s ,  according to  these pa tien ts  and

families,  there was an Increased r isk  of acute ly  uncomfortable socia l

encounters. For example, one family described a painful episode tha t  occurred

when th e i r  daughter, who had cys t ic  f i b r o s i s ,  requested tha t  the parents not

Inform her new teacher of the I l lness  as they had In the past .  One day, the

teacher showed a fi lm in which CF was described as a f a t a l  disease,  a

descr ip tion  tha t  the daughter had not heard to th i s  point .

This year, a t  the beginning of September, she d id n ' t  want me to go [to
the teacher].  So guess what I did? I gave in to her,  and I d id n ' t  go.
And I had the pamphlets in my purse. For s ix  weeks I was going to go up.
I was going to go up I d id n ' t  go up, then I ' d  put i t  o f f ,  and I ' d  say, 
"Oh, come on. He has to know." "Mo. Don't t e l l  him. I t ' s  f ine ."  And I 
s ta r ted  thinking, "Why did I t e l l  these other teachers? Nothing's ever 
happened. Like why did I t e l l  them?" So I d id n ' t  t e l l  him. And the other 
people a t  the school th a t  knew — because I ' d  made such a fuss of
con f iden t ia l i ty ,  i t  wasn' t  on her card — they d i d n ' t  know. And he showed
the fi lm in front of the c lass ,  and she sa t  there ,  and some of her 
friends knew she had i t  and they 're  a l l  whispering - -  i t  was jus t  
t e r r i b l e .

Fur ther,  people worried s p ec i f i c a l ly  about the social  embarrassment inherent 

In being caught passing for normal. According to one man, such discovery was 

in e v i t a b le .

I f  you're phony about i t  you're going to su f fe r .  You t ry  to be normal as 
possible jus t  because you should be normal. . .you're going to suffe r ,  
because you have to pull  up sometime i f  you t ry  to show people you're 
normal.

Thus, try ing to pass for normal was an option for those with some invis ib le  

d i f ferences ,  but an option tha t  created a new se t  of hazards.
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The accounts o£ inv is ib le  d i f ferences  c l ea r ly  I l l u s t r a t e  the soc ia l

disadvantages involved. According to  these  pa t ien ts  and famil ies ,  d if ferences  

tha t  are not v i s ib le  provoke incredulous reactions  in o thers ,  invalida ting the 

seriousness of the disease i t s e l f  or ascr ib ing  negative personal i ty  q u a l i t i e s  

to the individual a f f l i c t e d ,  inv is ib le  d if fe rences  make empathy d i f f i c u l t ,  and 

there fore  crea te  tensions between those with such symptoms and those without.  

Furthermore, at tempting to pass for normal ra i ses  i t s  own s e t  of problems. I t  

seems tha t  there  are few s o c ia l ly  appropria te  ways in which an inv is ib le  

d if ference  can be e f f e c t iv e ly  communicated.

Clearly,  the soc ia l  world in which people experience inv is ib le  

d if ferences  shapes many aspects  of th e i r  overa l l  experience. The responses and 

a t t i t u d e s  of others crea te  a climate which d i s c r ed i t s  the person whose i l ln e s s  

cannot be legit imized v isua l ly .  The accounts Included above r e f l e c t  the 

emotional d i s t r e s s  such d i s c red i t ing  caused the i l l  individuals and families 

in th i s  study. Many people with inv is ib le  d i f fe rences ,  l ike  those with v is ib le  

d i f ferences ,  experienced a socia l  world which was in to le ran t  and

unsympathetic. Fur ther,  they a lso  found th a t  such a t t i t u d e s  extended even to

those individuals who should have been b e t te r  informed — the professional  

health care providers.

According to  these pa t ien ts  and famil ies ,  i t  was espec ia l ly  f ru s t r a t in g  

to have professionals doubt th e i r  discomfort  simply because they could not see 

i t .

That sometimes is  the hardest  p a r t .  Like the doubt, because b a s ica l ly  I 
f e l t  l ike  I was c red ib le ,  so people would believe me. But a t  the same 
time, i t  is  a l i t t l e  strange dealing with doctors .  Sometimes you feel  
defensive,  as i f  you have to  prove th e r e ' s  something wrong.

These men and women recognized th a t  the profess ionals  had access to more
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refined methods by which to make illn e ss  "v isib le" than did ordinary lay 

people.

They've got a l l  t h i s  problem here — thousands and thousands of people 
with a d isease .  I t ' s  a legi t imate  d isease ,  (but] they c a n ' t  show i t  on a 
s l i d e ,  they c a n ' t  take an X-ray of i t ,  they c a n ' t  put I t  under a 
microscope, they c a n ' t  t r e a t  I t  with anything. They c a n ' t  do anything but 
t a lk .

However, they found th a t  when such technological  Instruments were in su f f ic ie n t

to measure the I l l n e s s ,  the professionals  responded the same way as did the

general  public to  lack of v isual  confirmation.  For example, one woman recal led

a f r u s t r a t i n g  Incident in which she was not believed u n t i l  the doctor f i n a l ly

saw the symptom f i r s t -hand .

I went to Dr. w and he was a b i t  upset about the fac t  tha t  I was 
Indignant.  I was I r a te ,  and I sa id  I d i d n ' t  want to be told I t  was In my 
head. I wanted to  be examined properly,  and to find out what was going 
on. And he asked me could I show him a spasm In my legs .  And I sa id ,  
"Well, I d on ' t  r e a l l y  know. I t ' s  possib le ,"  I sa id ,  you know. I sa id ,  
"Well, I ' l l  t r y . ” And I was s i t t i n g  In the cha i r ,  and I ju s t  moved my leg 
up and down, from the knee, ju s t  so r t  of l ik e  th a t ,  to  see what would 
happen. And I t  went Into spasm. And he held I t  while I t  ju s t  shook. And 
he sa id ,  "Now, can you re lax  I t?  Can you stop i t ? ” I sa id ,  "No, I 
c a n ' t .  I d on ' t  know how to .  I f  I did know how to I wouldn' t keep them up" 
(LAUGHS). He s o r t  of patted me nice ly ,  and he sa id ,  "Well,” he sa id  "yes, 
you do have them, don ' t  you?" He sa id ,  "They are r e a l . "  And he went
through the whole process of so r t  of reassuring me nicely but in a ra ther
paternal  way.

This example further i l lu s tr a te s  another concern. These chronically 111

individuals and th e i r  families were of ten  perturbed to discover tha t  these

heal th  care professionals  r e l i e d  heavily on su p e r f ic ia l  v isual cues to  assess

what l i f e  was r e a l ly  l ike  for the p a t ie n t ,  as one woman's remarks I l l u s t r a t e .

Every time he comes in here he says,  "You look good.” I sa id ,  "Doctor, 
don ' t  you say th a t  to me a g a in .” I hate I t  when people say, "But you 
look so well ."  I fee l  f in e ,  i t ' s  j u s t  th a t  I c a n ' t  walk. Which Is very 
f r u s t r a t i n g .

Another woman echoed s imilar f r u s t r a t io n s .

I t ' s  very seldom th a t  I don ' t  look healthy,  and I t ' s  hard. I mean, how 
are you supposed to look when you go into the doc tor ' s?  I c an ' t  help i t
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tha t  I happen to have good colouring, and, as I say, I generally always 
look healthy,  very seldom tha t  I don ' t .  And i t ' s  hard for the doctor to 
l i s t e n  to you when you look the pic ture  of health,  but I c an ' t  help th a t .

While these pa t ien ts  and families could understand the ignorance of lay people

with regard to  the re la t ionsh ip  between appearance and i l ln e s s ,  they were

ra ther horr i f ied  when Lt occurred amonq those who ought to know b e t t e r ,  as one

account i l l u s t r a t e s .

[The doctor] a lso  said  to me, " I 've  never had a scleroderma patient 
before ."  Well, many doctors never have. So he said ,  "The only one I saw 
was in hospita l  when I was taking my t r a i n i n g , ” and he said "you don 't  
look anything l ike her.  You must be very mild .” And I thought tha t  t h a t ' s  
so ignorant because a doctor should know that t h e re ' s  no two scleroderma 
cases alLke. Each person Is hLt d i f f e r e n t ly ,  and some of my friends with 
scleroderma who are very i l l  look the picture  of health .  There is so much 
wrong inside of them you can see in the i r  eyes If you look. There's 
something in the face — you know th e re ' s  something wrong. But outwardly, 
i f  you d id n ' t  know to look, and i t  was ju s t  a passing, nodding 
acquaintance type thing tha t  you'd never discussed, you would never dream 
any of those people were s ick .  So here 's  th is  doctor saying tha t  I must 
be very mild because of my appearance, and he of a l l  people should know 
that with scleroderma you c a n ' t  go by appearance. So tha t  was one of the 
things th a t  stuck in my mind.

In some cases,  such d i s b e l i e f  or mis in te rpre ta tion resulted  in

professionals judging pa t ien ts  to be undeserving of cer ta in  services ,  as one

woman's experience suggests.

He ju s t  took i t  for granted tha t  I guess I wasn' t bad enough. I was 
walking around, and I was coping, and managing my home. But he d id n ' t  
take into consideration tha t  I'm one of these people tha t  would fight 
i t .  You know, he d i d n ' t  know is. the way he should have!

Another pa t ien t  provided the following example.

And another major disappointment was with the occupational the rap is t .  I 
thought I had connected with somebody, and then somewhere along the l ine  
I asked if  I could come down to see her l i t t l e  part  of the hospi ta l ,  
because any helpful things a t  t h i s  point would be much appreciated.  And a 
friend had put me on to  the fac t ,  for example, that  a raised t o i l e t  sea t  
i s  ju s t  r e a l ly  he lpfu l,  i t ' s  r e a l ly  e f fec t ive ,  and I wanted to know i f  
she had one, tha t  I could jus t  have a look a t  th is  type of thing. Somehow 
she was embarrassed a f t e r  we had talked a couple of times,  and we found 
out we were very much In the same level of in te l l igence ,  and we could 
ta lk ,  and we could've developed a friendship  apar t  from the hospita l  
r e la t ionsh ip  thing.  And she got to a point where she was t e l l i n g  me, "Oh,
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you don ' t  need th a t .  That ' s  for people who are much worse off than you 
a re ."  I saw something tha t  was a na i l  c l ipper tha t  was ac tua l ly  
developed for somebody who would have one arm cut o f f ,  and they could 
push i t  with th e i r  stump and cut the other hand. And to  me, tha t  looked 
super, because I'm too clumsy. Vhat I do when I t r y  and c l ip  na i l s ,  is I 
half  r i p  them and I 'm not strong enough to get  a good c l ip .  So I thought, 
hey, i f  I can ju s t  go l ike  tha t  hard enough, and do the posit ioning with 
the other hand, and th i s  hand works fine ,  bingo! I 'v e  r e a l ly  h i t  on 
something, and she wouldn' t even show l t  to me, because she said ,  "Oh, 
t h a t ' s  not for somebody l ike  you. That ' s  for somebody who is  missing a 
hand." And I thought there Is somebody else  who hasn ' t  heard me. She has 
things tha t  would help me to access quotation marks "normal l i f e s t y l e , "  
and she ' s  t e l l i n g  me tha t  i t ' s  for people who are more abnormal than me.
I don ' t  know what kind of a person she thought I was!

Consider a th i rd  p a t i e n t ' s  experience when she requested an increase in her

homemaking support for an I l lness  characterized by inv is ib le  dif ferences .

So (the nurse 1 thought I t  was a grand Idea, so she contacted Mrs. F and 
Mrs. F came for an interview. And I wasn' t sick enough as far as she was 
concerned to warrant a couple of ext ra  hours, you know. This is r igh t  a t  
the beginning of the treatments,  and we had no idea whether they were
going to work. I was dying according to the doctor.  I mean, you know, I
mean, I said to her, "My God, I'm dying. I am dying and I'm not sick
enough ju s t  to get a couple hours ju s t  to get a meal In here ."  And she
said ,  "No." Now I was dressed, you know, my hair  was done and my 
make-up. I l ike  to look n i c e . . .  So she saw what I looked l ike  and made 
her decision on tha t  instead of going any fur ther .  And I refused to — I 
cut off  my nose to sp i te  my face — I refused to r e a l ly  lay i t  out and 
beg and plead, you know, make i t  look bad. I figured i f  she couldn ' t  get 
i t  verbally,  screw i t .  Screw me. I ' l l  have to come up with another 
method, but I'm not going to feel bad about myself because I'm asking for
t h i s   I t ' s  funny. But even though I knew she was coming I s t i l l  put my
make-up on, you know.

According to these pa t ien ts  and families,  many health care professionals

required visual confirmation of the I l lness  before they were comfortable

offering help. As one woman explained, "If  you're stuck in a wheelchair,

s i t t i n g  there dribbl ing,  t h e y ' l l  believe i t .  But i f  you can get up and

function a t  a l l ,  nobody believes i t . "  Another pa t ien t  recal led :

There have been times when I 've  been in the hospi ta l  th a t  I can look not 
much worse than I am now — maybe a lo t  th inner,  or something. And I 
could be laying there and have incredible  abdominal pains and I say I 
need something for pain,  and i t ' s  l ike ,  "We'll get around to you l a t e r . "  
There's been times l ike tha t  anywhere, where they so r t  of look a t  you and

155

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



they don ' t  think th e r e ' s  much wrong a t  a l l ,  whereas your guts will  be 
j u s t  churning.

One woman theorized tha t  such professionals  must need to have the pa tient

assume the expected dependent s t a tu s .

I find th i s  very of ten,  tha t  i f  you're in control  of yourself ,  i f  you 
have your d ign i ty  about you, you're not heard. But i f  you can pull  the 
plug and f a l l  apar t  a t  the seams, i t ' s  almost as i f  the person a t  the 
other end - -  the medical support system, or whatever — has to feel  in 
the d r i v e r ' s  sea t  and say,  "I know what I can do for you. Here, look, we 
can help you out th i s  way." They don ' t  l ike  being asked for help, they 
l ike  offering h e l p . . . .  I have suspected tha t  some professional  medical, 
or medical-related people, have f e l t  threatened by my s trength  and 
Independence - -  threatened by what I'm wil l ing  to  put into  looking a f te r  
myself - -  and then they get to a point ,  "Well, you're looking a f t e r  
yourself  g rea t .  ¥ou d on ' t  need me," or something. I don ' t  know.

Thus, inv is ib le  d i f ferences  eroded the c r e d i b i l i t y  of chronically  i l l

individuals and often prevented them from obtaining necessary serv ices .  From

the point of view of these pa t ien ts  and families,  the absence of visual

confirmation of the disease thereby created a ser ious impediment to obtaining

health care.

Discussi on

The accounts of these informants portray a tangled and complex socia l  

world in which chronic i l ln e s s  is defined, in te rpre ted  and judged. In so 

doing, they i l l u s t r a t e  the extent to which chronic i l l n e s s  i s  a product of 

social  construct ion.  From a sociological  point of view, people are sick when 

they act  sick (Cole & Lejeune, 1987). In chronic i l l n e s s ,  there are 

considerable var ia t ions  both in whether one wants to ac t  sick  or not and in 

how one goes about enacting tha t  option i f  one so chooses (Alonzo, 1985).

The accounts make evident the extent to which an ab s t r ac t  notion of what 

is  "normal" becomes the standard against  which much of l i f e  is  measured by and 

for the chronically  i l l .  In the socia l  science l i t e r a t u r e ,  the idea of normal
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as an inherent standard of functioning has been examined in some d e t a i l .  

According to Wright (1982), we tend to  judge heal th  in terms of the 

ind iv idua l ' s  a b i l i t y  to perform in normal soc ia l  s i tu a t io n s ,  thereby ascribing 

both soc ia l  and moral q u a l i t i e s  to  the concept. Armstrong (1983) explains 

th a t ,  while the term "normal" in the s t a t i s t i c a l  sense re fe rs  to a "usual" 

measure or tendency, I t s  soc ia l  d e f in i t io n  equates i t  to such a t t r i b u t e s  as 

a ccep tab i l i ty  and d e s i r a b i l i t y .  When people redefine th e i r  own standard of 

"normal" on the basis of t h e i r  own everyday l i f e  experience,  they s h i f t  the 

balance to include a grea te r  range of humanity in th e i r  equation and modify 

the c r i t e r i a  by which soc ia l  d e s i r a b i l i t y  are to be judged. Thus, a standard 

of normality can become individual ized (Calnan, 1987).

The advantages of "normalizing" as a basic s t ra tegy  of soc ia l  and health 

care policy have received considerable scholar ly  a t t e n t io n .  Such a philosophy 

charges socie ty  with providing the resources and conditions under which the 

i l l  or handicapped may c rea te  as normal a l i f e  as is possible for them 

(Strauss et  a l . ,  1984; Wolfensberger, 1980a; Wolfensberger, N ir je ,  Olshansky, 

Perske & Roos, 1972). Such a philosophy is c l ea r ly  motivated by humanitarian 

ob ject ives ,  including the perceived r ig h t  of individuals "not to be d i f fe ren t"  

(Wolfensberger, 1980b). A3 such, i t  has received wide acceptance within the 

heal th  care community (Wood-Dauphlnee & Williams, 1987).

However, according to  the accounts of the informants in th i s  study, an 

emphasis on normalizing may disadvantage some individuals with chronic 

I l ln es s .  Strauss and colleagues (1984) acknowledge tha t  such normalizing can 

require  ingenuity and hard work in the extreme. Fur ther,  there i s  no rea l  

evidence tha t  th i s  e f f o r t  r e s u l t s  in increased l i f e  s a t i s f a c t io n  (Cameron, 

Titus ,  Kostin & Kostin, 1973). From the informants'  perspective ,  such
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normalizing can represent a subtle  but penetrating form of denia l ,  while the

l i t e r a tu r e  d i f f e r e n t i a t e s  normalizing from denial  according to whether or not 

the i l ln e s s  is  "acknowledged" (Knafl & Deatrick 1986), t h i s  c r i t e r io n  seems an 

a r t i f i c i a l  one in the context of the r ich  accounts of the complexities of 

acceptance a r t i c u la ted  here.  Thus, such a perspective may reveal more about 

the discomfort health professionals  have in facing these unpalatable r e a l i t i e s  

than i t  a r t i c u l a t e s  a genuinely useful d i s t in c t io n .  Murphy, Scheer, Murphy and 

Mack (1988) point out tha t  what heal th  care professionals consider 

"acceptance" might be mere accura te ly  described as passive endorsement of 

servLces. However, the power of the socia l  standard cal led  "normal" is 

apparent in these accounts. Further,  the informants in th i s  study i l l u s t r a t e  

how th is  standard can be manipulated to the i r  advantage under cer ta in  

circumstances,  but can create  new se t s  of problems under others .

The degree to which the manifestations of i l ln e s s  are v i s ib le  has a lso  

been depicted as an important factor in the socia l  experience of l iv ing with 

chronic i l ln e s s .  Visible signs mark the i l l  person as d i f f e r e n t ,  thereby 

subjecting him or her to negative stereotypes and possible discrimination 

(O'Neill ,  1985). According to the oral  narra tives  gathered by one author,  

popular American cu lture  depicts  those with v is ib le  d i s a b i l i t i e s  as "damaged 

goods" (P h i l l ip s ,  1990). Through a process ca l led  " id en t i ty  spread," v i s ib le  

d if ferences  are generalized to include other perceived incapac i t ie s ,  such as 

mental incompetence or deafness (Strauss e t  a l . ,  1984). In addit ion,  the 

stigma assoc iated with disease creates  conditions under which d isc red i t ing  the 

i l l  person is so c ia l ly  sanctioned (Scambler, 1984). The accounts of the 

informants in th i s  study i l l u s t r a t e  each of these processes in act ion.
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In contras t  to people with many other st igmatizing conditions,  such as 

r a c ia l  or re l ig ious  minor it ies,  the v is ib ly  disabled are not taught how to 

manage d isc red i t ing  through the mechanisms o£ soc ia l iz a t ion  within the family 

(Murphy e t  a l . ,  1988). Rather, they are generally l e f t  to make sense of i t  on 

the i r  own. According to Zola (1982), the absence of formal learning 

opportuni t ies  can re su l t  in the adoption of ra ther  u n re a l i s t i c  role models, 

such as Olympic heros,  as the standard of what the disabled are expected to 

achieve. Thus, the soc ie ta l  trend toward normalizing creates  conditions in 

which the v i s ib ly  disabled are challenged by impractical  ideals and, a t  the 

same time, d iscred i ted  for what they are able to accomplish.

In con t ra s t ,  the individual whose i l ln e s s  is  inv is ib le  may have more 

options as to how his or her condition will  be so c ia l ly  portrayed. However, 

according to these informants, there are important ways in which In v i s ib i l i t y  

can a lso  create  disadvantages. The social  science l i t e r a tu r e  again offers  some 

explanations.  I t  has been noted th a t ,  in the absence of v i s ib le  signs of 

i l ln e s s ,  the individual is generally subjected to the expectations placed upon 

healthy individuals (Stephenson & Murphy, 1986). In order to be exempted from 

such behavioral expectations,  a complex combination of excuses, disclaimers 

and ju s t i f i c a t i o n s  become the means by which the i l ln e s s  is  so c ia l ly  

negotiated (Alonzo, 1985). In the case of ce r ta in  conditions whose diagnosis 

is  imprecise, problems with es tabli shing legitimacy also  extend into the 

health care context (Strauss e t  a l . ,  1984). However, legit imiz ing the Il lness  

invariably  spo i ls  normal iden t i ty  (Morgan, Calnan & Manning, 1985). Thus, 

according to one author,  chronic i l lness  becomes a s i tua t ion  in which you are 

"damned i f  you do and damned i f  you d o n ' t . "  Zola points out th a t ,  "In trying 

to plan our l ives ,  we are e i the r  pushed to regard our physical d i f f i c u l t y  as
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the all-encompassing touchstone or to claim tha t  we are jus t  l ike everyone 

e l se ,  needing or wanting no special  consideration" (1982, p, 230).

In the case of both v is ib le  and invis ib le  d i f ferences ,  then, departures 

from the normal are judged negatively and t rea ted  harshly .  Zola goes so far as 

to t e l l  us tha t  the soc ia l  world of the chronically  i l l  is  characterized by 

two major concepts: in f a n t i l i z a t io n  and invalida tion (1982, p. 235). The 

Informants in th i s  study have a r t i cu la ted  such experiences vividly .  Further, 

they have told us tha t  such experiences extend into the arena of professional 

health care.  According to Livneh (1982), the origins  of these negative 

a t t i t u d e s  toward the disabled run deep within the very fabric  of our socie ty,  

thus are not amenable to rapid change. However, those pa tien ts  and families 

who are l iv ing with chronic i l lne s s  have obviously been forced to revise th e i r  

own a t t i tu d e s  and, there fore ,  have l i t t l e  patience with the Intolerance and 

indignity they suffer a t  the hands of those who are r e s i s t a n t  to a t t i t u d in a l  

change. From the perspective of the chronical ly  i l l  and the i r  families,  such 

res is tance  within the health care system is a l l  the more f ru s t r a t in g  and 

in fur ia t ing  because i t  seems e n t i r e ly  Inexcusable.
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CHAPTER SIX 

RELATIONSHIPS WITH HEALTH CARE PROVIDERS

The previous chapters have provided a graphic descr ip t ion  of some of the 

ways in which chronic I l lness  is  experienced by the individuals and families 

Involved. Attending to  the s to r i e s  of the onset and diagnosis of a chronic 

i l l n e s s ,  i t  has become apparent how Important heal th  care p rofess ionals '  

competence and considerat ion was for pa t ien ts  and famil ies .  Learning about 

what chron lc l ty  e n t a i l s  in everyday l i f e ,  and how acute i l ln e s s  d is rup ts  the 

t en ta t iv e  balance of chronlc lty ,  has created an understanding of the immense 

gulf  between how people with chronic I l lness  l ive  and how people within the i r  

soc ia l  and heal th  care worlds expect them to  l ive .  F ina l ly ,  explora tion of 

what the chronically  i l l  have to t e l l  us about th e i r  sense of normalcy and 

th e i r  experience with v i s ib le  and inv is ib le  d i f fe rences ,  has evoked an 

apprecia tion of the soc ia l  cl imate within which the chronically  i l l  must carve 

th e i r  new ro les  and i d e n t i t i e s .  Further,  i t  has become apparent th a t  the 

professional  heal th  care arena is  neither a refuge from th i s  unwelcome climate 

nor a r e l i a b le  source of support in helping chronically  i l l  people deal with a 

largely  unsympathetic and In to lerant world.

in t h i s  chapter,  consideration of the experience of chronic i l ln e s s  wil l  

s h i f t  i t s  focus toward a d i r e c t  examination of those health care re la tionships  

in which the chronically  i l l  negotiate th e i r  i l ln e s se s  and create  the 

s t r a t e g i e s  tha t  wil l  shape the i r  fu tures .  The accounts in the previous 

chapters have alluded to  the s ignif icance  of health care re la t ionsh ips  in many 

aspects of the complex and demanding process of acquiring and l iv ing with a 

chronic i l l n e s s .  Health care professionals  c lea r ly  hold the weight of 

au thor i ty  in judging the merits  of people 's  heal th  complaints, determining a
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diagnosis and a course o£ treatment, and controlling access to precious 

h e a l th - re la t ed  resources.  Their act ions and a t t i t u d e s  play an enormous ro le  in 

determining the degree o£ d i s t r e s s  th a t  pa t ien t s  and families  w i l l  have In the 

course of t h e i r  chronic i l l n e s s  experience.  Therefore, what these people have 

to  t e l l  us about heal th  care re la t ionsh ips  wil l  e levate  our appreciation of 

why chronic I l ln es s  i s  experienced in the way th a t  i t  Is in our socie ty .

The Signif icance of Health Care Relationships

The accounts of the chronica l ly  i l l  individuals and families in th i s

study confirmed th a t  the q u a l i ty  of heal th  care re la t ionsh ips  Is c en t ra l  to

the q u a l i ty  of heal th  care and to  the experience of l iv ing  with a chronic

I l l n e s s .  They made e x p l i c i t  how such re la t ionsh ips  can make a s ign i f ic an t

d i f fe rence ,  In e i th e r  a pos i t ive  or a negative d i re c t io n ,  to  a l l  face ts  of

l i f e  for the chron ica l ly  111 and th e i r  famil ies .

I th ink ,  you know, I t ' s  the  same as l ike  anybody In the health  care
profession,  even a r ecep t io n i s t  working In the health  care system. If  
they are  the type of person who puts across t h a t  they even care a l i t t l e  
b i t  about you, you 're  going to walk away fee ling a whole lo t  b e t t e r .  And
a r ecep t io n i s t  doesn ' t  have the background t h a t  a doctor has, but I f  you
walk Into an o f f ice  and you get a ro t ten  reception,  and then the nurse
who walks you to  the do c to r ' s  o f f ice  doesn ' t  r e a l l y  seem to give a care,
and the doctor ju s t  pats you on the back, i t  doesn ' t  work. But If  
everything is  r e a l l y  nice for you in th a t  o f f i c e ,  no matter how ro t ten  
you're fee ling In there ,  you're going to come out fee l ing  even a l i t t l e  
b i t  b e t t e r .

While t h i s  study concerned I t s e l f  with heal th  care re la t ionsh ips  of a l l  

s t r i p e s ,  the accounts made I t  evident t h a t  the physician was most often the 

p ivo ta l  f igure  from the p a t ie n t  and family 's  perspective .  Because physicians 

were most often in pos i t ions  of decision-making au tho r i ty ,  because they were 

the f i r s t  point  of contact  for many p a t ie n t s ,  and because they were regarded 

as senior members of the heal th  care team, physicians were most often named In
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the accounts. However, because the I l lness  experience led them through a 

v a r i e ty  of health  care s e t t in g s  and serv ices ,  most pa t ien ts  and families had 

some Involvement with a g rea t  many professionals  of other persuasions. In some 

cases,  these would be b r i e f  and spec i f ic  encounters,  In which re la t ionships  

were precluded by the demands of the In te rac t ion ;  in other cases,  these were 

intense and ongoing Involvements.

In th i s  discussion,  a t t en t io n  wil l  be focussed on the health care 

encounters th a t  were s u f f i c i e n t ly  enduring to  permit a re la t ionsh ip  to  develop 

between provider and r e c ip ien t .  As wil l  be explained In l a t e r  chapters ,  the 

professionals  with whom the encounter was b r i e f  tended to become extensions of 

the system I t s e l f  In the minds of the Individuals and families with chronic 

i l l n e s s .  In co n t ra s t ,  the professionals most in timate ly  involved in the 

ongoing management of chronic I l lness  entered re la t ionsh ips  which, for the i r  

p a t ien t s ,  quickly became as s ig n i f ic a n t  as any In t h e i r  l ives .

According these men and women, an ongoing re la t ionsh ip  with a health care 

professional  was important in chronic i l l n e s s .  As one man commented, "Doctors 

tha t  don ' t  look a f t e r  you regu lar ly  don ' t  put the same - -  d on ' t  give you the 

same feeling of confidence as your long-term doctor."  What such a long-term 

re la t ionsh ip  could o f fe r  varied from s i tu a t io n  to s i tu a t io n ,  but often 

Included merely having someone to ta lk  to .  one woman re f lec ted  on the 

importance of a nurse c l in i c i a n  In th i s  capacity .  She said ,  "Like, I couldn ' t  

have survived i f  I cou ldn ' t  have phoned her,  and ta lked to her, 'cause I 

d i d n ' t  have anyone e lse  to  ta lk  to about I t . "  Another echoed the Importance of 

having someone to  l i s t e n  to  her:  "I mean, t h a t ' s  a lo t  of the help you need is  

a good l i s t e n e r  who can t r y  to understand — have some empathy towards you.”
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As another pa t ien t  explained, being heard In th i s  way provided the validation

essen t ia l  in chronic i l ln e s s .

Sometimes you don ' t  even need problem-solving, you jus t  need to have 
somebody hear you and understand. And I think sometimes, when I'm dealing 
with these multiple issues,  tha t  would be r e a l ly  nice.  I would rea l ly  
l ike tha t .  I t ' s  not tha t  I expect tha t  people can change my world, or 
tha t  I necessari ly  am even going to do i t ,  i t ' s  j u s t  tha t  sometimes some 
of the Issues tha t  I deal with are r ea l ly  hard, and tha t  would be nice to 
have somebody that  would jus t  l i s t e n ,  ju s t  hear, and say, "Gee, yeah, 
that  r e a l ly  is hard."

When pa tien ts  and family members found re la tionships  that  met the i r  needs 

in th is  regard, they became quite committed to them, as one woman's account 

i l l u s t r a t e s .

You know, I think one of the grea tes t  of fears in many of the people a t  
the c l i n i c ,  of the parents,  is tha t  [the nu rse l ' s  going to leave her job 
one day, you know, which she probably will one day ‘cause people do go on 
to other things and she 's  been there a long time. And I don ' t  l ike 
t h a t . . .  I mean I tha t  nurse] knew my kid had CF before I knew my kid had 
CF, you know. She was hours ahead of me on knowing i t ,  and she has much 
more understanding, you know. So I re ly  on her expertise — about, you 
know, what i t ' s  a l l  about and the l ia ison  between her and the doctors,  
you know. Because the doctors are okay, but they 're  not as good.

In some cases,  such re la tionships  extended far beyond the formal health care

encounter, as th is  mother's case suggests.

Some of those nurses have been there since the old hospita l  was b u i l t .
[My daughter] s t i l l  goes in to see some of the nurses.  When we go out for 
c l in ic  s h e ' l l  stop in and see a few of the nurses tha t  have been there 
since she was a baby. But to them she 's  a person - -  more than a PKU. I 
mean, she was one of the i r  pa t ien ts ,  but she became a person to them, and 
she s t i l l  goes in and v i s i t s  them.

While these chronically i l l  individuals and families genuinely welcomed 

ongoing re la tionships  in health care, they were acutely aware of the way tha t  

a professional role circumscribed the boundaries of such associa tions.  As one 

pa tien t explained, "They c an ' t  be soc ia l ly  in te res ted ."  In addit ion,  they 

seemed highly attuned to varia tions  in the role requirement of the various 

professions. As another pa tien t noted, "I think doctors l ike to keep the i r
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dis tance  from the p a t ien t s .  The nurses are more l ike  fr iends  of yours." Thus, 

they agreed tha t  heal th  care re la t ionsh ips  made a v i t a l  contr ibut ion to the 

experience of l iv ing  with chronic i l l n e s s .

The Process of Health Care Rela t ionsh ip  Evolutlonl

The accounts of these pa t ien ts  and families revealed tha t  re la t ionsh ips  

between them and th e i r  heal th  care providers were dynamic and had evolved over 

time. From th e i r  perspective ,  the process of health care re la t ionships  in 

chronic i l lness  seemed to involve predictable  s h i f t s  in a t t i t u d e s ,  emotions, 

and behaviors. These s h i f t s  were character ized by discoveries and ins ights  

which helped the chronically  i l l  person and family make sense of the 

experience in which they found themselves. As one informant noted, " I t ' s  l ike 

a turnaround, and you have to break a lo t  of p a t t e r n s . . . a  lo t  of thought 

p a t t e r n s . . . a  l o t  of old h a b i t s . "  Although involvement with health care 

professionals was hardly a new experience for people, chronic i l ln e s s  reframed 

such health care re la t ionsh ips  into a new and d i f f e r en t  context.

The accounts of these pa t ien ts  and families explained the process of 

heal th  care re la t ionsh ips  in terms of recognizing and confronting these 

d if ferences  created by chronic i l ln e s s .  As one man described I t ,  "At d i f f e r en t  

s tages ,  depending on what's happening, you know, you go through great  feelings  

of anger or f r u s t r a t i o n . . .  You maybe subconsciously so r t  of s i t  back and take 

some stock-taking,  so to speak." Analysis of the data revealed three d i s t i n c t  

stages through which these health care re la t ionships  progressed: naive t r u s t ,  

disenchantment and guarded a l l i an ce .

1. The ideas upon which th i s  discussion is  based have 
previously been reported In findings from the Health Care 
Relationships Projec t  (Thorne & Robinson 1988a; 1988d).
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Naive Trust

When they looked back a t  the be l ie f s  and a t t i t u d e s  they had held a t  the 

outset  of the health care re la t ionsh ips ,  pa t ien ts  and th e i r  families rea lized  

tha t  they were operating under the i l lu s io n  tha t  the heal th  care professional  

would understand the nature of the problem and would find a solu tion to i t .  

They reca l led  tha t  they entered th e i r  ear ly  heal th  care re la t ionsh ips  with the 

assumption tha t  the professional  would know what was In the best  In te re s ts  of 

the pa t ien t  and family and, fu r ther ,  would i n i t i a t e  whatever was necessary to 

f a c i l i t a t e  those best  in t e r e s t s .  They remembered believing tha t  heal th  care 

professionals  were omnipotent and a l t r u i s t i c ,  capable of solving a l l  manner of 

health problems. One woman recal led ,  "In a sense,  I had grown up {believing] 

that  doctors were r e a l ly  something spec ia l .  They're t ra ined .  They know how to 

handle th ings ."  Another recal led ,  "At f i r s t ,  I guess l ike  most people, or l ike 

a lo t  of people I guess, I ju s t  saw doctors as being, you know — I put them 

on a pedes ta l ."  By placing th e i r  f a i th  in these exper ts ,  these chronical ly  i l l  

individuals and the i r  families an t ic ipated  tha t  they would be guided through 

the process of obtaining health care in whatever form was most su ited  to the i r  

needs. As one man reca l led ,  "I always believed i t  was only the medical 

profession - -  technical  professionals - -  tha t  could t r e a t  i l ln e s s .  I mean i t  

was th e i r  purview, the i r  sanctuary."

In l ig h t  of these b e l i e f s ,  pa tien ts  and families claimed that  they were 

passive and expectant in t h i s  i n i t i a l  stage of the heal th  care re la t ionsh ip .

As one woman explained, "I was very much in the ch i ld  ro le  almost a t  tha t  

time, I would say, because I was ju s t  putt ing myself into th e i r  hands and 

t ru s t ing  as a child i s . "  Thus, they placed themselves in the complete control
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of the health professionals  and obediently waited for the answer to the i r

problem, as one man's explanation i l l u s t r a t e s .

You jus t  say, "Oh well , I ' l l  ju s t  keep trying" because of the basic fa i th  
th a t  the medical system wil l  provide and tha t  you wil l  eventually find 
somebody within tha t  system who can give you some piece of information, 
some help or guidance th a t  wil l  change th ings.

This passive stance meant tha t  they expected to be involved in decisions about

the health care problem only i f  and when the professional  needed the i r  input.

Thus, in many cases,  i t  did not occur to them to make suggestions or even to

ask many questions.  As one pa t ien t  reca l led ,  "I never thought to ask for

physio. I figured i f  I r e a l l y  needed i t ,  the doctor would t e l l  me." Another

offered a similar explanation.

At the beginning I had an a t t i t u d e  tha t  because they were health care 
professionals ,  they would have the answers and tha t  whatever they said ,  
or whatever the i r  decisions were, would be more knowledgeable than what I 
would think or what my decisions would be. So almost as i f  the 
professionals  had a l l  the knowledge.

Further,  these chronically  i l l  individuals and families an t ic ipated  tha t  any

decisions tha t  were made on th e i r  behalf probably re f lec ted  a genuine concern

on the par t  of the professional  to provide whatever was best  in the i r

p a r t i c u la r  case.  Therefore,  as one pa t ien t  remembered, they were inclined to

go along with a l l  recommendations. " I 'd  believe anybody! You t e l l  me to do

t h i s ,  I ' l l  do i t ! "  Another recalled  a similar degree of enthusiasm for

accepting professional  advice.  "One thing though, when I was diagnosed, Dr. M,

the i n t e r n i s t ,  sa id ,  "There 's  no point in t re a t in g  you i f  you don ' t  quit

smoking." So I qui t  smoking...  If  he said qui t  breathing, I 'd  qu i t ! "

While the pa t ien ts  and families recalled  ra ther  vague and u n re a l i s t i c

expectations of what would happen to them in the context of the i r  health care

re la t io n sh ip s ,  they remembered being cer ta in  th a t ,  i f  they t rus ted  the i r

heal th  professional  completely, a l l  would be well.  As one man commented, "If
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t h e re ' s  something wrong with you, then I t ' s  the place to go, I s n ' t  I t? Like a

machine, i f  t h e r e ' s  something wrong, l ike  a motor car ,  you take it- to the

garage." Another pa t ien t  echoed such f a i th .  "I used to believe tha t  a doctor

was l ike  a god. When you walked into a doc tor ' s  o ff ice ,  i f  he said something,

tha t  was I t . "  A young woman's graphic depict ion of her parents '  a t t i t u d e s

i l l u s t r a t e s  such absolute f a i t h .  "(My parents] hung on a doc tor ' s  every word,

you know. Like i f  a doctor sa id  "Go out and eat  these sn a i l s ,  rub o i l  on your

belly  every time, and y o u ' l l  be twenty years younger," they would have done

i t ! "  F ina l ly ,  as another informant explained i t ,  a t  th i s  stage,  she would

have jumped off a bridge had her doctor so recommended.

In th i s  I n i t i a l  stage of the health care re la t ionsh ip ,  pa tien ts  and

families recalled  believing tha t  complete t ru s t  was necessary to secure

healing and f a c i l i t a t e  the helping process.  Thus, they explained the i r  i n i t i a l

a t t i t u d e  toward the health care re la t ionsh ip  as a naive t r u s t  tha t  those in

whom they had invested au thor i ty  over the i r  wellbeing ac tua l ly  possessed the

necessary knowledge and mercy. As one woman commented, "You feel  so helpless ,

and these are people tha t  are supposed to be helping you." Similarly,  one man

remembered his feel ings in th i s  stage.

You know t h e r e ' s  a c e r ta in  sense a t  which I gave up power In tha t  
s i tu a t io n ,  because you believe tha t  they ' r e  going to help you, so you 
give yourself  into th e i r  hands to take care of you and make you whole. I 
mean I t ' s  almost a quasi-  re l ig ious  experience!

when they la te r  looked back on th is  ear ly  stage,  these patients  and families

were often incredulous about the extent of th e i r  naivety and the unequivocal

nature of th e i r  t r u s t ,  as one woman's comments I l l u s t r a t e .

I re a l ize  now tha t  I was a very sick Individual,  and a t  that  time I had 
r e a l ly  given up a lo t  of my power and placed i t  in the hands of the 
medical profess ional,  and they in fact  were r ea l ly  controll ing th is  
i l l n e s s ,  or the supposed d i rec t ion  of th i s  i l ln e s s .
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Thus, the stage of naive t ru s t  was one in which expectations were high, 

t r u s t  was absolute,  and people tended to be confident th a t  th e i r  health care 

professionals would help them solve the i r  health care problems no matter how 

complex they turned out to be.

Disenchantment

Inevitably,  the course of events made such an uninformed and t ru s t ing

stance untenable. In some cases,  the naive t ru s t  was shattered ear ly  on in the

chronic i l ln e s s .  The mother of one pa tien t recal led her feelings  a t  tha t  time.

You go in with the doctors and the nursing profession on a pedes ta l .  You 
re a l ly  do! You think tha t  they 're  so knowledgeable and so caring,  and 
they know so much, and tha t  everything they say is gospel. But you soon 
find out i t  i s n ' t !  That was the biggest  shock.

In other cases,  the t r u s t  endured for some time into the experience, as one

woman recal led.

I suppose i t  took me several  weeks to several  months to  work through the 
fact  tha t  I wasn' t going to get tha t  knowledge or information through the 
medical profession.  They d id n ' t  have i t .  Or i f  they had i t ,  they weren' t 
imparting i t  to me.

According to the pa tien ts  and families in th is  study, the naive t r u s t  was

su f f ic ien t ly  ingrained tha t  i t  stayed with them u n t i l  major d i f f i c u l t i e s

forced them to rethink i t ,  as one man explained.

Those tha t  are brought up to believe in tha t  system. . . the  medical 
system.. .s tay  with i t  u n t i l  they reach a point of to t a l  f ru s t r a t io n ,  or 
the re 's  no resolution to the i r  problem before they s t a r t  seeking 
a l te rna t ives .

For some of those l iv ing with chronic i l l n e s s ,  the t r a n s i t io n  out of 

naive t ru s t  was tr iggered by a single  event of such proportion tha t  t r u s t  was 

out of the question.  One woman, for example, explained tha t  her t r u s t  was 

shattered when her physician reneged on his agreement to change the treatment 

plan without offering a viable ra t iona le .
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So I went through a l l  t h i s  rigmarole of having [the diagnost ic  procedure) 
done, and when they got the r e su l t s  back and everything was looking good 
he says, "well i t ' s  looking good but I s t i l l  think we 'l l  keep you on [the 
medication)." And I was furious a t  him, and then I thought . . .well I knew 
I would never go back to tha t  doctor.  And I r e a l l y  s ta r ted  to  question 
then too.

Another found t r u s t  impossible to  susta in  when her doctor fa i led  to v i s i t  her

during a ho sp i ta l i za t io n .  She sa id ,  "Can you imagine being in there for a

month, and never seeing your doctor,  not even once? Never. I d id n ' t  see him

t i l l  I came out and went to his o f f ic e . "  A th i rd  pa t ien t  a t t r ib u te d  his

shattered t ru s t  to the r e a l i z a t io n  tha t  his doctor was unable to acknowledge

the benef its  of his heal th  promotion e f fo r t s .

I s ta r ted  taking vitamins to get r id of my cold,  and the doctor to ld  me I 
was pissing my money away. And so I l e f t  him, because I knew that  the 
vitamins had helped me. Taking vitamins i t  helped me. I wasn' t ge tt ing 
any colds.  He sa id ,  "I haven't  seen you for months. Why haven't  you come 
for you know, and I sa id ,  " I t ' s  because I 've  been taking vitamins." 
And tha t  was his response. So I said,  "Well, to he l l  with you. I'm going
to find another doctor who l i s t e n s  to me.”

For other pa t ien ts  and families,  no single  episode accounted for the

t r a n s i t io n ;  ra ther  a s e r ie s  of events or experiences gradually began to shake

the foundations of the t r u s t .  One woman expressed the process th i s  way, "When

something happens. . .each time something happens. . .you seem to shrink a l i t t l e

b i t  more." Or, as one young man a r t i cu la ted  i t ,  "I so r t  of grudglnqly went

along with i t ,  but meanwhile my appreciation for health care profess ionals '

response to my problems went down. I ju s t  - -  i t  was slow diminishing." Thus,

the loss of t r u s t  was often the culmination of a number of events tha t  eroded

people's  confidence and caused them to rethink the i r  experience. For one

woman, such an occasion was the f ina l  straw.

I went to [my doctor) to t e l l  him about an experience I had, and to see
i f  he could help me so r t  of solve i t .  And in the middle of my
conversation, he took out my f i l e  and s ta r ted  reading (the h o s p i t a l ) ' s
repor t  from the doctor.  And so I never did t e l l  him. I thought, "To heck 
with him."
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While events t r igger ing  the t r an s i t io n  were various and individual,  some 

common themes emerged from the accounts.  One such theme was the perception 

tha t  information was being withheld from the pa t ien t  and family. Another was 

tha t  the overa ll  object ives  of the professionals were of ten rad ica l ly  

d i f f e r en t  from those of the chronica l ly  i l l  individuals  and families.  A th i rd  

source of d i f f i c u l t y  arose from the r e a l iza t io n  th a t  heal th  care professionals 

were more concerned with t h e i r  careers than they were with the actual  care and 

support of the i r  p a t i e n t s .  As one individual angr i ly  pointed out, "I have seen 

and f e l t  tha t  we were being used — tha t  we were ju s t  th ings ."  Events of th i s  

nature forced these pa t ien ts  and families  to confront th e i r  unmet expectations 

to the extent tha t  they could no longer excuse or explain them according to 

th e i r  old be l ie f s .

The t r a n s i t i o n  into the second stage,  disenchantment, was a time of u t te r  

f r u s t r a t io n  and Intense self -doubt for these chronica l ly  i l l  individuals and 

th e i r  famil ies .  In the form of a harsh and shocking r e a l i z a t io n ,  they began to 

understand tha t  the an t ic ipa ted  help would not be provided for them in the way 

tha t  they had expected. As one man sa id ,  " I t  f r u s t r a t e s  you to no end to 

re a l ize  tha t  you're not going to get any help from anybody." While the i r

naive t r u s t  had been a source of comfort and s t a b i l i t y  in the ear ly  stages of

diagnosis or i l l n e s s ,  the sha t te r ing  of th is  t r u s t  se t  them a d r i f t  in a sea of 

anxiety and fear ,  f r u s t r a t i o n  and anger, insecur ity  and self -doubt.  As one 

pa t ien t  noted, "I was l e f t  hanging, t o t a l l y  l e f t  hanging."

The chronically  i l l  pa t ien t s  and the i r  families portrayed themselves as 

being vulnerable,  confused, and quite out of control  during the stage of 

disenchantment. As one mother of a chronical ly  i l l  chi ld  complained, " I t ' s

almost l ike  nobody cares ,  and t h e y ' l l  do i t  when i t ' s  t h e i r  time, and you will

171

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



find out things when th ey ' r e  ready, and I t ' s  l ike  we're a l l  puppets." Another 

woman described her experience with a simila r tone of f ru s t r a t io n .  "They jus t  

pat you on the knee, you have th i s  thing tha t  you c a n ' t  pronounce, and then 

you have to go from there .  ‘Don't worry Mrs. X, we 'l l  get you a wheelchair 

when you need one. '  This Is what I was l e f t  with!"

According to these pa t ien ts  and families,  the stage of disenchantment was 

an emotional and cognitive nightmare. They recalled  acting out th e i r  intense 

f ru s t r a t io n s  in the form of aggressive and hos t i le  behaviors,  often d irec ted 

toward the health  care p rofess ionals .  One woman recalled  the following 

episode: "I went up to the [nursing] s ta t io n  and screamed and ranted and raved 

and a l l ,  you know, a t  the nurse who'd done th i s .  I made a huge scene 

a c tu a l ly . "  Another revealed similar reactions .  "I think when I was r ea l ly  

angry a t  the system, I got incredibly mouthy about i t  and quite  verbal.  I was

quite nasty in some of my comments."

The pa t ien ts  and families explained these behaviors as the i r  reaction to 

sha ttered t r u s t .  Frequently, they reported questioning the wisdom of these 

aggressive responses even as they were engaged in them. Many men and women 

described such acting out behaviors as non-productive and, a t  times, counter

productive to  both the i r  health care re la tionships  and th e i r  a b i l i t y  to  obtain 

health care serv ice .  They also  reported feel ing acutely  anxious about the 

po ten t ia l  repercussions of these acting out behaviors. Generally, they 

expected or ac tua l ly  experienced some so r t  of r e t a l i a t i o n  on the part  of the 

heal th  care p rofess ionals ,  one mother of an i l l  chi ld  explained why 3he 

thought such r e t a l i a t i o n  was l ike ly .

I think t h a t ' s  a s i tu a t io n  tha t  ce r ta in ly  i f  I was a nurse I would have a
feeling I would f a l l  prey to — tha t ,  you know, tha t  i f  the mother drove
me crazy I would have a tendency to pull  back . . .  If  a parent is  a real  
creep,  I'm not going to remember tha t  the kid is a d i f f e r en t  person a l l
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the time, you know. I ' d  think,  "There's tha t  creepy kid, or tha t  creepy 
woman," or something, you know.

As another mother explained, " If  I come across as a rea l  bitch ,  then that

could prejudice some people against  my kid," The fear tha t  th e i r  actions

might jeopardize future opportunit ies to obtain any help thus exaggerated the

insecur i ty  and sel f -doubt associated with the stage of disenchantment.

The fear of repercussions was s u f f ic ie n t  to prevent some of these

pa t ien ts  and families from acting out th e i r  f ru s t r a t io n .  As one pa tient

explained, "You're not supposed to make waves. And a lso ,  you don ' t  know if

someone's going to ,  you know - -  i f  in some way th i s  is  going to jeopardize

your care ,  which was a concern of mine a t  the time." For those unable to

express f r u s t r a t io n  openly, disenchantment was a time of hopelessness and

despair .  One woman explained, "I was so mad a t  my MD, you know, I was so mad I

was going to bawl him out.  But what's the use of tha t  because I have to go to

him?" Such pa t ien ts  and families sometimes described themselves as being

overwhelmed w i th  g u i l t  and s e l f - d o u b t  a t  t im e s  l i k e  t h i s .

In the stage of disenchantment, some chronical ly  i l l  individuals and

families t r i e d  to find solace in ra t iona l iz ing  th e i r  experiences as "bad luck"

or by attempting to take personal r e spons ib i l i ty  for what had happened to

them. One woman's soul searching i l l u s t r a t e s  such e f f o r t s .

I'm beginning to think i t ' s  jus t  me. I 've  done i t  with four of them 
[doctors 1. But t h a t ' s  not the way my re la tionships  are normally with 
other people. I'm not tha t  kind of person tha t  usually goes around being 
an adversary,  or combative-type person.

Another man expressed a s imilar int rospect ion,  "I s ta r ted  to question

myself ,‘What is wrong with me?'" According to the accounts,  many of these

pa t ien ts  and families believed tha t  any explanation of what was happening to
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them could be preferable  to the dreadful p o s s ib i l i ty  tha t  the i r  previous 

assumptions about- health care professionals might have been unfounded.

The emotional d is ruption tha t  characterized disenchantment was l a t e r  

in terpre ted by pa t ien ts  and families as a logical  outcome of th e i r  ear ly 

naivety and Ignorance. They l a te r  explained the i r  act ions  and responses during 

th is  stage in terms of being unable to make sense of or to control  any 

meaningful aspect of the i r  s i tu a t io n .  For example, one man recal led his 

overwhelming sense of being out of control .  " I t ' s  r e a l ly  tough when you can 

see no way out.  You can jus t  see th i s  cloud over your head --  ju s t  so r t  of for 

the re s t  of your l i f e ,  tha t  th e re ' s  no help, th e re ' s  nothing. There 's  jus t  

th a t . "  Another commented:

I t ' s  very f r u s t r a t in g .  And i t  hurts when you're so sick tha t  you c an ' t  do
anything, and you go to them for help, and they won't give i t  to you. And
yet t h a t ' s  the i r  profession - -  t h a t ' s  what th ey ' re  there for.  That 's  what 
they chose to do.

The feelings associated with disenchantment were s u f f i c i e n t ly  unpleasant tha t  

they made i t  d i f f i c u l t  for these people to remain in th i s  stage for any 

extended period of time. As one woman described i t ,  "Desperation is the r igh t  

word, and if  you were to ju s t  s e t t l e  back and to say,  ‘Oh, to heck with i t , '  

you ' l l  lose some of tha t  spark to keep on going." Their level of d i s t r e s s ,  in 

combination with the rea l iza t io n  tha t  ongoing health care was e s sen t ia l ,

provided an incentive to do something to resolve the adversaria l

re la t ionships .

[My doctor] d id n ' t  even make eye contact with me. You know, he jus t  read 
something, the paper in front of him. He kept looking a t  I t  and, as I 
say, although he d id n ' t  pat me on the head, he might as well have. How 
can I be so c r i t i c a l  of the whole medical profession when I have to re ly  
on them? My whole being needs them!

As th i s  woman's words i l l u s t r a t e ,  the Intense f r u s t r a t io n  in disenchantment
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was espec ia l ly  d i f f i c u l t  in combination with a profound and desperate sense of 

dependence.

Thus, disenchantment was a stage in the evolution of heal th  care 

re la t ionsh ips  emerging out of shat tered naive and lo f ty  Ideals of what an 

ongoing health  care re la t ionsh ip  would cons is t  of.  Having placed absolute 

fa i th  in professional heal th  care providers,  the chronical ly  i l l  and th e i r  

families  were inevitably  disappointed by the l imi ta t ions  and fa i lu re s  of the 

health  care professionals  in whom they had placed th e i r  t r u s t .

Guarded Alliance

The t r a n s i t io n  into the th i rd  s tage,  guarded a l l iance ,  was generally

stimulated by a se r ie s  of ins ights  about the s i tu a t io n  in which these patien ts

and families found themselves. As one individual mused, "Hey, l i s t e n .  I t  takes

a while to get over tha t  perception tha t  the doctor is God kind of approach!"

One such insight was tha t  health care professionals  are par t  of a larger

health care system with i t s  own inherent s e t  of values and assumptions.

You're ju s t  looking for treatment.  You don 't  even think about i t  in terms 
of individuals of the system. But when you s t a r t  h i t t i n g  points of 
f r u s t r a t io n ,  then you s t a r t . . . t h e n  the analysis comes in, I think.  For me 
i t  did.

A young man recal led  the advent of s imilar Insights.

I mean Just  hearing about the things l ike  useless su rger ies ,  and not
taking a preventative  approach, and a l l  t h a t .  And t h a t ' s  been a part  of
my whole thing is tha t  I always t ry  to seek the most pos i t ive  kind of
ways of approaching i t .  But, I guess, I'm in double minds. One is  tha t  
th e r e ' s  an incredible  amount of knowledge and resources out there .  I 
mean, t h e r e ' s  ju s t  an endless amount of s k i l l s  th a t  are out there .  And I 
think what I am negative about is tha t  I don ' t  think i t ' s  able to be 
u t i l i z e d  very e f f e c t iv e ly  by a large number of people, and t h a t ' s  the 
hardest  p a r t .  I mean, you e i th e r  have to be rea l ly  a s s e r t iv e ,  and re a l ly  
a r t i c u l a t e ,  or very lucky!

Thus, they began to s h i f t  th e i r  analysis  away from a focus on the q u a l i t i e s  of
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an Individual professional and toward an understanding of tha t  p ro fess iona l ' s  

par t  in a la rger system.

A re la ted  ins ight was tha t  they were capable of making choices about 

th e i r  health care experience without jeopardizing th e i r  health care 

re la t ionsh ips  more than they had already. As one pa t ien t  explained, " I t ' s  a 

revela tion of so r t s  when you d iscove r . . .not a reve la t ion ,  but,  you know, a 

letdown, when you discover that  in fac t  a more r e a l i s t i c  approach is  th a t  they 

don ' t  have a l l  the answers, you know." Another expressed a similar 

in te rp re ta t io n .  "You have to do a l l  the mental head t r i p s  about, you know, who 

you are and what you have a r igh t  to do, l ike  your own advocacy kind of thing.  

And so i t ' s  not spontaneous and easy.  You ju s t  have to work a t  i t . "  A th i rd  

described th i s  r e a l i z a t io n  as a form of acceptance. "I accepted the fac t  tha t  

any change t h a t ' s  going to be made is  mostly made by us."

in recognizing the cons t ra in t s  of the t r a d i t i o n a l  health care system, 

these pa t ien ts  and families freed themselves to consider tha t  there were 

a l t e rn a t iv es  to unconditional and passive adherence. Thus, the i r  profound 

confusion was replaced by new understanding of how th e i r  own experience might 

f i t  into the la rger p ic ture  of heal th  care de livery ; fu r ther ,  the i r  sel f -doubt  

was transformed into a suspicion tha t  they might a c tu a l ly  have some important 

competencies tha t  could be applied to th e i r  heal th  problem. As one informant 

commented, "I'm finding a way to work with i t  ins tead of against  i t . "  Another 

described he rse l f  as "Realizing th a t  I could get  away from t r a d i t io n a l  

s t ruc tu res  and move into  something e l se .  That maybe would have been the 

pivota l  point of a t t i t u d e  change for me — tha t  Hey! I'm doing something for 

myself!" By locat ing t h e i r  individual experience within the context of the
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la rger p ic tu re ,  these people were able to make order out of chaos and meaning

out of the i r  experience with disenchantment.

In guarded a l l i a n c e ,  a va r ie ty  of ways were employed by pa t ien ts  and

families to make sense of and manage th e i r  health care re la t ionsh ips .  They

used numerous c rea t ive  and e f fec t ive  mechanisms toward reconstruct ing the

sha ttered t r u s t  between them and the i r  health care profess ionals .

Charac te r is t ic  of guarded a l l iance  was a d i s t i n c t  s h i f t  in the a t t i tu d e s  of

those with chronic i l l n e s s  with regard to the i r  own re sp o n s ib i l i ty  for health

care re la t ionsh ips .  Through analys is  of th e i r  own experiences with health care

providers,  focusing th i s  time not on the i r  own inadequacies but on the

l imi ta t ions  of the p rofess ionals ,  they learned of the importance of such

respons ib i l i ty .  As one pa t ien t  noted, "I f  the pa t ien t  doesn ' t  say anything,

well then nothing gets done." Another agreed:

That 's  what I f ind.  I t ' s  up to us. That ' s  one thing tha t  I 've  learned 
throughout th i s  whole thing.  To get special  care,  or what I would 
consider normal care under these conditions,  i t ' s  up to the patien t or 
the p a t i e n t ' s  family to search i t  out. I t ' s  not there for you to say, 
"Okay he re 's  what you do." That ' s  what I 've  discovered.

The Insight underlying such a s h i f t  was a r t i c u la ted  by one pa t ien t  th i s  way.

I think I had to get  over tha t  psychological ba r r ie r  of they 're  in charge 
of my physical wellbeing — when I go to see them I'm putt ing  myself into 
the i r  hands. I had to have a behavioral change from tha t  to the point 
where I was saying, "Hey, I'm in charge of i t . "

Because chronic i l lne s s  management was a matter of l iving  with i t  as much as

t rea t ing  i t ,  these pa t ien ts  and families eventually recognized tha t  they had

become the exper ts .

Ultimately,  I was s t i l l  on my own. They weren' t  in my l i f e .  I mean, they 
would go home a f t e r  work, and everything was f ine .  They d id n ' t  have 
problems l ike  I had. I mean, they knew of i t ,  they saw i t  a l l  the time, 
but tha t  s t i l l  d i d n ' t  make them experts a t  i t .
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The pa t ien ts  and families l iv ing with chronic i l lne s s  came to recognize

not only tha t  re sp o n s ib i l i ty  for health care was th e i r s  by defau l t ,  but also

that they did have genuine c ap a b i l i t i e s  with which to address th i s

respons ib i l i ty .  As one man explained, "You have to be in charge of what's

wrong, knowing what's wrong with you, and determining how to correct  I t .

Because i f  you c a n ' t  give tha t  to yourself ,  you're not gonna get tha t  from any

medical profess ional ."  These c ap ab i l i t i e s  were seen as something quite

d i s t i n c t  from the expert knowledge and author i ty  of the health care

professional .  As one pa tien t explained, " I t  was more a sense of growing power

within me to  make my own decisions tha t  evolved out of the f ru s t r a t io n ."  Thus,

they could accept such re spons ib i l i ty  without denying the expertise of the

p r o f e s s i o n a l s  i n  c e r t a i n  a r e a s .  One woman re marked ,  " I ' m  no t  s a y i n g  t h e y ' r e

wrong. I'm not saying tha t  I don ' t  agree with them. I 'd  jus t  l ike to read the

report  for myself." Another recal led a similar  rea l iza t io n :  "The medical

profession was r e a l ly  helpful In dealing with the acute phases of I t .  But

there was nothing, r e a l ly ,  tha t  helped me in dealing with the long-term

problems, and t h a t ' s  where the f ru s t r a t io n  builds up."

As they began to take on re spons ib i l i ty  within the i r  health care

re la t ionsh ips ,  people l iv ing with chronic I l lness  became Increasingly

ana ly t ica l  about the p r i o r i t i e s  of the professionals.  The account of one woman

i l l u s t r a t e s  such c r i t i c i sm .

I put i t  a l l  out on the table  with him, 'cause by then I ' d  had enough 
experience with these id io ts  to know th is  is  what you p re t ty  well have to 
do, and If  you d id n ' t  l ike  I t ,  f ine .  But I had to go with what I r e a l ly  
f e l t ,  and I d i d n ' t  want those stupid mistakes again.  I'm t e l l i n g  you!

Another woman's approach r e f l e c t s  her c r i t i c a l  analysis of what mattered to

the professional .
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Ve'ce supplying our children to you for t e s t in g ,  so give us the data tha t  
you are ge t t ing .  Give us back the information a f t e r  you get ,  you know, 
a f t e r  you weigh a l l  the odds and figure out the averages and whatever, 
and g e t . . . o r  i f  Switzerland sends a copy of some report  they have done, 
or of United States  does, send us a copy. Ve are e n t i t l e d  to i t .

However, the process of taking on more re spons ib i l i ty  within the health care

re la t ionsh ip  was sometimes intimidating,  as one woman's explanation

i l l u s t r a t e s .

The more you' re subjected to  i t ,  you know the new angles to go a t ,  the 
t r i cks  of the t rade .  Yes, I would say tha t  I 've  learned a few things for 
m yse l f . . . to  be aggressive to a professional  person . . . tha t  was a big step  
because I respected them and if  they sa id ,  "Jump" I almost sa id ,  "How 
high?" before.  But I don ' t  feel  tha t  way now. I feel  tha t  I have r igh ts  
and my family has r ig h t s .

The second major ins ight associated with the stage of guarded a l l iance

was the r e a l iza t io n  by pa t ien ts  and families tha t  health care professionals

were ser iously  l imited in th e i r  a b i l i t y  to provide meaningful serv ices to the

chronical ly  i l l .  At th i s  stage ,  they began to understand tha t  th e i r

disappointments with health care professionals  were far from unique. By

generalizing th e i r  in te rp re ta t ions  beyond the i r  own experience,  these pa tien ts

and families developed a broader understanding about how health care and

medical science operated, as one man's explanation I l l u s t r a t e s .

You go through, and you meet dead ends, or, you know, periodic 
f ru s t r a t io n s ,  and eventually tha t  has an Impact on your a t t i t u d e  towards 
the health care system, s p ec i f ic a l ly  with respect to my problem but a lso  
overa ll .

The chronical ly  i l l  individuals and families offered various explanations

for these l im i ta t ions .  Some blamed the system's inadequacies on the in fla ted

expectations of pa t ien t s .  As one commented, "Like, I think people place

doctors on l i t t l e  pedesta ls ,  and they 're  way up there,  and they forget that

they 're  human." Others believed tha t  professional education was a t  fau l t .

They're a l l  learning, most of them. Like you might get somebody to sew 
your kid up tha t  doesn ' t  know how to sew too good or something. You never
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know, you never know what you're going to ge t ,  you know, because they ' r e  
learning .

In addit ion,  many informants began to understand the behavior of th e i r  heal th

care professionals  to be motivated by an understandable anxiety about the

legal implications of t h e i r  ac t ions .  As one man commented, ~If you put your

foot down, I'm sure t h e y ' l l  do i t  (send you to a s p e c i a l i s t ] ,  mainly because

of a l l  so r t s  of l i a b i l i t y ,  you know. They c a n ' t  bamboozle you anymore. People

are ge t t ing  too s o p h i s t i c a te d . " Another explained:

I think th ey ' r e  preserving themselves. . . they ' r e  making i t  easy for 
themselves. They d o n ' t  want to be the bearer of bad news. And they r e a l l y  
see themselves as pro tecting themselves ra ther  than being there for the 
p a t ie n t .

On the basis of these two key ins igh ts ,  pa t ien ts  and families in guarded 

a l l iance  reconstructed some form of t r u s t  within the context of a health care 

r e la t ionsh ip .  Because they had recognized the system's l im i ta t ions  and 

considered the p a t i e n t ' s  re spons ib i l i ty ,  these people were now able to rebuild  

a form of t r u s t  founded upon a d i f f e r en t  se t  of expectations and a renewed

sense of confidence. In con t ras t  to the less  conscious cognitive s h i f t s  tha t

had taken place in naive t r u s t  and in disenchantment, the reconstruct ion of 

t ru s t  In guarded a l l i an ce  was the product of a de l ibe ra te  decis ion to adopt a 

new a t t i t u d e  toward health  care re la t ionsh ips .  This reconstructed t r u s t  

permitted these people to  continue seeking help without abandoning the 

ins ights  they had gained from th e i r  experiences in the previous s tages .  As one 

man explained:

I f  I made my judgments on the basis  of the negative experiences I 'v e  had 
with the heal th  care system, and condemned a l l  the Individuals In 
i t . . . f i r s t  of a l l ,  I wouldn' t s t i l l  be going to them, second of a l l ,  I 
probably would've cut myself off  from some things tha t  have helped me.. .  
I 'm glad th a t  I have been sens i t ized  to  some of the weaknesses, so th a t
i t ' s  not ju s t  tha t  s lav i sh  adherence to I t .
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Reconstructed t r u s t  d i f f e red  from naive t r u s t  in tha t  i t  was highly

s e le c t iv e ,  depending on the spec i f ic  c r i t e r i a  which each pa t ien t  and family

member considered important.  One woman, for example, explained tha t  she sought

profess ionals  who could t o l e r a t e  c r i t i c i s m  of the system. Others had not been

s u f f i c i e n t l y  for tunate  to find such exceptional p rofess iona ls ,  but expressed

the b e l ie f  t h a t  such individua ls  might e x i s t .  As one woman commented, "I think

they ' r e  in the minority,  but I know there  are some out the re ."  Such t r u s t  in

an individual  ra ther  than in a system re f lec ted  these p a t i e n t s '  and famil ies '

increasing confidence in th e i r  own judgment about what was meaningful in

heal th  care r e la t io n sh ip s .

Even as they expressed a sincere  t r u s t  for a sp ec i f ic  health care

provider,  the informants a lso  acknowledged tha t  there  were d e f in i te

l im i ta t ions  to  tha t  t r u s t .  For example, informants now recognized tha t  health

care providers had human f a l l in g s .  As one woman sa id ,  "Like, now I t r u s t  (Dr.

B] and what he says. But I s t i l l  think th a t  he 's  a human being, and he could

make e r r o r s . "  These pa t ien ts  and families a lso recognized spec i f ic

l im i ta t ions  in the service  they could expect from th e i r  professional  health

care providers .  One woman's account revealed her awareness tha t  changes in

acu i ty  could c rea te  new problems.

I t r u s t  (my doctors] on the level  we're a t .  I f  t h e r e ' s  another big change 
in the I l lness  again,  I don ' t  know i f  I 'd  be tha t  same way. I know they 
can cope with the way things are r ig h t  now, but can they cope with i t  if  
i t  gets worse? I'm not too sure whether they can.

By reconstructing a new form of t r u s t ,  pa t ien t s  and th e i r  families  were 

able to regain optimism and comfort in th e i r  heal th  care re la t ionsh ips .  Their 

a b i l i t y  to analyze th a t  t ru s t in g  revealed the Insights  inherent in guarded 

a l l i a n ce .  As one p a t ien t  explained, "I used to fee l  r e a l l y  strong tha t  the 

system was abusive, and uncaring,  and so r t  of con tro l l ing  of my l i f e ,  but I
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don ' t  feel  so much tha t  way now. I guess I 'v e  come through t h a t . "  Thus, the

stage of guarded a l l iance  represented a re so lu t ion  to the f ru s t r a t io n  and 

confusion of disenchantment by permitt ing a more informed and conditional 

t ru s t  in health profess ionals .

va r ia t ions  in Reconstructed Tiust2

Once they had achieved guarded a l l i a n ce ,  the chronically  i l l  individuals 

and family members in th i s  study were c e r ta in ly  not immune to  anger or 

despair .  However, th e i r  new understanding prevented them from experiencing the 

Intense confusion tha t  character ized disenchantment. They now had a framework 

for making sense of what was happening in the i r  heal th  care re la t ionsh ips  and 

for taking action to make such re la t ionsh ips  function more e f fec t ive ly .  As 

these men and women explained th e i r  heal th  care re la t ionsh ips  in th i s  stage,  

four d i s t i n c t  pa tterns  became evident: hero worship, res ignation,  consumerism 

and team playing. Although each pa ttern  represented an a l l iance  of some so r t ,  

guarded by a generalized or spec i f ic  awareness of l im i ta t ions ,  there were 

obvious di fferences in the types of heal th  care re la t ionsh ips  they permitted. 

In th i s  discussion,  the ch a rac te r i s t i c s  of each of the four patterns  wil l  be 

described in some d e t a i l .

At f i r s t ,  the four re la t ionsh ip  types appeared as personali ty  t r a i t s  or 

coping s ty le s  peculiar to each pa t ien t  or family; l a t e r ,  the discovery tha t  

most people ac tua l ly  engaged in various types of re la t ionsh ips  over time or in 

multiple re la t ionships  of d i f f e r en t  types concurrently challenged th i s  i n i t i a l  

assumption. Further,  ongoing data analysis  revealed tha t  there was no absolute

2. The ideas on which th i s  discussion is  based have been 
published in Thorne & Robinson (1988d; 1989).
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hierarchy of preferred re la t ionsh ip  types.  While many pa tien ts  and families 

claimed a preference for ce r ta in  kinds of re la t ionsh ips ,  they a lso  explained 

the advantages of other types a t  d i f f e r en t  points in the i r  ongoing i l lness  

experience.  Thus, the four var ia tions  seem to r e f l e c t  more or less  s t ra teg ic  

options for managing the Inherent problems of health care re la tionships  in 

chronic i l ln e s s .

Her o jfoiship

In the re la tionships  character ized by hero worship, the chronically i l l

pa t ien ts  and families iden t i f ied  one individual health care professional who

was d i f f e r en t  from a l l  others and therefore worthy of absolute t r u s t .  Thus,

hero worship allowed for Insights about the l imita tions  of health care

professionals  in general a t  the same time as i t  permitted people to regain the

comfort and secur i ty  of a strong t r u s t .

In order for a professional to  be granted hero s ta tu s ,  he or she had to

be perceived as d i f f e r en t  from other professionals .  This special  s ta tus  could

be a t t r ib u ted  to specia l  c l i n i c a l  exper ti se ,  as one man explained.

I wouldn't t r u s t  anybody e lse ,  but I t ru s t  [my doctor 1. You know, he 
knows what he 's  ta lk ing about. He jus t  does knee jo in t s .  And, you know, 
I'm a carpenter,  and i f  I jus t  specia lize  in putt ing windows in a house, 
I'm going to get p re t ty  good a t  putt ing windows In a house, r ight?  So if 
he 's  opened up enough knees th a t  he 's  seen d i f fe ren t  knees and you know 
what they 're  l ike .

Alternative ly ,  the p rofess iona l ' s  spec ia l  s ta tus  could derive from his or her 

reputation.  As one woman remarked, "I t ru s t  him very much, because he's  

d e f in i t e ly  a top man in his f i e ld . "  However, in many cases,  what informants 

found specia l  about th e i r  hero was not his or her c l i n i c a l  exper tise  per se; 

ra the r ,  i t  was some more personal qua l i ty  tha t  caused the professional to 

depart  from the norm in the pa tien t and family's perception.  Such a t t r ib u te s  

as e f fec t ive  l i s ten ing ,  a cheerful a t t i t u d e ,  remembering names, and taking the
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time to  chat were frequently  mentioned as evidence of the special  q u a l i t i e s  of

a p a r t icu la r  hero. As one man explained, "When he 's  ta lk ing to you, he 's  there 

maybe for five minutes, but i t  seems l ike  f i f t e e n .  Whereas other doctors,  

they ' re  there for f ive minutes, and i t  seems l ike  two."

While c l i n i c a l  competencies and communication s k i l l s  were popular 

explanations for a hero 's  specia l  nature,  there were many instances in which 

the d if ferences  a r t i c u la te d  were less  c lea r ly  re la ted  to c l in ic a l  p rac t ice .

For example, one professional was considered specia l  because he came from the 

p r a i r i e s ;  another, because his fa ther had been a well-known s o c i a l i s t .  One 

hero was described as d i f f e r e n t  by v i r tue  of being an ex-hlpple;  another, 

because he refused to wear a lab coat in the o f f ice .  Some heroes played a t  a 

pres tig ious  golf course or had excellent co lleaguia l  connections. Others l ived 

a l i f e s t y l e  tha t  the pa t ien t  could iden t i fy  with,  as one woman's explanation 

i l l u s t r a t e s .

I think he has a be t te r  understanding of what his pa tients  go through 
because he seems a very normal kind of person. He l ives  in th i s  
community, his son plays soccer,  and I see him a t  soccer games and 
baseball games. And he 's  involved with Scouts, and his wife and I worked 
together with Guides and Brownies. And I see them as very close to how 
his pa tien ts  l ive .  His l i f e  is  not a l l  tha t  much d i f f e r en t .

Thus, those professionals Ident i f ied  as heroes were dist inguished from th e i r

colleagues by some c r i t e r io n  of personal signif icance  to the chronical ly  i l l

pa t ien ts  and th e i r  families.

Hero worship produced a precarious dependence on one individual health

care professional.  One woman, for example described her react ion to  the news

tha t  her hero was leaving prac t ice .  She said ,  "I ju s t  r e a l ly  panicked almost.

'Cause i t  was ju s t  l ike my l i f e  support system, you know. What am r going to

do?" Thus the comfort of having a hero was quali f ied  somewhat by the anxiety

of being overly dependent on one ra ther specia l  health care professional .
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In heco worship re la t ionsh ips ,  pa t ien ts  and families described themselves 

as put t ing the health care professional on a "pedesta l ."  Having iden t i f i ed  

t h e i r  hero, they placed themselves in his or her hands and accepted whatever 

decis ions  were made on th e i r  behalf .  In some instances,  t h i s  form of 

reconstructed t r u s t  was so wholehearted th a t  i t  resembled naive t r u s t .  On 

fur ther  exploration,  however, i t  was always dis t inguishable  by the presence of 

general d i s sa t i s fa c t io n s  about the heal th  care system from which the hero was 

exempt. Thus, i t  represented a s t r a t e g i c  means by which these i l l  individuals  

and families could enjoy the reassurance of being able to t r u s t  without 

ignoring the f r u s t r a t in g  r e a l i t i e s  associated with health care in general .

A second and markedly d i f f e r en t  type of re la t ionsh ip  was termed 

"resignation" because of i t s  c h a r a c te r i s t i c  submissiveness, negat iv i ty  and 

hopelessness.  In th i s  pa t te rn ,  the pa t ien ts  and families engaged in heal th  

care re la tionships  but f e l t  l i t t l e  optimism about what they could o f f e r .  As 

one pa tien t explained, "There's nobody there to help me. I r e a l ly  believe tha t  

now." Their f ru s t ra t ions  with health care produced an atmosphere of depression 

and despair .  Although th i s  s t a t e  seemed somewhat l ike  a chronic form of 

disenchantment, i t  was d is t inguishable  by v ir tue  of the fact  tha t  p a t ien ts  and 

families in these re la t ionsh ips  understood what was happening and why.

Such ins ights ,  however, offered l i t t l e  comfort. In res ignation,  the 

problems in health care seemed too large for the chronical ly  i l l  to tackle  

alone and so they f e l t  compelled to continue on in health care re la t ionsh ips  

for which they held l i t t l e  hope and in which they had l i t t l e  t r u s t ,  as one 

woman's comments i l l u s t r a t e .

Right now i t ' s  not s u f f i c i e n t ly  bad. Like she ' s  not medically mismanaging
me. She's ju s t  be in g . . . a s  far as I'm concerned, she ' s  acting l ike  a
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d o c to r . . .  But I t  seems to me tha t  a l l  of l i f e  Is a t rade -o f f .  And 
probably i f  I found somebody tha t  I r e a l ly  l iked,  they 'd have such a 
horrendously big prac t ice  tha t  I would not get  access or something.

In some cases,  informants withdrew from health care completely for some period

of time. As one woman angr i ly  remarked, "I don ' t  need anybody's help now,

because they haven't  given i t  to  me in the l a s t  15 years.  Why in the he ll

would they s t a r t  now? I t ' s  too la te  now." In te re s t ing ly ,  th i s  woman had

recen t ly  lo s t  a hero worshipping health care re la t ionsh ip  and, during the

course of the study, was able to  find a second hero in which to place her

t r u s t .

While dec la ra t ions  of complete withdrawal were common, the accounts

suggested tha t  most of these people did not absta in  from health care

re la t ionsh ips  for long. Instead,  they usually went through the motions without

any rea l  expectations of se rv ice .

After a while, some people give up and they say, "well, I don ' t  care."  
They make an appointment with the doctor.  They show up there.  As a matter 
of f ac t ,  I did t h a t .  And you t r y  to cheat the doctor as much as you can, 
because you don ' t  want anything to do with the doctor,  but you go there,  
r ight?

As one man explained, "I'm ge t t ing  so d i s tan t  from the medical profession now

tha t  I don ' t  want to have anything to do with them rea l ly ,  other than l ike I

have to see Dr. G for a six-month check-up." Although such resigned health

care re la t ionsh ips  were qu ite  unsati sfy ing, they did serve the purpose of

representing a form of "insurance" against  the event of health  care s i tu a t io n s

in which an a l l i an ce  with a professional was required.  As one man explained:

I go in for regular blood t e s t s .  I check in pe r iod ica l ly  and l e t  them 
know how things a re  going. I t ' s  Just  so they ' r e  updated on everything, so 
i f  anything r e a l ly  goes bad, well,  they saw me a couple of months ago and 
they know how i t ' s  going. I d on ' t  expect a lo t  out of them.

Another informant described a similar motivation: "Like, for instance,  i f  I

were in a car acc ident,  or something l ike  tha t ,  and needed hosp i ta l iza t ion ,  I
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would need a doctor who had access to a h o sp i ta l . "  For a th i rd ,  there was a

sp ec i f ic  future event against  which protection seemed necessary.

One of the reasons I keep having a doctor and keep my medical up to date 
is  because 1 know tha t  eventually  my mother w i l l  die and I know tha t  a l l  
kinds of complications wi l l  happen i f  she doesn ' t  have a physician to 
come and sign the death c e r t i f i c a t e .

Thus, pa t ien ts  and families  in re la t ionsh ips  character ized by resignation

continued th e i r  involvement with profess ionals ,  but for reasons unique to

th e i r  own s i tu a t io n .  As one woman commented, "I would say tha t  I jus t  wrote

the system off and refused to p a r t i c ip a te ,  but I 'm s t i l l  leery enough to keep

my medLcal tInsurance 1 up to da te ,  ju s t  Ln case ."  Beyond staying Involved

with profess ionals ,  res ignat ion  Included a pervasive sense of powerlessness

tha t  these individuals  and families could e f fec t  changes in th e i r  unfortunate

s i tu a t io n .  One woman's comments i l l u s t r a t e  such a feeling of f u t i l i t y .  " I t ' s

not r e a l ly  a personal i ty  c o n f l i c t ,  i t ' s  ju s t  you get to thinking "well what's

the use?" You know what he 's  going to say, so what can you do? Change doctors

again? [LAUGHS] I'm running out of doctors!" Often, the patien ts  and families

suspected tha t  the heal th  care professional  was equally  powerless and

frus t ra ted  with the s i t u a t io n .

I would think i t  f ru s t r a ted  them more than i t  did me. I always thought, 
"Poor Dr. M." One reason I don ' t  go in there very often.  He's a very nice 
man, but I feel  how f r u s t r a t in g  for him — a physician — being able to 
do nothing.

While most resigned re la t ionsh ips  indicated times of powerlessness and 

despair  among the chronica l ly  i l l  and th e i r  families ,  there  were instances in 

which they re f lec ted  an acceptable and sometimes even construct ive s t r a t eg i c  

response. Several of these people described such re la t ionsh ips  as a "time out" 

from the intense involvement required to  maintain other types of heal th  care 

re la t ionsh ips .  Because s truggling  with heal th  care re la t ionsh ips  could be a
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constant reminder tha t  they were 111, some pa tien ts  and families used 

res ignation  as a break from focusing in tens ively on th e i r  chronic I l ln es s .  

Thus, even th is  most depressing and unpleasant re la t ionsh ip  type sometimes 

represented a s t r a t eg i c  a l t e rn a t iv e  with regard to reconstructing t r u s t  in 

guarded a l l i ance .

CQnguneilsin

In contrast  to the pa ss iv i ty  of res ignation,  consumerism represented a 

re la t ionsh ip  characterized by a more act ive  service o r ien ta t ion  on the part  of 

the 111 Individuals and famil ies ,  instead of focusing on the re la t ionsh ip  per 

se,  consumers concentrated on the service they needed and developed s t r a t eg i e s  

to work with the health care professional in order to increase th e i r  

l ikelihood of obtaining those services .  As one man s ta t ed ,  "I t r e a t  the 

medical profession as a service  ln one respect .  I mean, If  you look a t  i t  In a 

very c l i n i c a l  way - -  excuse tha t  expression — then i t  Is a se rv ice ."  Another 

pa t ien t  a r t i cu la ted  a s im i la r ly  functional perspective.  "I ju s t  t r e a t  them the 

same way as If you ran out of gas in your car and you saw a Safeway s to re .  

Safeway s to r e ' s  no good i f  you need gas!"

In th i s  type of re la t ionsh ip ,  the patients  and families no longer 

expected health care professionals  to attend to the rea l  needs of the i r  

c l i e n t s .  As one woman commented, "They're there for one spec i f ic  role and 

t h a t ' s  I t .  And I'm sure they forget your face, although they may remember your 

inc is ion ."  However, they had learned tha t  needed services  could only be 

obtained through apparent cooperation with a professional  heal th  care 

provider,  as one woman noted. "You see,  I c a n ' t  prescribe my own medication. I 

am dependent on her to get  t h a t .  So I have to do what she says.  I have to 

follow her Inst ruction If  I'm going to f i l l  my needs, I guess you could say."
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Another consumer summarized his a t t i tu d e  toward health care professionals :  "Oh

they ' r e  a necessary e v i l ,  a r e n ' t  they!" Thus, consumerism represented a

conscious s t ra tegy  to convince heal th  care professionals  to provide what

services were avai lab le .  As one man theorized,  "I guess you become a

professional doctor v i s i t o r . "

The consumer re la t ionsh ip  allowed chronical ly  i l l  individuals and the i r

families to turn th e i r  f r u s t r a t io n  with health care professionals into a

source of Insight into professional  a t t i t u d e s ,  which they then used to

manipulate the health care professionals .  As one pa t ien t  explained, "You learn

to ask questions,  and when to and when not to ,  and s tu f f  l ike  t h a t . "  Another

commented, "I go into every s i tu a t io n  defensive,  expecting the worst, and then

I take i t  from there ."  S t i l l  another individual admitted:

There 's  a cer ta in  sense tha t  i f  you hype i t  up about the c r i t i c a l  nature 
of i t ,  tha t  you're going to command a greater response. And t h a t ' s  a 
r ea l ly  nasty dynamic happening.. . And I have to admit t h a t ,  a t  times, I 
have hyped up the condition tha t  I have in order to get adequate 
treatment.

Similarly,  another pa t ien t  claimed to have manufactured a rash as a means of 

obtaining a s u f f i c i e n t  supply of prescribed medication to enjoy a trouble-f ree  

holiday.

You see, you can play the system. You might put tha t  in there Ithe 
research repor t ] .  Hey, I'm not doing anything wrong. I t ' s  not a l i e .  I 
r e a l ly  do break out in th i s  rash once in a while, and, who knows, I'm 
probably a l l e r g i c  to the kids ,  r ight?  I don ' t  know. And I r e a l ly  do have 
the Crohn's. I t ' s  been diagnosed by an i n t e r n i s t .  I'm not making th i s  up. 
Jus t  the fact  tha t  they a l l  come together a t  the same time, and tha t  I 
happen to have a plane t i c k e t  to go somewhere — hey!

Another pa t ien t ,  ln l ike  fashion, reported manipulating t e s t  r e su l t s  to avoid

a treatment plan with which she was not comfortable.

He suggested tha t  I would probably be put on Prednisone because these 
other forms of medications were not contro ll ing  i t  in the way tha t  he 
wanted i t  to be controlled .  So I ,  ln fac t ,  cheated on one of my lung 
function t e s t s .  And I told a l i e .
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These manipulative arid defensive s t r a teg ie s  were c l e a r ly  derived from the 

perceptions of these pa t ien ts  and families about what was necessary ln order 

to obtain the health care they required.  However, because obtaining service 

was foremost in the minds of these consumers, they were most anxious th a t  

health professionals  not discover the i r  dup l ic i ty .  Therefore,  they claimed to 

behave as i f  they t rus ted  the professionals  while maintaining as much control  

as they could of a l l  heal th  care decis ions.

While the consumer re la t ionsh ip  often included ongoing f r u s t r a t io n  and 

anger on the pa rt  of the pa t ien t  and family, i t  d i f f e red  from res ignation  in 

they recognized and acted on a perception tha t  they had power within the 

system. For example, many pa t ien ts  and family members recognized tha t  they 

could e s tab l i sh  the i r  own standards as to what they would accept from health 

care professionals .  As one man explained, "I don ' t  have a lo t  of respect for 

them. I am paying the b i l l s ,  and t h a t ' s  exact ly  the way I look a t  i t  now. If  I 

c a n ' t  get s a t i s f a c t io n ,  I go to where I can." And another noted:

In terms of personal health care,  I t ' s ,  you know, buyer beware, and a 
consumer's marketplace. And i f  I'm will ing to s i t  around and be s a t i s f i e d  
with second-rate s t u f f ,  then t h a t ' s  my problem. And i t  wil l  not be a 
problem, th e re ' s  no doubt in my mind.

These men and women a lso  understood that  they had the option not to be

intimidated by th e i r  in te rac t ions  with health care profess ionals .  As one

patien t explained, "I think the doctor is a person no be t te r  than I am, but

informed and knowledgeable in areas tha t  I'm not and I need. But I'm not

scared to say anything to them, whether i t  be nice or not n ice ."

In order to be e f fec t ive  in a consumer re la t io n sh ip ,  the people l iv ing

with chronic I l lness  required considerable knowledge about th e i r  i l l n e s s  and

i t s  treatment.  Many re l i e d  upon outside sources of information,  such as

support groups, i n s t i t u t e s ,  and other p rofess ionals ,  to develop such
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knowledge. Several taught themselves how to get  access to and to evaluate the

professional l i t e r a t u r e  housed in the local  u n iv e r s i ty ' s  biomedical l ib rary .

Others kept up on recent research developments through careful monitoring of

magazine, newspaper and te lev is ion  repor ts .  In addit ion ,  many had informed

themselves about a l t e rn a t iv e  treatment modali ties and philosophies.  These

pa t ien ts  and families described extensive knowledge as requ is i te  to  th e i r

success Ln consumer re la t ionsh ips ,  as one woman's explanation i l l u s t r a t e s .

I ’ve been doing lo t s  of personal experimenting around th i s  s tu f f ,  and I 
fee l  l ike  I'm ge t t ing  a handle on i t .  And i t  gives me a sense of more 
con tro l .  I need these people. I need these s p e c i a l i s t s .  I need to pick 
th e i r  b ra ins .  But I don ' t  believe t h e r e ' s  anybody out there ,  and I don ' t  
care what th e i r  degree i s ,  knows my metabolism or the things tha t  are 
going to t r ig g e r  I t  as well as I'm going to ge t  to know i t  if  I s t a r t  
making the time to tune in.

Consumerism was therefore  a comfortable re la t ionsh ip  type for many

patien ts  and famil ies .  Because they had to re ly  on the i r  own s k i l l  and

ingenuity to acquire necessary services ,  these people developed confidence ln

the i r  a b i l i t y  to  make decisions and to manage th e i r  own heal th  care.  As one

woman s ta t ed ,  " I 've  detached myself from tha t  nonsense. And I don' t  want to be

back in th e i r  hands, because you lose your s e l f - c o n t ro l  in tha t  sense." To be

sure,  some consumers remained regre t fu l  tha t  they could not t r u s t  a health

care p rofess ional.  They claimed tha t  considerable energy was required for th is

constant v ig ilance and control  over decis ions,  as one man noted.

I think th i s  is the whole thing — learning how to hire and f i r e  medical 
people,  and your own a b i l i t y  to determine your own heal th .  But I don' t  
think everybody has the time, or the inc l ina t ion ,  to be tha t  on top of 
i t .

Fur ther,  many of the pa t ien ts  and family members missed the sense of secur ity  

tha t  comes from knowing tha t  they could r e a l ly  t r u s t  someone. As one man 

scornfu l ly  remarked, "They're ju s t  note takers and m on i to r i s t s ."
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Thus, consumerism afforded chronically  i l l  individuals and th e i r  families

considerable control over the management of th e ir  health care and consequently 

over the q u a li ty  of th e i r  chronic i l ln e s s  experience. In tu rn , however, i t  

required th a t  they accept an enormous re sp o n s ib i l i ty  without the secu rity  of 

t ru s t in g  ln professional health  care support.

Team Playing

The f in a l  type of guarded a l l ian ce  re f lec ted  a reciprocal and negotiative

re la t io n sh ip  between these liv ing  with chronic I l ln ess  and th e ir  professional

health  care providers. As in hero worship, the team players aligned themselves

with Individual health care professionals  whom they considered d i f f e re n t  from

the norm. As in consumerism, they were able to develop and apply th e i r  own

knowledge in health care decision-making. Thus, for many, team playing

represented a kind of ideal.

In order for team playing to  be successful, the l im ita tions  of mainstream

health  care had to be acknowledged and accepted by both the pa tien ts  and the

pro fess ionals ,  as one man explained.

Now I 'v e  got a doctor th a t  helps me understand th a t  I have to make a 
contribution  to my own wellbeing, th a t  l i s te n s  f i r s t  to my problems and 
personalizes i t ,  th a t  I can have a l i t t l e  fun with, and s t i l l  get medical 
help. And yet I'm r e a l i s t i c  enough to  know th a t  he is  s t i l l  operating 
within the t r a d i t io n a l  medical system, and there is only so many things 
he can do for me. That 's  why i t  is  a good re la t io n sh ip  th a t  I have with 
him r ig h t  now, because i t ' s  pos it ive , and i t s  l im ita tions  are c lea r .

This stance required th a t  p a tien ts  and families accept personal re sp o n s ib il i ty

for many aspects of th e i r  health  care. Creating and nourishing team playing

re la t io n sh ip s  fu rther required considerable e f fo r t  on th e ir  p a r t ,  as one man

explained.

I 'v e  so r t  of in s is ted  on i t  being a so r t  of co-partnership kind of thing, 
a t  the same time as not try ing  to — I mean, you know, stroking th e ir  
professional ego whenever necessary. And t h a t ' s  the negative way of
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saying i t ,  but I mean allowing the respect of th e i r  area of expertise  but 
s t i l l ,  you know, we're in th is  together.

In add ition , team playing required th a t  the professionals be comfortable

admitting to the l im its  of medical science and respecting the po ten tia l

contribution  of a l te rn a t iv e  or non-trad it ional approaches to  i l ln e s s  care.

Since, as would be predicted, professionals  capable of such admissions were

ra re ,  genuine team playing re la tionsh ips  were not considered easy to  find, as

one woman noted.

{My new d o c to r l 's  a re a l ly  up-to-date guy. I think h e 's  an old hippie 
from the s ix t i e s ,  you know. And he 's  asked me a few things about the MS, 
you know - -  questions. He seems to  be in te res ted  ln MS, whereas no other 
doctor would admit tha t they d id n ' t  know the answer to something about 
MS, r igh t?  Even though they have to  pretend.

Team playing a lso  required tha t  the d i s t in c t  contributions of pa tien ts  and

professionals  be recognized and valued by both p a r t ie s .  As one woman

explained, "You're both Involved ln th i s .  They from th e i r  expertise  and you

from your personal experience." Another woman described her de ligh t a t  finding

a professional capable of such a t t i tu d e s .  "Here is a human being with a l l

these degrees, and he 's  asking me! You see, he 's  f a i r ly  young, he 's  only

about 38 years old.  He's not s e t  in h is  ways l ike a lo t  of these old,  you

know, th re e -p iece -su lte rs i"

Thus, team playing represented a sa tis fy in g  rec ip rocal re la tionsh ip

between health care rec ip ien ts  and professionals . As one woman commented, "I

feel I have a r igh t to re c ip ro c a te . . .  I feel i t  so r t  of puts us on the same

lev e l ."  They described such re la tionsh ips  as co llaborative  and d irected

toward mutually agreeable goals. One woman quoted her doctor as saying, "We're

invest iga to rs ,  you and I , to re a l ly  find out what we can work with and what

f i t s  toge ther."  Another a lso described such co llaboration  in her health  care

re la tionsh ip .
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I c a l l  th a t  co llabo ra t ion , because i t ' s  a change ln my re a l iz a t io n  o£ my 
own ro le  as p a r t  of th is  team, whereas before, i d id n ' t  see myself as 
being pa rt  of th a t  team. I saw myself as going to the team for help for 
[my daughter]. And now I see myself as an in teg ra l  p a r t ,  so t h a t ' s  what I 
mean by co llabora t ion .

Reciprocity in the team playing re la tio n sh ip  required mutual t r u s t .  P a tien ts

and th e ir  fam ilies had to  be w illing  to t r u s t  a health  care professional and

health  care p rofessionals  had to  t r u s t  th e i r  c l i e n t s  as competent people. As

one pa tien t explained i t ,  "Trust me, and I w ill  t r u s t  you."

For many of the pa tien ts  and families in th is  study, finding a su itab le

health  care professional could be the most f ru s t r a t in g  aspect of team playing

re la t io n sh ip s .  As one woman sa id ,  " I t ' s  l ike  picking a team. I t ' s  going out

there and se lec t in g  a team." Another woman outlined the s tra teg y  th a t  she had

developed to  assess a p ro fess io n a l 's  team playing capacity .

I'm going to t e l l  him the very f i r s t  day th a t  I have a bad reputation  
with rheumatologists, and th a t  I l ike  to  be involved in the process, and 
tha t  I hope he w ill  Involve me. I d o n 't  want to  d ic ta te .  I haven 't got 
his education. But I ju s t  want to  be part of i t .

Another p a tien t  had devised a s im ilar plan.

I thought I 'd  go up and a t  le a s t  have a chat with him, and see what he 's  
l ik e .  Might as well go to him for something minor, and see i f  I like  the 
fellow or not. But I went in there with the a t t i tu d e  th a t  I'm not going 
to s i t  here and go yes s i r ,  yes s i r .  I went in with the a t t i tu d e  tha t 
h e re 's  the s i tu a t io n ,  have you got any suggestions as to  what jffi. can do 
about th is?  And my a t t i tu d e  was, what are we going to do together?
Don't ju s t  t e l l  me what to  do.

Aside from the d i f f i c u l ty  ln finding a su itab le  professional with which 

to  form a team, these p a t ien ts  and fam ilies noted one add itiona l drawback to 

such re la t io n sh ip s .  From th e ir  perspective, the in te n s i ty  of e f fo r t  to s tay  

s u f f ic ie n t ly  well informed for fu l l  p a r t ic ip a t io n  ln decision-making could be 

exhausting and drain ing. Thus, while successful team playing re la tionsh ips  

were usually  productive and comfortable for p a t ien ts  and th e i r  fam ilies , they 

were not always possible  and, in some cases, not always idea l .
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Thus, guarded a l l ia n c e ,  a stage which represen ts  the re so lu tio n  of 

inev itab le  co n f l lc tu a l  experiences in health  care re la t io n sh ip s ,  can be 

conceptualized as including four d i s t in c t  types of re la t io n sh ip s  between 

ongoing health  care re c ip ien ts  and th e i r  professional health  care providers.

As has been evident in the accounts of these p a t ie n ts  and fam ilies ,  each 

re la t io n sh ip  type demands c e r ta in  conditions. Further, each has i t s  own unique 

s treng ths  and l im ita t io n s .

Discuss ion

The accounts of the chron ically  111 individuals  and family members ln 

th is  study i l l u s t r a t e  how important health  care re la t io n sh ip s  are in shaping 

the chronic i l ln e s s  experience. They depict such health  care re la t io n sh ip s  as 

evolving throuqh three stages toward a s ta t e  in which some measure of t r u s t  

can be constructed on the basis  of new insigh ts  about two cen tra l  issues: the 

lim ita tions  of the health  care system, and the r e s p o n s ib i l i t ie s  th a t  b e fa l l  

the ch ron ica lly  i l l  and th e i r  fam ilies .

According to the men and women involved in th is  process, c o n f l ic t  between 

p rio r  romantic expectations and the r e a l i t i e s  of health  care re la t io n sh ip s  is  

inev itab le  in chronic i l ln e s s .  The scho larly  l i t e r a tu r e  provides considerable 

evidence th a t  th is  phenomenon is  widespread. Duff, for example, long a student 

of decision-making in health care, has claimed th a t  such ongoing health  care 

re la t io n sh ip s  are characterized  by "evasions, h a l f - t r u th s ,  and l ie s "  (1988, p. 

2 1 1 ) .

What counts as a " r igh t and good healing ac tion"  is  easy to  see when a 
sickness can be cured, or when no sickness e x is t s  and the p a tien t  simply 
requ ires  reassurance th a t  th is  is  so. But, when sickness is  more or le ss  
chronic, we cannot understand a r ig h t  and good healing ac tion  without 
understanding what the sickness is  doing to  the person 's  s e l f - re s p e c t ,  to
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his  l i f e  plan, and to the narra tive  account of h is  l i f e  (Brody, 1987, p.
192).

However, Barnard reports  th a t ,  "For most of medicine's modern h is to ry , 

physicians have d is t ru s te d  p a t ie n ts '  views of th e i r  own experience" (1988, p. 

90).

Mizrahi (1986) o ffe rs  one explanation for the behavior of physicians, in 

p a r t ic u la r ,  tha t  is  rooted in the so c ia l iz a t io n  process of medical education. 

According to his research, the superordinate objective  of the medical res iden t 

can be summarized with the phrase "getting  r id  of p a t ie n ts ,"  Because medical 

education teaches the students to  value quick techn ica l so lu tio n s ,  health  care 

re la tionsh ips  are often re legated to the s ta tu s  of "socio log ical b u l lsh i t"  (p. 

118). As such, they are seen to in te rfe re  with the " rea l"  work of physicians.

Mechanic (1979) notes tha t the Increased bureaucra tiza tion  of health  care 

over recent decades has a lso  d ilu ted  the p ro fes s io n a l 's  sense of personal 

r e s p o n s ib i l i ty  for health  care re la t io n sh ip s .  Further, P r itchard  (1983) 

suggests th a t  the professional assumption equating increased approachability  

with loss of power may have factored in maintaining d is tance  within health  

care re la t io n sh ip s .

As has been noted by o thers , creating  and maintaining s a t i s fa c to ry  health  

care re la tionsh ips  is considered a major adaptive task for those confronting 

chronic i l ln e s s  (Ben-Sira, 1984; Moos & Tsu, 1977). The l i t e r a tu r e  also 

indica tes  th a t  negotla tlve  and co llaborative  health  care re la t io n sh ip  models 

are esp ec ia lly  valued by chron ically  i l l  individuals and th e i r  families 

(Klelnman, Elsenberg * Good, 1978). McElveen-Hoehn (1983) has observed tha t  

mutual t r u s t  is  an e ss en tia l  ingredient ln the formation and maintenance of 

such re la t io n sh ip s .  While the Informants in th is  study often preferred th is  

form of re la t io n sh ip ,  th e ir  accounts made i t  c lea r  th a t  i t  was often
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unavailable because of c e r ta in  a t t i tu d e s  and values on the part of 

p rofessionals . As has been pointed out by others, such an empathetic and 

cooperative model is  "e ssen t ia l ly  foreign to  medicine” (Szasz & Hollander,

1980, p . 322). Further, the Informants indicated th a t  there were circumstances 

or occasions in which the work involved in susta in ing  such re la tionsh ips  could 

be too taxing for the pa tien t and family. Thus, these informants challenged 

the notion of a fixed ideal in health  care re la tio n sh ip s ,  suggesting instead a 

va rie ty  of strengths and lim ita tions  to several re la t io n sh ip  models.

Thus, the accounts create  a rich  descrip tion  of the importance of health 

care re la tionsh ips  in chronic I l ln e s s .  They I l lu s t r a te  some of the 

complexities of such re la t io n sh ip s ,  and highlight some of the predictable 

patterns and varia tions  within them. Further, they point to serious problems 

within health care th a t  render such re la tionsh ips  co n flic tu a l and unsatisfying.
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CHAPTER SEVEN 

TRUST AND CONFIDENCE

The previous chapter presented the argument th a t  health  care 

re la tionsh ips  in chronic i l ln e s s  evolve through three  pred ic tab le  stages 

before taking on one of four d isc re te  p a t te rn s .  By considering the experience 

of the chron ically  i l l  from th e i r  perspective, i t  generated a descrip tion  of 

the importance of health  care re la tionsh ips  within the chronic i l ln e s s  

experience. Further, i t  brought fo rth  the message th a t  such re la tionsh ips  

could be highly problematic to  pa tien ts  and th e i r  fam ilies . In th is  chapter, 

two cen tra l  dimensions of such re la tionsh ips  w ill  be examined ln further 

d e ta i l .  This examination w ill  permit analysis  of the best and the worst of 

ongoing health  care re la t io n sh ip s ,  preparing a foundation for subsequent 

discussion of the pieces which contribute  to  the la rge r puzzle of chronic 

I l lness  experience.

The types of re la t io n sh ip s  th a t  have been observed between chronically  

i l l  people and th e ir  professional health care providers r e f le c t  varia tions  

with regard to  two dimensions of such re la t io n sh ip s :  the degree to which t r u s t  

in a professional is possib le , and the degree to which confidence in the 

p a tien t  and fam ily 's  own competence can be a t ta in ed .  By p lo tt in g  these 

dimensions on in te rsec t in g  axes, th e ir  u t i l i t y  ln accounting for the variance 

between the four guarded a l l ia n ce  re la t io n sh ip  configurations can be 

i l lu s t ra te d  (see Figure 1). While the discussion ln the previous chapter 

hinted a t  some of the ways in which the re la t io n sh ip  types d iffe red  from one 

another, th is  one w ill  focus analysis  on the dimensions which appeared to 

explain these d is t in c t io n s .  In so doing, i t  w ill  present the in te rp re ta t io n s  

of pa tien ts  and families about the conditions under which th e i r  t ru s t  ln an
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Individual professional health  care provider Is made possible and desirab le  as 

well as the circumstances under which th e i r  confidence ln th e i r  own judgement 

about health  care management issues is  made v iab le .

FIGURE 1: Guarded Alliance Model 1

Hero
Worship

Trust
Dimension

High

Low

Resignation

Team
Playing

Confidence 
High Dimension

Consumerism

Low

Tiaa lw ui th y  r r o f e g s i u ^ a l s 2

Team playing and hero worship re la tionsh ips  required th a t  the p a tien t  and 

family find a professional health  care provider worthy of th e i r  t r u s t .

Further, they demanded a willingness to  t r u s t  a professional to  make 

appropriate  decisions on th e i r  behalf. Since naive t r u s t  had been sh a tte red , 

th i s  new t r u s t  represented a conscious determination to t r y  again ln a more 

Informed way. For some people, the r isk s  of t ru s t in g  were too g rea t,  leaving a 

consumer re la t io n sh ip  as the preferred option. For o thers , the appeal of a

tru s t in g  re la t io n sh ip  was powerful and considerable a t te n t io n  was focussed on

1. Figure has been adapted from the one previously published 
in Thorne and Robinson (1989).

2.  Ideas contained ln the following discussion have appeared 
in Thorne & Robinson (1988d).
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c rea tin g  one. The accounts of how such re la t io n sh ip s  were discovered, created 

and susta ined  reveal the a s tu te  analyses of the informants about themselves, 

the p ro fess iona ls ,  and the conditions under which they in te ra c t .

The Nature of Trustworthiness

The accounts revealed th a t  trus tw orth iness  ln health  care professionals

was comprised of a combination of competence and communication s k i l l s .  While

few p a t ie n ts  and fam ilies  considered themselves adequately informed to judge

competence according to the usual standards associated  with formal licensure

or membership in a p rofessional body, many had strong convictions about the

issue of competence. Further, as e a r l i e r  chapters have I l l u s t r a t e d ,  a

su rp r is in g ly  large number of Informants believed th a t  they had seen evidence

of incompetence a t  some poin t in th e i r  chronic i l ln e s s  caree rs .  For example,

one woman pointed to  overprescrlp tlon  as an example of incompetence. She sa id ,

"Every time I went to  see my doctor he would prescribe  a p i l l . . .  some doctors

p rescribe  so many. One man I know, he to ld  me he takes 16 p i l l s  a day! That 's

crazy! And h e 's  always s ic k ."  Thus, in th e ir  opinion, competence was an

e s s e n t ia l  ingredient for t r u s t .  One woman's re c o llec t io n s  i l l u s t r a t e  such an

appra isa l  of competence.

But the way (the nurse] bathed me, the way she freshened me up a f te r  
surgery, the way she ju s t  so c a re fu l ly  took care of me, you know - -  I 
co u ld n 't  walk unsupported, or anything, and of course you've got a l l  the 
apparatus, ju s t  the way they got me up, or the way they did th is  — they 
were ju s t  so gentle  and so anxious to  make me as comfortable as possib le .

Like th is  woman, many p a tie n ts  and fam ilies a r t ic u la te d  examples of what was,

ln th e i r  opinion, obvious competence in p rofessional p ra c t ice .

The second Ingredient for t r u s t  Involved the pe rsonali ty  and

communication s k i l l s  of the individual health  care p ro fess ional.  From the

perspective of these p a tien ts  and fam ilies , c e r ta in  q u a l i t ie s  were consis ten t
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with trustworthy behavior on the par t  of these p ro fess iona ls .  Examination of 

the accounts concerning these q u a l i t ie s  i l l u s t r a t e s  the way in which 

Informants evaluated communication for evidence of trus tw orth iness.

Among the most important communication s k i l l s  described by these

informants was ac tive  l is te n in g .  One reca lled ,  "The nurses were g rea t ,  I

thought. They'd come in and ta lk  to  you i f  you wanted to  t a lk .  I f  you wanted 

to cry , they 'd  s i t  and l i s t e n  to  you." Another explained:

I f  a doctor w il l  not take 15 minutes to  ta lk  to  me, even ju s t  generally  -
- personally — personal s t u f f ,  I ' l l  find another doctor who w il l .  And 
t h a t ' s  not th a t  I ju s t  need to  s i t  there  and rap with somebody about my 
problems. I want to  be heard. I want somebody who w ill  l i s te n  to me. I 
want somebody who is  s en s i t iv e  to  the fa c t  th a t  I have a problem.

Further, they were Impressed by professionals  who could explain things to them

in a respec tfu l  yet understandable manner, as one woman noted.

The doctor who had taken (my fa the r!  In th e re ,  sh e 's  the head of 
cardiology. And she was r e a l ly  informative too, and r e a l ly  down to ea r th . 
I quite  liked her. Talking to  her on the phone I t  was a lo t  b e t te r  than
— when you're going in to  something l ik e  th is  you expect them to ta lk  in 
complete medical terms. She took I t  down to  a level where everybody could 
understand I t ,  which was good. I mentioned e a r l i e r  th a t  my mother had to
be explained th ings . Well, with th is  doctor, I d id n ' t  have to worry about
th a t ,  because she spoke in such a manner th a t  everybody understood.

Thus, the pa tien ts  and fam ilies favoured those health  care professionals who

understood the Importance of ta lk ing  about and understanding what was

happening to them. One young man reca lled  such support from nurses during an

extended hosp ita l s tay .

The nurses, i f  they saw something was bothering me, or something like  
th a t ,  they 'd  s i t  down and ta lk  to me, ta lk  to me l ik e  a fr iend . And I was 
in there  long enough th a t  they seemed more like  f r ien d s .  Or i f  I had 
questions l ike , you know, sometimes I wouldn't see a doctor for qu ite  a 
few days, you know, i f  no th ing 's  going on, and I'm maybe a t  a 
recuperative s tage , or whatever. If  I needed to  ta lk  to  somebody, the 
nurses would generally  take the time. Or they 'd  say, "I'm busy now, but 
how about I come back during my break?" or something like  t h a t . . .  They 
ac tu a l ly  would l e t  me go s i t  in the nurses ' s ta t io n  when i t  was quiet a t  
n ight, to ju s t  be around people my own age. Probably shou ldn 't  have been 
th e re ,  but nobody seemed to  mind.
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such in te rac t io n  was appreciated by nany as a source of both information and 

comfort.

B asically , the nurse has been the best source. I don 't  find . . . t h a t  I get 
enough time with the doctor, and I d o n 't  espec ia lly  want to  have a lo t  of 
time with him. He's a very "hyper” type of person. Considered very good 
ln h is  f i e ld ,  but I d on 't  get much comfort, or much - -  d o n 't  get much 
from going to  see him, you know. I d o n 't  see him very often . Only once a 
year maybe. So I 'd  ju s t  soon go and ta lk  to the nurse.

Without th is  type of in te rac t io n ,  competence was in su ff ic ie n t  for t r u s t  as one

informant's comments i l l u s t r a t e .

He reminds me of the type or person t h a t ' s  — how sha ll  I say th is  - -  
well, as a ch ild , he would probably be the brain  in his c lass  and 
so c ia l ly  he wouldn't get along with people. You can ta lk  to  him, but i t  
was always bus iness-l ike .

As another man explained, competence was only worthwhile i f  the professional

had time to apply i t  to your case.

I t ' s  not l ik e  you 're  going on a t r i p  and you're way off a thousand miles 
from where you know a place i s ,  and i t ' s  lunch-time and you figure you've 
got to  s top  and have some lunch. Well, I d on 't  know about you, but I 
s t a r t  watching the lunch counters on the highway and I see one t h a t ' s  got 
ha lf  a dozen trucks parked in i t ,  th e re 's  where I go. Those truck drivers  
th ey 're  back and fo rth  up and down th a t  road, they know where the best 
food, best serv ice , best prices and a l l  a re .  You see ha lf  a dozen r ig s  
parked a t  a re s tau ran t ,  t h a t ' s  the res tauran t to go to . Whereas, i f  you 
took the same a t t i tu d e  with doctors, you see th is  doctor is  always busy, 
is always got a waiting l in e ,  and yet another doctor has always got time 
to  pass the time of day with you, and you went in with an earache, he 's  
not only In te res ted  ln your ears  but h e 's  In teres ted  in your eyes and 
your nose. And which is  the b e t te r  doctor? As fa r  as I'm concerned, the 
one tha t  i s n ' t  too busy to take time and do a job is the doctor to t ry  to 
get on with.

Willingness to  learn  was a lso  a highly valued professional a t t r ib u te  

according to these pa tien ts  and fam ilies. One mother of a ch ild  with PKU 

remembered such willingness on the part of a new physician. "He said to  her 

tha t he was glad to have her for a p a tien t ,  because he had never had one tha t 

was PKU, and therefore  he would be able to  learn from h e r .” Among older 

persons e spec ia lly , an Important q u a li ty  within health  care re la tionsh ips  was
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willingness to  take t in e  with p a t ie n ts .  One woman commented, "How I see Or. H,

and I think h e 's  wonderful. You go in , and h e 's  not in any hurry. H e 'l l  ta lk

to you." In c o n tra s t ,  many people found th a t  such patience was ra re .

The second time I saw him was what he ca lled  a teaching c l in ic  where 
there were a l l  s o r t s  of In terns and res iden ts  and other doctors and I 
found th a t  le ss  than s a t i s fa c to ry ,  because I t  re a l ly ,  you know they were 
asking questions and any questions th a t  you slipped in they were kind of 
quick —h e 's  very quick. He's a man th a t  moves quickly, ta lk s  quickly, 
thinks quickly and everything happens quickly and sometimes you want to 
s top  and think a l i t t l e  b i t .

The p a tien ts  and fam ilies a lso  valued professionals  with a sense of

perspective on what l iv ing  with a chronic i l ln e s s  might be l ik e .  One mother

offered the following in te rac t io n  as an I l lu s t r a t io n  of such perspective.

I sa id  to  my family doctor a t  one poin t, "I'm going to k i l l  her. I'm 
going to  take t h i s  kid, and I'm going to  smash her head in to  a wall, and 
th e re 's  going to  be nothing l e f t  of her."  And I ' l l  never forget i t ,  
because he s a t  in the o f f ice  and he laughed a t  me, and he sa id , "No, you
won't, because you know you want to ,  and therefore  you won't do i t . "  And
I sa id ,  "Yes, I w i l l .  Yes, I w i l l . " . . .  And sometimes I think t h a t ' s  more 
Important than a l l  the medical garbage they can give you. You know, 
anybody can give you medical s t a t i s t i c s  — lik e  they can s i t  there  and 
preach th a t  th e y 're  s p e c ia l i s t s  — but anybody can do th a t  part of i t .
You need somebody there  who's going to  pick up on you as a person, and 
not everybody handles i t  the same.

Another informant described a s im ila r  sense of perspective which allowed his

doctor to empathize e f fe c t iv e ly .

My GP is  p re t ty  good. I d o n 't  know i f  he r e a l ly  understands, but he'd 
probably be the only one th a t  I would fee l would come close to  i t .  You 
know, th e re 's  a lo t  of times I go in to  see him. I t ' s  j u s t  kind of a look
he gives me, a couple of words he says th a t  I know he knows how I'm
fee ling  — you know. I ' l l  go in and h e ' l l  say, "You know, th is  is  r e a l ly  
a s h i t ty  d isease  to have, i s n ' t  i t? "  And I ju s t  know he knows t h a t ' s  how 
I'm fee ling .

Being w ill ing  to  forgo fo rm ali t ies  was described by many pa tien ts  and

families as c r i t i c a l  to  high q u a l i ty  health care re la t io n sh ip s .

I remember there  was a l i t t l e  f lu r ry  a few years ago of excitement — the 
feminists were g e tt in g  a l l  upset th a t  the doctors were having a power 
play by the fa c t  th a t  they would come into the o ff ice ,  and say, "Hello 
(Maryl," or, for Instance, c a l l  you into your appointment, "(Mary Smith],
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Dr. X Is ready to  see you." And th a t  kind o£ comment, v e i l ,  our d o c to r 's  
not l ik e  th a t .  And i f  I 'v e  l e f t  a c a l l  or something i t ' s ,  "Hi (Maryl, 
(Bernard! here ,"  he w ill  say. And t h a t ' s  — I like  th a t .  He's my age, 
and I respect th a t .  I d o n 't  want him to  be Dr. X, and I'm Mary. I f  h e 's  
going to  be Dr. X, then I'm Mrs. ISmith1, thank you. And t h a t ' s  the way I 
would l ik e  th a t .

For many people, being on a f i r s t  name basis  was symbolic of a d i s in te r e s t  in

perpetuating power Imbalance ln health  care re la t io n sh ip s .

My s p e c ia l i s t  I'm very comfortable with, and I have a very good rapport 
with him. And he 's  c lose r to  my age too, and, of course, h e 's  a very 
open, very relaxed kind of a person. He's not from the old school. He 
ta lk s  to me. Like I fee l  I could c a l l  him by h is  f i r s t  name. He's not on 
the pedes ta l,  he 's  lounging around on the couch with me.

Sim ilarly , most people appreciated health  care p rofessionals  who were w illing

to reveal something of th e i r  own individual id e n t i ty .  For many p a tien ts  and

fam ilies , key d e ta i l s  of personal information helped them to connect with the

human q u a l i t ie s  of the health  care p ro fessional.  For example, one man was

Impressed by h is  d o c to r 's  p o l i t i c a l  leanings and previous a c t i v i t i e s .

I had an older doctor too , Dr. 0. He was a S o c ia l is t  too , by the way. And 
he was Mayor of (c i ty ]  a t  one time. Member of the Parliament. He had a l l  
kinds of jobs, but he was a doctor ju s t  the same.

And one mother found I t  comforting to know th a t  her doctor a lso  had teenaged

children.

When you go in and ta lk  to  him about your teenager, he can rea lly  
understand th a t because he 's  got teenagers too, and they go to the same 
school, and they 're  going through the same so rt of a th ing. I ju s t think 
th a t 's  the kind of person he Is - -  th a t he doe3 have a so rt of an 
understanding of what the patien ts are going through.

From th e i r  perspective, such personal Information helped to reduce the

a r t i f i c i a l  so c ia l  separations between p a tien t and p rofessional.

Among the most valued q u a l i t ie s  pos itive  health  care re la tionsh ips  was a

health  care p ro fess io n a l 's  respect for the p a t ien t  as a unique ind iv idual. One

gentleman's account I l lu s t r a te s  such respect.
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And the f i r s t  t in e  I went ln to  hln, I to ld  him, "Nov look, i f  I ever get 
Into a l i f e - th re a te n in g  pos it ion  — h ea r t ,  or whatever — and I find oat 
th a t  you ever put any l ife -sav in g  devices on me," I s a id ,  "When I do go, 
ay s p i r i t ' l l  come back and haunt you the r e s t  of your l i f e . "  He looked 
a t  me, he sa id , "You put th a t  ln w rit ing ."  I s a id ,  "For c e r ta in ."  He 
brought in  one of h is  o ff ice  s t a f f ,  and typed i t  out, and t h a t ' s  what 
heads my medical f i l e  with Dr. G, so th a t  any doctor knows what ay 
fee ling  i s  on the su b jec t .

Another p a t ie n t  explained th a t  such respect required a focus on the person

ra ther  than the d isease .

I l ik e  both the nurses. They're re a l  fun (LAUGHS). They accept me. We 
have a good time. I l ike  to  joke around, and they understand, and they 
d o n 't  t r e a t  me l ik e  a d isease , they t r e a t  me l ik e  a person. I t ' s  r e a l ly  
fun. And t h a t ' s  the  same with the homemaker. We have a g reat time. I 've  
known her so long. She d o esn 't  t r e a t  me like  your standard s ick le  who 
c a n ' t  stand up by h e rs e l f .  She d o e sn 't .  Which Is re a l ly  nice.

According to  these p a t ie n ts  and fam ilies ,  respect was not so much a matter of

po liteness  as much as I t  was a re f le c t io n  of genuine apprecia tion  of the

c l i e n t  as a competent person.

Now th a t  s o r t  of th ing  I appreciate  from a doc tor. He doesn 't  h e s i ta te  to  
bawl the l iv ing  day ligh ts  out of me every time he sees me about 
smoking... He d o n ' t  t r y  to  give the Impression th a t  he knows everything. 
He examines you, and If  something d o esn 't  f i t  him h e 's  got a f ie ld  of 
s p e c ia l i s t s  on the  s id e . And he always asks you before he recommends a 
s p e c ia l i s t  to you. The f i r s t  thing he savs i s ,  "Do you know any doctors 
ln th i s  f ie ld?"

Being believed by the p rofessional was in teg ra l  to  such respec t.  As one woman 

noted, "There are some doctors who feel — tha t a re  a c tu a l ly  concerned about 

you. And they take your word for I t .  They d o n 't  consider you a neurotic 

fo o l ."

Beyond such q u a l i t i e s ,  a c c e s s ib i l i ty  was an important component of 

trus tw orth iness  for many p a tien ts  and fam ilies . One young mother's s to ry  

r e f l e c t s  an example of a professional t ru ly  being av a ilab le  during a time of 

g rea t need.

We wouldn't have survived nearly as well without (the d i e t i t i a n ) .  She was 
the only human aspect of the whole t h in g . . .  Host of the doctors and
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nurses were very m a t te r -o f - fa c t .  And they were taking blood, and they 
were making formulas and they were, you know, t e l l i n g  you what you had to 
do. And (the d l e t l t l a n l  was the one — she 'd  s i t  with me by the hour, and 
watch me feed (my daughter], and ta lk  to  me, and ask me about — we 
s ta r te d  ta lk in g  about my £amlly, and I sa id  my Mom had d ied , and she 
wanted to  know a l l  about i t ,  and she was genuinely in te re s ted ,  you know, 
and o£ course without having my Mom — ay Mom had died the year a f te r  we 
were married, so without having ay Mom, I think I needed somebody to  lean 
on, you know, a t  th a t  p o in t . . .  She was a cru tch , I guess, ln a way, but 
i t  was a cru tch  th a t  I needed ...  After th a t  f i r s t  year we so r t  of broke
t i e s ,  and she had other PKU parents to  look a f t e r ,  and I rea lized  th a t ,
and I got used to  doing th ings on ay own, you know, and you break the
t i e s ,  you know. But I sure needed i t  a t  the time.

While th i s  example i l l u s t r a t e s  an instance of extreme a v a i l a b i l i ty ,  i t  was not

unusual for people to describe s i tu a t io n s  in which they believed th a t  c e r ta in

professionals  had gone beyond what would be necessary to  demonstrate concern

for th e i r  p a t ie n ts .  Because they were ra re ,  such ac ts  were always reported

with awe and with admiration.

Thus, these informants explained q u a l i t ie s  th a t  they considered in teg ra l

to trustw orth iness ln health  care re la t io n sh ip s .  Their accounts i l lu s t r a te d

examples of excellence in  communication, respec t, concern and humility on the

part of some p ro fess iona ls .  They emphasized the human q u a l i t ie s  within health

care re la t io n sh ip s  as the foundation for a reconstructed t r u s t .  Further, they

suqqest th a t  ch ron ically  i l l  p a t ien ts  and fam ilies have a consis ten t v is ion of

what excellence e n ta i l s  ln th is  regard.

S tra teg ic  Trust-Building

While the p a tien ts  and fam ilies  shared a v ision of what t r u s t  ln health 

care re la t io n sh ip s  looked l ik e ,  they found th a t  i t  was ra ther  d i f f i c u l t  to 

achieve. Therefore, they generated s t r a te g ie s  with which to  find a trustworthy 

professional or c rea te  a t ru s t in g  re la t io n sh ip .  For some, th l3  involved 

finding a professional with the appropriate raw m ateria ls ;  for o thers , i t
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neant devising Beans by which to  maximize the tzustvozthy behaviozs in the

professional they alzeady had.

When e ffoz ts  to  build  tz u s t  in ex is t ing  health  caze zela tionships veze

unsuccessful oz undesirable, many pa tien ts  and families advocated "doctor

shopping” as a c r i t i c a l  s tra teg y .

That 's  what I mean by shopping around. Checking out and knowing th a t  I 
can communicate with th a t  doctor. He can communicate to  me on my level so 
th a t  I fee l comfortable with the answers.he's given me to my questions 
and I d o n 't  fee l l ike  a dummy i f  I repeat the question, or I don 't  
understand.

One woman explained why remaining with an untrustworthy doctor was

counterproductive.

So I sa id , " If  h e 's  going to  say th a t  everything th a t  I get is  up here 
[points to  her head], the heck with him!" So t h a t ' s  when I went to the 
second one, you see. And the second one doesn 't  l i s t e n ,  so I'm a t  a 
th ird .  Veil, you s o r t  of have to think of yourself sometimes f l r 3 t .  Who 
cares i f  th e i r  fee lings  are hurt? Well, I'm w illing  to  give them a 
couple of chances, but i t ' s  my l i f e !

Although they recognized th a t  changing doctors was generally  frowned upon by

health care p rofessionals , many people came to believe tha t i t  was necessary,

as one p a tien t explained.

Unfortunately, i t  takes sometimes a good many years to  get (a good 
doctor). You have to  shop and change with doctors too. People don 't  
r e a l iz e ,  I guess, th a t  you can. Or i f  you're not s a t i s f i e d ,  get r id  of 
them! Because not only does i t  have to  b e . . .b u t  like the r e s t  of us, 
th ey 're  human. Some are not too b righ t;  some are very b righ t .  But i t ' s  
a lso  personality .

The process of shopping for a health professional required th a t  pa tien ts  

and families have a c lea r  idea of what they required and s u f f ic ie n t  confidence 

to  ac t  on th e i r  own behalf despite  the disapproval of o thers. As one p a tien t 

explained, " I f  I see somebody who i s n ' t  In terested  in my input, or my 

questions or anything, then I ju s t  don 't  continue with them, you know. I ju s t  

f i r e  them and find somebody e lse !"
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However competent and caring a health  care professional might be, the

lessons of disenchantment had led most patients and families to believe that

professional knowledge and s k i l l  was unevenly applied, favouring those

p a tien ts  in whom the professional took specia l in te r e s t .  For th i s  reason, many

of these people explained th a t  I t  was useful to devise ways of creating  the

kind of in te rac t io n  th a t  would appeal to  the p ro fess ional.  One man described

e f fo r t s  to  put h is  doctor a t  ease.

You have no choice. I f  you want Joe Blow to  help you, you got to  put him 
a t  ease, or he c a n ' t  r e a l ly  help you a t  a l l .  I t ' s  ju s t  a mess. So you 
have to  t r y  and re lax  for him, and h e ' l l  re lax  for you, and i t ' l l  work 
f ine .

S im ilarly , one woman ta lked  of giving her health  care professionals  pos itive  

feedback to  show apprecia tion  and to encourage continued In te re s t .  "I ju s t  

write them a l l  cards. I f  th e y 'r e  not nice, I d o n 't  w rite  them cards, but i f  

they 're  nice I write them and say, you know, ‘ I t ' s  r e a l ly  good to know you're 

out the re , and I appreciate  your knowledge."* Further, many people mentioned 

g l f t -g lv ln g  as a means by which to su s ta in  the p ro fe s s io n a l 's  1 Merest In 

th e ir  case. Thus, one important s tra teg y  for building t r u s t  was to  create  the 

type of in te rac t io n  th a t  the professional would remember and value.

Another s tra teg y  for building t r u s t  included empathizing with the ro le  

and conditions of the health  care professional. Overwork and understaffing 

were among those conditions reported as f ru s t ra t in g  the e f fo r t s  of the 

p rofessionals . As one p a t ien t  observed, "I know th a t  th ey 're  understaffed and 

there  i s n ' t  enough nurses and they d o n 't  have enough time e i th e r .  You know, I 

r e a l ly  know th ey 're  run o ff  th e i r  fe e t .  I sympathize with the medical people 

to  some huge e x ten t ."  Many p a tien ts  and fam ilies a lso  empathized with the 

d i f f i c u l t i e s  Inherent In working with sick  people.
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I figure when you keep seeing people who are s ick a l l  the time and, you 
know, e sp ec ia l ly  someone who may be r e a l ly  a t  the end of th e i r  l ives  — 
like  medical people have to  put up fences too, r igh t?  I mean they c a n ' t  
ju s t  get Involved with every s ing le  person or they ju s t  co u ld n 't  do the 
job. And I guess If  you 're  one of the people who they 've got, medical 
people have th e i r  so r t  of emotional defence up so they a r e n ' t  going to  
get too Involved with you.

They recognized th a t  working In health  care could exact a large emotional

co s t .

I guess I f  someone's always worried and coming to  you worried, you can 
get t i r e d  of them even though you get paid to l i s t e n  to them. You know 
what I mean. I understand th a t  a t  the other end th e y 're  su ffe r in g ,  you 
know, for parents always clamouring to  hear something th a t  you c a n ' t  t e l l  
them. Maybe wanting reassurance th a t  maybe you c a n ' t  give.

However, a t  the same time as they expressed considerable sympathy for those

who worked in health  care , many of these p a t ien ts  and fam ilies  doubted whether

these conditions were s u f f ic ie n t  to explain the behavior of some

profess iona ls .  As one woman pointedly a3ked, "Does the p rofessional pride wear

out a f te r  awhile, or does I t  get t i r e d ? ” Another theorized , "Maybe they get so

wrapped up In th e i r  own l i t t l e  world th a t  you 're  not a person to  them. I d o n 't

know what i t  i s . "

By understanding the ro le  and conditions of health  care, p a t ie n ts  and

families were able to develop s t r a te g ie s  whereby they could demonstrate

respect and concern for the p rofessional. One woman's d esc rip tion  of her

philosophy i l l u s t r a t e s  such respect.

I l i s t e n .  I t r y  to  do what they say, you know. I mean, I f  you 're  going to
go to a doctor and you d o n 't  do what they say, you might as well not go.
Yeah. The usual things you do to  people to  get on your s id e .  You're 
fr iend ly . You're not c r i t i c a l .  I ju s t  t r e a t  them as I 'd  t r e a t  anybody 
e ls e .  I t r y  not to  phone the doctor too much. I d o n 't  as a ru le ,  but I
think th a t  must be a pain when people phone about minor th ings a lo t  of
the time, you know.

However, I t  a lso  provided them with a basis  for iden tify ing  when In tervention  

within the re la t io n sh ip  could be appropria te .
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v lth  Dr. B, I almost gave up on I t .  And I to ld  him. I sa id ,  "You've been 
through a lo t  v l th  me, and you've always been there  In the emergency, and 
because of th is  I have learned to  t r u s t  you. But I'm s ta r t in g  to be leery  
of the  fa c t  th a t  you 're  not l i s te n in g  to  me. And th i s  scares me more than 
anything."  And I d o n 't  know whether he re a l ly  l is ten ed  to  me, but a f t e r  
th a t  i t  s ta r te d  g e tt in g  b e t te r .

Another man chose a s im ila r ly  d i re c t  approach when he sensed th a t  h is  d o c to r 's

in te r e s t  in  him was waning.

A couple of times, I thought he was maybe ju s t  beginning to  lose a l i t t l e
b i t  of c r e d ib i l i t y  in me as a re a l  c red ib le  p a t ie n t ,  you know. Not in a
big way, but a t  one po in t I thought th a t  maybe he was ju s t  losing a b i t .  
He w asn 't qu ite  as behind me. I wrote a ten page l e t t e r  d e ta i l in g  my 
thoughts about the whole th ing . Every kind of point th a t  I could think
o f. After th a t ,  he co u ld n 't  do enough for me.

Thus, the  p a t ie n ts  and fam ilies  used th e i r  understanding of the

conditions under which health  care p rofessionals  p racticed  to  generate a

sympathetic a t t i tu d e  toward th e i r  l im ita t io n s .  Building t r u s t ,  the re fo re ,

depended on finding a su i ta b le  health  care p rofessional and on making an

e f f o r t  to  c re a te  the  kind of in te rac t io n  th a t  would be consis ten t with ongoing

t r u s t  in the re la t io n sh ip .

Conditions for Trust

While competence and communication s k i l l s  on the p a r t  of the professional 

and s t r a te g i c  e f f o r t s  on the pa rt  of the p a tien t  and family were re q u is i te  to 

t ru s t in g  re la t io n s h ip s ,  add itiona l conditions were a lso  important according to  

many informants. The circumstances in which th e i r  i n i t i a l  t r u s t  was shattered  

led many p a t ie n ts  and fam ilies  to  question the philosophies underlying health  

care p ro fess io n a ls '  a t t i tu d e s  and the values inherent in the organization of 

health  care d e l iv e ry .  They were the re fo re  h e s i tan t  to  t r u s t  health  care 

p ro fessionals  who were overly en th u s ia s t ic  about the s ta tu s  quo or who were 

hooked on pro fess ional co n tro l.
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In some cases, health  cace professionals  a c tu a l ly  helped the pa tien ts  and

fam ilies  recognize and a r t i c u la te  l im ita t io n s  within medical science. Because

such a t t i tu d e s  were viewed as inconsisten t with t r a d i t io n  medical p rac tice ,

they proved highly reassu ring . Thus, t r u s t  was possible when the professional

en ter ta ined  r e a l i s t i c  doubts about h is  or her expertise  and th a t  of others in

the system. One woman described her f ru s t ra t io n  with a doctor whose blindspot

was th a t  he thought a l l  doctors shared h is  humanitarian approach.

He's never been able to  understand th a t  a t t i tu d e .  Ve've always agreed to 
d isagree on th a t .  He thinks a l l  other doctors are  as conscientious as 
him, and th e y 'r e  not! I 'v e  seen enough doctors to  know th a t  th ey 're  ju s t  
not a l l  l ik e  he i s .  But he th inks they a re .

A popular measure of a p ro fes s io n a l 's  a b i l i t y  to  recognize flaws in the 

system was h is  or her w illingness to consider a l te rn a t iv e s .  Many pa tien ts  and 

fam ilies  evaluated th e i r  p ro fe s s io n a l 's  ins igh t through assessing his or her 

a t t i tu d e s  toward n o n - trad lt lo n a l  th e rap ie s .  Because such therapies  Inherently 

suggested a l im ita t io n  of t r a d i t io n a l  medical p rac t ice ,  pos it ive  a t t i tu d e s  

toward them indicated to  these informants th a t  a professional was aware of 

biomedicine's l im i ta t io n s .  Thus, i ro n ica l ly ,  the more health  care 

p rofessionals  recognized th a t  they could not be tru s te d ,  the eas ie r  i t  was for 

p a t ien ts  and fam ilies  to  consider them trustworthy.

Other departures from the norm of health  care behavior could be s im ila r ly  

reassuring . Por example, one woman was delighted with a physician 's  o ffer  to 

Intubate her with a p e d ia t r ic  nasogastric  tube, ra the r  than the adult sized 

one he would normally use, out of respect for her anxiety  about her 

appearance. Such a gesture  was ample evidence for th is  p a t ien t  th a t  the 

physician could be t ru s te d .  Another departure from the norm was admitting not 

knowing how to  help. One p a tien t described the advantage of such a r e a l i s t i c  

professional a t t i tu d e .
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You're obviously going to  that person because you trust them, so I don 't
know, maybe they fee l l ik e  i f  you say, "I d o n 't  know" you're going to go
elsewhere. But I would c e r ta in ly  give a lo t  more respect to somebody who 
sa id , "Gee, I'm not r e a l ly  sure about tha t"  than not hearing you ana not 
answering you, and you s o r t  of th in k . . .well, is  i t  me? I mean, am I
crazy? You know, th is  is  what you begin to  believe.

Another described a s im ilar sense of t r u s t  associated  with what she perceived

as non-trad lt ional ro le  behaviors.

You know, he had l ig h t  in the corners! His surroundings In h is  off ice  
were more casual to meet with him. He d id n ' t  have fluorescent tube 
l ig h ting  and the whole b i t .  And he'd come in . . . i n s t e a d  of wearing the 
white jacket approach, he'd come in wearing ju s t  the casual s h i r t  and 
corduroy pants and moccasins, and he'd s i t  down. And he had a couple of 
easy chairs  to s i t  in instead of, you know, techn ica l l i k e . . . s i t  in th is  
wooden chair and I ' l l  stand over here. So the surroundings again, and 
what he was wearing, and h is  a t t i tu d e ,  you know ... .Ju s t  gave me the 
feeling th a t  he was there because he was concerned about my health .

F inally , one man expressed his do c to r 's  departure from another unfortunate

aspect of professional t r a d i t io n  with the following te l l in g  remark, "He never

makes me feel g u i l ty  about going to see him, about anything!"

In addition to  departures from what these informants understood as

typical health care behavior, t r u s t  required th a t  the professional demonstrate

a sense of respect for the competence and in te ll igence  of the p a t i e n t .3 One

woman recalled  the f ru s tr a t io n  of not being tru s ted  by her physician. She

said , "He wanted to deal with me as a myasthenic. I wanted to  be a whole

person. I d on 't  think he was w illing  to  t ru s t  me a t  a l l  — my judgement, my

feelings about th ings ."  Another recalled  an incident which demonstrated the

f u t i l i t y  of expecting such t r u s t  from some professionals .

Before, [the doctor] d id n ' t  believe me, a year ago, with th is  medication 
thing, and now there was another incident where she d id n ' t  believe [my 
husband]. And, I mean, even the pharmacist had to ld  her what had 
happened, and she d id n ' t  believe the pharmacist e i th e r .  And I was ju s t  
furious, and I thought, you know, we're supposed to  t r u s t  her, but she

3. An expanded version of the discussion on rec iprocal t r u s t  
has been published in Thorne & Robinson (1988c).
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has no t r u s t  of u s . . .  This gets back to  the whole uniqueness thing again. 
Quit going by the te x t  books and what seems to  be, and get on with 
finding out who these people are  th a t  you're taking care of and t r e a t  us 
as individuals!

In co n trast, some p atien ts  and fam ilies found professionals who were w illing

and able to  express such t r u s t  in th e i r  c l i e n t s ,  as one woman explained.

T hat 's  the main reason why I l ik e  the  doctor th a t  we have r ig h t  now... 
I t ' s  ju s t  th a t  I can ask him a question, and h e 's ,  "Sure, t h a t ' s  
something we should look a t . ” And I cou ldn 't  believe he said  t h a t ,  you 
know.

Another reported a s im ila r  experience in which her judgement was t ru s ted  by 

the p rofessional.

I have a very good re la t io n sh ip  with my doctor, 'cause I know i f  I phone 
him up and say i f  I'm very s ick ,  he w ill  put me in the hosp ita l on almost 
my word, you know. I f  I say, ”Look, I need to  go in the h o s p i ta l ,” h e ' l l  
say, ”Yes, I guess you d o .” Other than the fa c t  th a t  I 'v e  got these 
d iseases . But i f  I say I have to ,  then he knows th a t  I have to .

When professionals  t ru s te d  th e i r  p a t ie n ts ,  the p a t ien ts  found i t  easy to  t r u s t

them in re tu rn .

Hy M.D. now is  r e a l ly  good th a t  way, you know. He's exce llen t th a t  way.
He l i s te n s  to  me, what I have to say about what's wrong with me. And in 
many cases, he bases h is  diagnosis on my con tribu tion  to  i t .  I mean i t ' s  
l ike  a se lf -d iagnosis  kind of th ing , and he allows me to do th a t .  And 
t h a t ' s  why I s tay  with him.

Thus, an important condition for t r u s t  was th a t  the professional t r u s t  the

p a tien t  and family. Unfortunately, many informants found th i s  l a s t  condition

the most d i f f i c u l t  to  meet. As one commented, ”T hat 's  the only th ing about the

health  p ro fess ionals .  They think th a t  we d o n 't  use our heads."

For those p a tien ts  and fam ilies who sought t ru s t in g  health  care

re la t io n sh ip s ,  developing and maintaining t r u s t  was a challenging proposition.

Health care professionals  worthy of t r u s t  had to  demonstrate some d ifference

from expected professional a t t i tu d e s  or behaviors, and had to demonstrate

grea t respect for th e i r  c l i e n t s '  competence in matters of chronic i l ln e s s
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decision-making. To some ex ten t ,  p a t ie n ts  and fam ilies  desirous of such 

re la t io n sh ip s  could c u l t iv a te  them with th e i r  e x is t in g  p ro fessionals ; however, 

because there  were c e r ta in  conditions under which t r u s t  was impossible, many 

people had to  take an ac t iv e  ro le  In re c ru i t in g  new professionals  onto th e ir  

case . For as many as were able to  c rea te  t ru s t in g  re la t io n sh ip s ,  there  seemed 

an equal number who sought one unsuccessfully . Thus, from the Informants' 

perspective , trustw orthy professionals  were scarce. The w is tfu l  thoughts of 

one p a t ien t  I l l u s t r a t e :

You'd have to  have a miracle mix, wouldn't you? You'd have to  have a b i t  
of psychology, someone with miracle f in g e r t ip s  for a good massage, 
someone who could l i s t e n  and help you be a good l i s te n e r  too , someone who 
knew a l l  the answers. T ha t 's  who you need. There 's  no such person.

Confident P a tien ts

Consumer and team playing re la t io n sh ip s  re su lted  when p a tien ts  and th e i r  

fam ilies f e l t  s u f f ic ie n t ly  confident In th e i r  own a b i l i t i e s  to  take on the 

weight of r e s p o n s ib i l i ty  for managing health  care fo r the chronic i l ln e s s .  

Within the population of Informants for th is  study, these two re la t io n sh ip  

types were more often  p referred  over the long term than were hero worship and 

res igna tion . Thus, many of the Informants described what seemed to be a

" d r i f t in g  to  the r ig h t"  along the horizon ta l dimension of the guarded a l l ian ce

model toward Increasing confidence. This discussion w ill  examine the nature of

confidence according to  the perspective of p a t ien ts  and fam ilies , and w ill

consider fac to rs  th a t  con tribu te  to  I ts  a cq u is i t io n  over time.

Ih e jft ltte -  o .t Knowledge
In order to  fee l  confident about th e i r  con tribu tion  to  health  care 

re la t io n sh ip s ,  the p a tien ts  and fam ilies  required a soph is tica ted  working 

knowledge of th e i r  I l ln e s s  and i t s  management. This knowledge generally
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included pathophysiological im plications of d isease , current research findings 

and programs, the meaning of d iagnostic  determinants, and the range of 

ava ilab le  treatment op tions. Confidence with regard to  such a vide v a r ie ty  of 

topics  usually  required extensive time in the chronic I l ln ess  experience 

combined with a dedication to  learn ing . In ad d ition , i t  required access to  

resources for developing knowledge-acqulsltlon s k i l l s  In such a spec ia lized  

f ie ld .

The Informants Involved in t h i s  study represented a range of backgrounds

including i l l i t e r a t e  individuals with only a few years of formal education as

well as highly educated professional people. Among the  91 informants, 16 were

themselves health  care workers v l th  professional or para-professional

t ra in in g .  Further, another ha lf  dozen were children  or spouses of health  care

p ro fess ionals .  As one commented, "I guess t h a t ' s  p a r t i a l ly  where I get my

pushiness too. I have a lo t  of knowledge of the medical system through my

mother.31 This subset of informants entered the chronic i l ln e s s  experience with

sp ec if ic  knowledge and spec ia l  p r iv i leg e  with regard to  understanding the

workings of the health  care system. One might a n t ic ip a te  th a t  th e ir

f a m il ia r i ty  with health  care language, professional d is t in c t io n s ,

o rganizational s tru c tu re s  and biomedical theory would have eased th e ir

t r a n s i t io n  in to  ch ron ic ity  and smoothed th e i r  health  care re la t io n sh ip s .

However, th e i r  accounts demonstrated a process ind is tingu ishab le  from th a t  of

the le ss  well informed p a tien ts  and fam ilies ,  including a naive t r u s t  and a

consequent sh a t te r in g  of th a t  t r u s t .

1 th in k , desp ite  the fa c t  th a t  I'm a nurse, I th ink  I b lind ly  went ahead 
and ju s t  accepted what people to ld  me, and kind of expected th a t  i f  we'd 
go in  with a problem, th a t  i t  would be solved, and we'd go home again and 
everything would be f in e .
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In many cases, the sense of having been betrayed by the system they thought 

they knew exaggerated the distress inherent in th is process.

The informants who were themselves health  care professionals  and para- 

p ro fess ionals  o ften  re f le c ted  on the ways in which th e i r  specia lized  knowledge 

and resources might have been useful in c rea ting  a sense of confidence in 

th e i r  health  care re la t io n sh ip s  in guarded a l l ia n c e .  One aspect of th is  

confidence was the advantage i t  provided them In accessing information about 

th e i r  health  condition .

I r e a l ly  did have a system of believing i t  In terms of what happens in 
your l iv e r  and your gut and your kidneys and exactly  what to expect, and 
what's  going on. I r e a l ly  had to  have an anatomical aspect of i t  — I 
mean v isu a l iz a t io n .

For many, gaining information was a na tura l way to  respond to  the c r i s i s .  As 

one parent explained, "My response to  the s t r e s s ,  and a lso  my absolu tely  being 

aghast th a t  my ch ild  had asthma, was to  do what I do with a lo t  of things th a t  

I'm unsure o f ,  which was to  head to the l ib ra ry  quick." However, access to 

techn ica l and medical information could be a mixed b lessing , as one woman's 

comments I l l u s t r a t e .  "I think having my background, t h a t ' s  when you dive Into 

the books, and you s t a r t  questioning the people you know, and you s t a r t  

finding out. A l i t t l e  b i t  of knowledge is a dangerous th ing ."  In many cases, 

the most immediately availab le  information could be dangerously outdated. "Of 

course, I was In my books In two minutes, you know, looking. And my books were 

a l l  out of nursing school in the ea r ly  s ix t i e s ,  and there  wasn't a whole lo t  

on regional i l e i t i s ,  l e t  me t e l l  you!"

Thus information, highly valued by most p a t ien ts  and fam ilies , seemed 

immediately av a ilab le  to  those with health  care professional backgrounds. 

Paradoxically , however, the sources to  which these individuals had access were 

ra re ly  the most usefu l.  One woman reported th a t  awareness of her nursing
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background caused others In her p a tien t support group to  seek her out as an

information resource. When asked where she got information, however, she

confessed th a t  i t  came from "other HS p a tien ts  and my own experiences.” Thus,

learning about chronic i l ln e s s  involved considerably more than a professional

background could provide.

For many health  professionals  in the informant group, th e i r  personal

experience of receiving care for chronic i l ln e s s  seemed far removed from

health care as they knew i t .  One woman's comments i l l u s t r a t e :  "Certainly

working in the medical world h a sn 't  — d id n ' t  help me with th is  experience.

Because i t  was contrary  to  i t . . .  I t  seemed to  be very removed from medicine as

I knew I t . "  Hany found th a t  th e ir  chronic i l ln e s s  experience forced them to

consider healing methods and therapeu tic  techniques they would have considered

quackery prior to  th is  Involvement.

So a t  th is  point I f e l t  l ike  I w ill  t r y  anything. Conventional or not, I 
w ill  t r y  anything. Because up to th a t  po in t, you know, with th is  medical 
background, you ju s t  kind of turn  your nose up a t  anything th a t  i s n ' t  
accepted.

Often, th is  experien tia l  d ifference extended to  the ro le  expectations of th e i r

own profession. One nurse, for example, was shocked to  discover the lack of

professionalism among other nurses.

Well, you see, t h a t ' s  what I d o n 't  understand, because t h a t ' s  what makes 
me mad, because I understand the fam ily 's  s ide of i t ,  but a lo t  of the 
nurses d o n 't  understand the fam ily 's  s id e .  And (the nursel went out and 
obviously to ld  the head nurse, the head nurse to ld  Or. B, and Dr. B came 
back and ju s t  looked a t  Horn and I and sa id , " If  you have any questions, 
anything to  do with the nursing care, you can ta lk  to me. Don't s t a r t  
questioning the nurses."

Another nurse summarized sim ilar experiences. "A lo t  of nurses d o n 't  know what

i t ' s  like  on the other side of the fence .” Observations of a q u a li ty  of

professional care th a t  was su b s ta n t ia l ly  lower than th e i r  own would have been

were p a r t ic u la r ly  d is tu rb ing . As one individual remarked, "I said to myself,
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' i f  I ever t r e a t  a pa tien t l ike  th ey 're  tre a t in g  me - -  somebody shoot me.'"

Another echoed, "I had a b e l ie f  th a t  th ings should be b e t te r ,  and being part

of the system I had higher standards o£ what I was seeing going on." Thus, the

experience of obtaining health  care for chronic i l ln e s s  shook these

Informants' confidence In th e i r  professions as much as I t  provided them v lth

confidence in managing h e a lth .ca re .

In some cases, professional backgrounds offered the Informants d i re c t

access to  supports or serv ices not as e a s i ly  availab le  to  o thers . For example,

one woman thought th a t  her doctor was more forthcoming with information

because of her professional s ta tu s .

He knows I'm a nurse. I 'v e  worked v l th  him a t  the h o sp ita l .  And I think
th a t  sometimes he may open up to  me a l i t t l e  more because I'm not
intimated by him, where some of h is  p a tien ts  a re .  And he has expressed 
th a t  to  me, you know. Ve go in and we ju s t  s i t  down and ta lk  about I t .

Another explained her advantage in se lec t in g  an appropriate  doctor on the

basis  of her professional networks.

I t ' s  l ik e  I knew somebody th a t  would be concerned, and who had exper tise .  
And ra the r  than being off the s t r e e t ,  and going to  somebody th a t  I d id n ' t  
know.. .  I have more control over i t  than the average person because of 
being in the f ie ld  and knowing something.

A th i rd  re l ie d  on estab lished  re la t io n sh ip s  to  combat the f ru s t ra t io n s  she

encountered within the system.

Like, what e lse  do you do? I mean, i t ' s  the one thing th a t  seems to  be 
e f fe c t iv e ,  so I ' l l  ju s t ,  you know, keep on using the approaches I have 
and using the people I know I have an entree into the system with — like  
the head nurse on the medical u n it ,  th is  other nurse In the su rg ica l  
u n i t ,  or try ing  to  run through the surgeon ra the r than the medical doctor 
'cause, a t  le a s t ,  the su rg ica l  doctor would l i s te n  to  you.

In other cases, these Informants predicted th a t  knowledge of th e i r

professional background might prove a l i a b i l i t y ,  as one woman's comments

I l l u s t r a t e .
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Like when I was In the h o sp ita l ,  I d id n ' t  want anybody to  know I was a 
nurse, you know. "Oh, guess what? A nurse is  down th e re .  They're the 
worse p a t ie n t s ,"  r ig h t?  So 1 co u ld n 't  l e t  anybody know, but when I was 
in  £or ay g a l l  bladder, she co u ld n 't  get ay IV s ta r te d ,  and I knew she 
was ruining a l l  the veins in ay l e f t  hand, and I d id n ' t  want i t  in ay 
r ig h t  hand. So when i t  caae to  the  l a s t  time, I says, "wait a a lnu te ,
I ' l l  s t a r t  i t "  (LAUGHS).

Another voaan explained how her p rofessional s ta tu s  coapllcated  the  process of

obtaining useful ln fo raa tlon  froa her doctor.

I had the beginning stages  of physiology and anatomy, and I b a s ic a l ly  
know how the body functions, the jo in ts  and the bones, and what would be 
reg u la r ,  and what wouldn't be regu lar  (PAUSE). A lo t  of doctors almost 
re sen t th a t .  I f  you sound l ik e ,  you know, "Veil, I understand what you're 
say ing ."  "Well do you? This is  how the body works." And they put you 
r e a l ly  back a t  layman's terms, which in some cases i t ' s  good, because 
i t ' s  a b e t te r  way to  explain  i t ,  but they obviously do re sen t th a t  you 
might know something. You c a n ' t  say, "I understand th a t  jo in t  i s n ' t  
supposed to  be l ik e  t h a t . "  You ju s t  s o r t  of s i t  back, you have to  hear a 
lo t  of s tu f f  to  get what you want, because he overdoes i t .

A th i rd  believed th a t  her p rofessional s ta tu s  made health  care p ro fess ionals

more suspicious of her.

I t  was fa sc ina ting  th a t  everybody knew th a t  I was a nurse, when I would 
come in. You know, my brother would say, "This is  (my s i s t e r  1." And i t  
wasn 't him doing i t ,  but other s t a f f  were passing th i s  along, you know,
th a t ,  "She a lso  taugh t."  I think there was th a t  whole th ing too, th a t ,
you know, some people pass along information. I know when I 'v e  v is i te d  
him in the h o sp i ta l ,  every 3lngle person from the floor c leaner to  the 
studen ts  to  the whatever says, "Oh, I understand you 're  a nursing 
in s t ru c to r ."  And I have vis ions they must put the bloody (LAUGHS), you 
know, th ing  a l l  over the chart in red!

Thus, many of those with hea lth  care backgrounds learned to  judge when to  use

th e i r  s ta tu s  to  advantage and when to  hide i t .  As one commented:

You know, I play th i s  fine  line  between — I t r y  to  play down the fac t
th a t  I'm a nursing in s tru c to r  but i f  t h e r e 's  a problem with (my c h i ld ] ' s  
care , then I s t a r t  playing i t  up a l i t t l e  b i t ,  because, u lt im a te ly ,  the 
reason sh e 's  there  is  to  get b e t te r .

And another explained:

Mind you, I d o n 't  t e l l  the doctors I'm a nurse. So they ta lk  to  me in 
layman's language. I d o n 't  t e l l  them. I'm sure a f t e r  we've known each 
other for a while I 'v e  probably to ld  them, but when I f i r s t  meet them, I 
never t e l l  them. Sometimes I d o n ' t  think they 'd  t e l l  you some things If
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they knew you were a nurse so that you wouldn't jump to other 
conclusions.

Thus, being informed about health  care through a professional or 

occupational involvement in i t  contributed  l i t t l e  to  a  sense of confidence in 

handling health  care re la t io n sh ip s .  The accounts of th i s  spec ia l  subset of 

Informants reveal th a t  the knowledge th a t  is  associated  with having 

professional education was only marginally advantageous in the re a l  world of 

coping with chronic i l ln e s s .  Further, they i l l u s t r a t e  th a t  exceptional access 

to  the inner workings of the health  care o rganizational s tru c tu re  afforded 

these p a t ien ts  and families some advantages, but perhaps an equal number of 

disadvantages, in negotia ting  for care within th a t  system. The knowledge and 

s k i l l  associated  with developing confidence in health  care re la t io n s h ip s ,  

th e re fo re ,  seems highly spec ia lized  to  the chronic i l ln e s s  experience. How i t  

is developed and maintained w ill  now be considered.

Accepting Responsibility

As has been suggested e a r l i e r ,  a c en tra l  element in the process of

developing confidence is the s h i f t  of re sp o n s ib i l i ty  for health  care away from

the p rofessional health  care provider and toward the p a tien t and family.

Accepting re sp o n s ib i l i ty  for such a momentous burden requires a  reevaluation

of the competencies both of professionals  in th is  regard and of the p a t ien ts

and fam ilies themselves.

According to  these informants, th i s  s h i f t  In re sp o n s ib i l i ty  was made

possible  by the re a l iz a t io n  th a t  health  care p rofessionals  were not going to

f ix  the chzonic health  problem. As one man explained:

After a l l ,  a doctor c a n ' t  heal you. i t ' s  your own system th a t  has got to  
do the healing, and a doctor may be able to  suggest something which w ill  
help your system to heal i t s e l f  but he c a n ' t  heal i t .  He's not God 
almighty.
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Further, I t  was often catalyzed by the understanding th a t  professionals were

themselves unwilling to  accept any fo ra  of re sp o n s ib i l i ty ,  as one woman's

reco llec tions  I l l u s t r a t e :

This dermatologist d e f in i te ly  f e l t  women were in fe r io r .  He was a rea l 
male chauvinist so-and-so. And, I mean, i t  wouldn't matter what you sa id . 
I had an u lcer on ay leg, and he'd say, "How is  i t  today?" and I 'd  say, 
" I t ' s  about the same." "Veil i t  should be b e t te r ,"  you know.

In add ition , many of these pa tien ts  and families began to  believe th a t  the

confidence expressed by professionals was far more b lu ff  than substance, as

one p a tien t  explained.

He said to  me, "I know more than you do." And I think th a t  th a t  might be 
qu ite  a universal rep ly , because the doctor doesn 't  l ike  to be 
questioned. I think th a t  they have to  fe e l  th e i r  control of the s i tu a t io n  
and i f  you question them i t  makes them uncomfortable. I f  you c r i t i c i z e  in 
any way, i t  makes them uncomfortable.And i t  shou ldn 't ,  because th e re 's  
some areas — like I think not ju s t  myself but other scleroderma 
p a t ie n ts ,  and probably through muscular dystrophy or multiple sc le ros is  
or lupus or ankylosing sp o ndy lit is ,  any of those things - -  the doc to r 's  
in te rac t io n  with the pa tien t is  an education to  the doctor, too. Never 
mind what h e 's  already learned from the books. He should be learning from 
each p a t ie n t ,  and to  do th a t  he has to  have an open mind, but I 'v e  run 
across qu ite  a few doctors th a t  do not have an open mind.

Moreover, they began to  understand th a t  i t  re f lec ted  an expertise  with

academic knowledge tha t did not necessarily  prepare one for the r e a l i t i e s  of

l iv ing  with a chronic condition.

He's opinionated and i t  shows... You know he fee ls  th a t  h is  way of doing 
things are r ig h t .  And they probably a re ,  but there  has to  be exceptions 
and he c a n ' t  deal with any exceptions. Like he c a n ' t  deal with [one 
c h i ld ) .  And he probably won't deal with [my child] when she wants to come 
off the d ie t ,  i f  and when she does. He c a n ' t  deal with exceptions to  his 
ru les  or his  guidelines th a t  say th is  is  the proper thing to do. And you 
have to  r e a l is e  th a t  people are human and th e re 's  gonna have to be 
exceptions, you know. And I l ike  to  deal with people tha t are  human — 
th a t  have a human nature to  them and can understand th a t ,  you know.

Thus, rea l iz in g  tha t  the health care professionals were incapable of taking on

fu l l  re sp o n s ib i l i ty  for health  care in chronic i l ln e s s  was an Important step

in helping p a tien ts  and families take on th a t  re sp o n s ib i l i ty  themselves. One
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woman recalled an encounter which jarred her su ff ic ien t ly  to trigger th is  

s h if t .

She aust have been ju s t  out of aed school. She d id n 't  seen to  have a lo t  
of experience, and she d id n 't  rea lly  seea to know a lo t  about 
a r t h r i t i s .  I mean, she was very concerned, and trying to  do her best, but 
I don 't  think she had a lo t of practice with the d ise a se . . .  And I
demanded to  know... I kept asking about other ways, and she ju s t  - -  there
was nothing there. I 'd  get no response, and she ju s t  kept saying, "Bight 
Aspirins a day" (LAUGHS). And I refuse to take eight Aspirins a day, 
'cause I think th a t 's  poisoning yourself In another way tha t  I don 't want 
to.

Accepting responsib ili ty  also required tha t  patien ts  and families

reexamine the ir  own competencies, as one woman explained.

You have to own the problem. You can 't  give i t  to somebody else and 
expect them to do I t .  But you can get both help and advice and
Information in there, and a t  some point, you will e ither respect i t  or
re jec t  i t .

One man a r ticu la ted  a similar perspective.

I a lso , I guess, In my philosophy, ju s t  accepting the importance of some 
so rt  of order of my l i f e ,  and I guess to accepting responsib ility , 
accepting responsib ility  for myself and my being sick . I t ' s  nobody's 
fa u l t ,  th e re 's  nobody to blame, therefore the only person tha t  can 
control my l i f e  is me. I 've  got to be the one tha t decides what's right 
for me.

Thus, the patients and families began to  rea lise  tha t  no one knew the ir  

experience better  than themselves, and, as such, they had become the experts.

In some circumstances, patients and families found tha t accepting 

responsib ility  was more than they could manage. Such circumstances usually 

included e ither exhaustion or acuity, and afforded even the most competent of 

chronically i l l  people a release from the burden of health care decision

making. One individual referred to such circumstances th is  way, "Veil, 

sometimes you get sloppy about I t .  And sometimes if  you're in pain, i t ' s  just 

give me, give me, you know... I t  depends sometimes on the acuteness of the 

problem." Because a considerable energy expenditure was required to maintain
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responsib ility  for health care decisions, there were instances in which a

sh if t  toward placing t ru s t  in a professional was a welcome r e l ie f  for these

patients and families. As one woman explained, "Really what you want Is

someone to come up and say " I t ' s  okay, you don 't have to  be strong anymore,"

you know.” Another made a sim ilar observation.

You know, the pressure builds up on you, and you think, "My God, why do I 
have to be the one th a t 's  making a l l  o£ these decisions," you know. "Why 
doesn 't somebody else ju s t  take i t  out of my hands," you know, "and do i t  
for me?"

Thus, confidence in health care relationships could be jeopardized by 

circumstances which reduced the patient or family's energy level or their  

knowledge with regard to the decisions a t  hand. Since chronic i l ln ess  for many 

of these people was ra re ly  s tab le , maintaining confidence was d i f f i c u l t .  The 

degree to which they were willing or able to accept responsib ili ty  for the 

d irection  of th e ir  health care was therefore c r i t i c a l  in determining the 

confidence they brought to the health care encounter.

Gaining Confidence

Because relationships characterized by confident involvement of the 

patient and family were highly valued by many of the Informants, the accounts 

revealed a number of s tra teg ies  by which such confidence was attained over 

time. In the previous discussion, th is  confidence has been linked to both 

knowledge and responsib ili ty . How these people actually  se t about acquiring 

these w ill be dealt with here.

One important factor influencing the development of confidence was the 

success in health care decision-making. Those patients and families who had 

suffered untoward consequences from unfortunate decisions found i t  quite 

d i f f ic u l t  to t ru s t  the ir  judgment when i t  conflicted with tha t of a health 

care professional. As one woman commented, "When you're tha t  deb il i ta ted ,  you
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lose the a b i l i t y  to  have any d iscr im ina tion . You c a n ' t . . . I  guess you c a n ' t

weigh a dec is ion ." Those who had bene£ltted from decisions they had made on 

th e ir  own behalf found i t  much easier to  feel confident about the ir  judgments. 

As one pa tien t remarked, "I do know what I'm doing. I 've  been doing the best I 

can for a l l  these years, and I do know a lo t ."

Upon rea liza tion  tha t  much of the c r i t i c a l  information was not in the 

textbooks nor forthcoming from the professionals, many patients and families 

mobilized outside resources to help them make sound decisions about the ir  

s i tu a t io n .  Some made use of multiple health care relationships to validate 

th e ir  in terpretations and conclusions. As one woman said , "You don 't learn 

anything from the doctors. You have to align yourself with the nursing s ta f f ."  

Many developed s k i l l s  in using medical l ib ra r ie s  and evaluating research 

reports in th e ir  e f fo r ts  to  make the ir  own decisions about i l lness  management. 

From an Informed perspective, they f e l t  more comfortable in terpreting the 

p rofessional 's  perspective of th e ir  case. Several of these individuals had 

extended the ir  quest for outside Information to include contacting 

in terna tionally  recognized experts on the subject of the ir  disease and 

attending professional conferences on disease-related  topics.

For most of those interviewed, the most valuable resource that was used 

in th is  regard was the patien t or family support group. From the extensive 

description of such groups by our informants, i t  was clear th a t  they offered a 

goldmine of relevant information about which health care professionals could 

be tru s ted , which services ought to  be considered, and how to  manipulate the 

professionals to obtain such services. Thus the lay support group provided 

expert advice in ways of managing health care relationships and helped people 

become more confident in theLr a b i l i t i e s  with health care decision-making.
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Another confidence-building s tra tegy  often described by these patients

and families was the development of s k i l l s  to  advocate or "run interference"

on the ir  own behalf, as one man explained.

w ell, for me i t ' s  always been a case of the squeaky wheel gets the 
grease. 1 mean, if  you scream loud enough, and keep going back to the 
doctor, they 're  going to  do something, i f  for no other reason than to get 
r id  of youl

Hany of the Informants expressed the view tha t speaking up on th e ir  own behalf

was an essen tia l  survival s k i l l  in the context of chronic i l ln e ss .  As one

woman claimed, "Even the rea l ly  wonderful people don 't respond unless you go

a f te r  them often ."  Another acknowledged the c r i t i c a l  Importance of verbal

s k i l l s  in health care relationships.

I just think if  you don 't  have a lo t  of verbal s k i l l s ,  or a certa in  
amount of conceptual background or something, that you're ju s t  going to 
be shafted, you know. You'll never get the r igh t thing for you... what 
you need is  an Ombudsman of Health.

In some cases, the Informants pointed out the advantages of learning to 

be confrontative and aggressive in health care re la tionsh ips, as one man 

explained.

Well, ve learned, you know, we learned from experience. And you learn, 
not only with a chronic il lness  but i f  somebody's i l l  for a long time, 
that you have to be aggressive with the doctors. The nurses w ill be 
helpful as much as they can, and the d ie tic ian s ,  and the en tire  support 
s ta f f ,  but the doctors might have a time problem... But I found out that 
you rea l ly  have to ask for i t ,  you know, you put your foot down in order 
to get some answers.

Often th is  advocacy on the ir  own behalf included lodging complaints and

expressing th e ir  critic ism s openly. Further, some patients and families

believed tha t  outright intimidation ta c t ic s  were occasionally ju s t i f ia b le .  One

woman described such a circumstance th is  way: "Well, i t  took a tantrum or two

from me then to  rea l ly  lay i t  out in spades with the guy.. . .e ssen tia lly

because I embarrassed him with his ineffectiveness and he had enough pride in
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his own a b i l i t y . ” Those who described themselves as aggressive or

confrontatlve often expressed empathy for the health care professionals that

had to cope with their behavior. One woman reflected on her doctor 's

in terpretation : "I'm sure that she sees me as an awkward person, rea lly ,

because In a sense she c an 't  control me. And I haggle, you know, for the

things that I want.”

In general, the strategy of being a "squeaky wheel” reflected a desire on

the part of patients and families to protect their  in terests  and obtain the

help they needed. As such, i t  required a sophisticated analysis of the health

care scene as well as a sense of confidence their  own a b i l i ty  to make relevant

judgments about the ir  needs. As one mother summarized:

I know who I am, and what basic rights I have. And if  I'm ever back in 
that position again, I'm going to deal with i t  on that level. And if  
there 's  something that I don 't like, I ' l l  know I can speak up and say, "I 
don 't like t h i s ” or, "Could you do i t  th is  way p lease ,” and that i t ' s  not 
written in stone the way things should be done.

For some people, a developing sense of confidence was actually  supported

by encouragement from the health care professionals involved. The a tt i tude  of

such professionals was instrumental in either fa c i l i ta t in g  or inhibiting the

patient and family's feelings of confidence In their own competence. In fact,

some people recalled how health care professionals had taught them to believe

in their  own a b i l i t i e s ,  as one pa tien t 's  experience i l lu s t r a te s .

By and large now, I 've  got a sense of myself. My G.P. helped me do that 
— that I am the best determiner or what's wrong with me, and how to deal 
with i t . . .  I t ' s  almost like I'm going in for concurrence rather than 
diagnosis.

One woman described her physician's guidance th is  way, "So he is in fact 

giving me a sense of responsibility . He's not trying to be my father, or my 

protector, or anything e l s e .” When th is  type of encouragement occurred, the
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patien ts  and families invariably viewed these health care providers as among

the most enlightened of th e ir  profession, as one man explained.

One of the best things a doctor ever said to  me was, "Yon are aware of
when your own body's giving you signals. Like when you are getting a 
cold, you know i t .  You ignore the signals. You are the best judge of tha t 
kind of thing." And tha t  is excellent advice.

Whether or not they sought a trus ting  relationship , these people recognized

such departures from trad it io n a l paternalism as evidence of that

professional's  trustworthiness.

The f ina l common strategy  used by many patients and families to generate

confidence in the ir  own capability  was the development of a healthy cynicism

or skepticism toward the health care system overall. One woman described such

an a tti tude  as the polar opposite to naive t ru s t .  She sa id , "Well, going back

to the beginning, i t  was blind t ru s t  — blind t ru s t  in a l l  of these people who

knew so much — and to ta l  fa i th .  And now i t ' s  to ta l  skepticism.” Another

patient described a similar progression, "I think in the beginning, I was more

apt to l is ten  to what they said and follow through with i t .  But the longer I

had the disease, I questioned everything." From the stance of skepticism,

these patlent3 and families were able to exercise control by selecting when

and how to in terac t with and cooperate with the ir  professional health care

providers. As one explained, "I think I'm fa ir ly  cautious. Like, I don 't  think

I would ju s t ,  you know, take anybody's word on anything ju s t  because they were

in the health profession." Another expanded upon th is  theme to suggest that

the onus was now on the health care professionals to prove the ir

trustworthiness. She admitted, "I think I have a to ta l ly  negative a tt i tu d e

when i t  comes to the medical profession. Now 1 need i t  [ tru s t]  proven to me.”

Thus the a t t i tu d e  of skeptLclsm served as a paradoxical s tra tegy  for

building confidence in health care relationships; by denying the p o ss ib il i ty
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of t ru s t  in the existing system, patients  and families f e l t  more secure in 

defining exceptions to the ru le . As one woman commented, "you learn to sort  

out the garbage from what you rea l ly  need to  be l is ten ing  t o . ” In addition, 

th is  skepticism served to reinforce th e ir  confidence in the ir  own il ln ess  

Management, one patien t a r ticu la ted  such an a t t i tu d e  th is  way.

I t ' s  nice to know tha t th e re 's  a healthy cynicism, if  you w ill ,  tha t will 
push people towards finding the best health care for them. Because I 
rea lly  believe tha t  people have to Invest th e ir  own energies and 
themselves in making themselves feel be tte r .  And what we often do to 
ourselves mentally and emotionally, we fa l l  to do for ourselves 
physically, because we ju s t  have blind t ru s t .

Thus the accounts of these Informants explained how chron ica lly  111

individuals and th e ir  families become confident in th e ir  a b i l i t i e s  to

partic ipa te  actively  In the ir  own health care and therefore take on greater

control within their  health care relationships.

conclusions
The accounts of t ru s t  and confidence in health care relationships reveal 

some Interesting conclusions about how chronically 111 people and the ir  

families understand th e ir  role in ongoing health care re lationships in chronic 

I llness . Primarily, they c learly  express the opinion that most health care 

professionals are not trustworthy according to the requirements of managing a 

chronic health problem. Further, they explain th a t ,  from the patient and 

family's perspective, t ru s t  is  not always desirable. Because i t  can represent 

a position of weakness within the system, some chronically 111 people and 

th e ir  families may be reluctant to place the ir  t ru s t  in any professional no 

matter how trustworthy.

Further, the accounts reveal tha t competence is  important to patien ts  and 

families, but Is quite Insufficient to permit t ru s t .  From th e ir  perspective,
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the competencies o£ a professional are only relevant IE ac tua lly  applied, and 

such application is often dependent upon such variables as whether or not the 

professional Is Interested In th e ir  particu la r  case. Communication s k i l l s  are 

a lso  of concern to  these chronically 111 patients and families. However, 

excellence In communication Is Insuffic ien t evidence that a professional ought 

to be trus ted . Instead, the a b i l i t i e s  to  respect th e ir  patien ts  and to 

recognise lim itations In the ir  own expertise seem to be more relevant c r i te r ia  

for trustworthiness from the patient and family's perspective.

The accounts a lso  explain the ro le  of p a t ien t  confidence in managing 

hea lth  care r e la t io n sh ip s .  From the evidence provided by informants who were 

health  care p rofessionals  as well as p a t ie n ts ,  i t  seems th a t  medical knowledge 

and fa m i l ia r i ty  with the health  care system are fa r  le ss  re levan t than is  

personal ex p e r ien t ia l  knowledge in developing a sense of confidence In chronic 

i l ln e s s  management.

Confidence a lso  requ ires  a major s h i f t  in the sense of re sp o n s ib i l i ty  for 

health  care decisions from the professional to the p a tien t and family. While 

f a i lu re s  in the health  care arena and the p a t ie n ts '  growing information base 

f a c i l i t a t e  th is  t r a n s i t io n ,  the weight of re s p o n s ib i l i ty  may be too g rea t a 

burden in some cases. Thus, confidence in health  care re la tio n sh ip s  involves a 

considerable committment.

Finally , the accounts reveal the extent to which both t ru s t  and 

confidence depend on a growing skepticism about the larger picture in health 

care. Because they have analyzed the health care system's response to chronic 

i l lness  and found i t  lacking, these patients and families challenge us to 

in te rp re t  th e ir  health care relationships within tha t  larger domain. From 

the ir  perspective, successful re lationships including t ru s t  or confidence are
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only possible when the norms o£ typical health cace professional behavior are 

v iolated. Thus, they invite us to  further our consideration of such 

re la t io n sh ip s  on the basis  of a c r i t i c a l  analysis  of the nature of health  care 

in our so c ie ty ,  the way th a t  health  care system influences health  care 

professionals, and, f in a lly ,  the way I t  shapes the experience of those who are 

chronically i l l .
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CHAPTER BIGHT 

COMPLIANCE AMD NON-COMPLIANCE

The previous two chapters have contextuallzed chronic i l lness  experience 

within a health care relationship . They have established that such 

relationships are c r i t i c a l  to the way l i f e  with chronic i l lness  is lived by 

those a ffl ic ted  and th e ir  families. They have also described dynamic processes 

in the development and evolution of functional relationships between health 

care professionals and the recipients of the ir  services. In th is  chapter, one 

specific  dimension of these relationships will be subjected to a more detailed 

analysis — that i s ,  the way in which the advice of professionals is  followed 

by patients and families.

Non-compliance with health professional advice has received a great deal 

of a ttention within the scholarly and research l i te ra tu re  as is evident from 

the fact that there are more than 4,000 published reports of research into 

ways of explaining and controlling i t  (Trostle, 1988). In general, compliance 

with professional recommendations (sometimes referred to as "orders") is 

considered the only sane and sensible response to a circumstance in which one 

party to the relationship needs help and the other is endowed vlth  expert 

knowledge and s k i l l s  (Dl Matteo & DINlcola, 1982; Hlngson, 1977). Failure to 

comply is therefore understood as an act of ignorance, h o s t i l i ty ,  

i r ra t io n a l i ty  or even masochism (Boehnert & Popkln, 1986; Farberow, 1986; 

Gervasio, 1986; Strain, 1980). I t  is  recognized as a problem worthy of serious 

investigation by researchers representing medicine, nursing and social science 

as well as public policy (Baer, 1986; Barofsky, 1978; Becker, 1976; Haynes, 

1982; Kolton & Piccolo, 1988). in addition, i t  is considered to be a costly
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societa l problem, since those who fa ll  to comply are expected to require

Increasingly sophisticated and expensive Intervention within the formal health 

care system over the course of time (Benfari, Baker & S to l l ,  1981; Gerber, 

1986).

To a large extent, the profound social cost of non-compliance explains 

why scholars have recently become Interested in investigating health care 

relationships. Although i t  has long been noted that the vast majority of non- 

compllant acts occur in the context of chronic conditions (Sackett, 1976), the 

ongoing health care relationship  has not yet received i t s  share of research 

scrutiny, mainly because i t  is more complicated to study than is the single 

consultation. However, i t  has been widely acknowledged tha t  some understanding 

of non-compliance might be obtained from studying what happens between 

professionals and the recipients of the ir  health care (Dracup & Meleis, 1982; 

Hanson, 1986; Melchenbaum t  Turk, 1987; Svarstad, 1986).

As might be expected from the accounts explored in the previous chapters, 

chronically i l l  patien ts  and their  families explain the ir  decisions to comply 

or not quite d iffe ren tly  than does the professional l i te ra tu re .  In fact,  i f  

the professional l i te ra tu re  were to be accepted without cr itic ism , one might 

predict that non-compliant patients would be reluctant to reveal their  

indiscretions to a researcher. On the contrary, the accounts of Informants in 

th is  study made frequent reference to the phenomenon of non-compliance, 

delineating i t  within a framework of logical decision-making in keeping with 

the ir  own analysis of health care relationships. The accounts of compliance 

and non-compliance in chronic i l ln e ss ,  therefore, reveal one specific  and
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particu la r ly  germane application of how patients and families In terpret t ru s t  

and confidence in th e ir  health care re la tionsh ips .1

Experiences .with Compliance

According to the patien ts  and families in th is  study, compliance seemed

natural in the early  phases of a chronic i l lness  experience. As one patient

recalled , "When I was younger, when I was sick and the doctor you know just

said, take ( th is  medicine], 1 did and I d id n 't  question i t .  I ju s t  kept taking

i t . "  Because they i n i t i a l l y  assumed that health care professionals would

understand and respond to  the ir  needs, most people were pleased to follow any

recommendations tha t came from an authority . One p a r t ic u la r ly  dramatic example

i l lu s t r a te s  the almost complete submissiveness tha t one young man a ttr ibu ted

to his naivete early  in his experience with an orthopedic problem.

There was a time in (c ity] when I dislocated my knee (during a hockey
gamel and the doctor came screaming out onto the ice and t r ie d  to  put i t
in on the ice r igh t there. I t  wouldn't go back in . . .  And i t  turns out
tha t  he was a veterinarian! And when incidents like th is  happen and you 
don 't  rea lly  know, you s t a r t  to wonder. You don 't  rea lly  know who to 
t ru s t  and who knows, who rea l ly  knows and who doesn 't .

In another i l lu s t r a t io n ,  a young woman remembered how much e f fo r t  she had been

willing to devote to  complying with treatment recommendations in the early

stages of her chronic i l ln e ss .

I was taking about ten d iffe ren t  medications including [a drug] four 
times a day — drops under my tongue. I t  took a lo t of time, and a lot of 
understanding, and organizing and carrying l i t t l e  things around. A lo t of 
reading, trying to figure out what things were what. And i t  took a lo t of 
money too — and time. I had to go back almost weekly.

However, as has been discussed e a r l ie r ,  t ru s t  in health care professionals was

eventually compromised, and new ways of managing professional relationships

1. An ea r l ie r  version of these ideas has been published in 
Thorne (1990a).
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had to be worked out. in Its various Corns, guarded alliance represented a 

reconstructed trust based on a more lnforned interpretation of what 

professionals could offer and a stronger sense of personal responsib ility  for 

health care decisions.

Thus, in ongoing health care relationships for chronic i l ln e ss ,  

coapllance with the reconnendatlons of professionals was articu la ted  as 

appropriate under certa in  circumstances. For example, sone patients and 

families described i t  as a means by which to maintain the goodwill of the 

professionals. One woman's comments i l lu s t r a te .  "You see, I c a n 't  prescribe my 

own medication. I am dependent on her to get th a t .  So I have to do what she 

says. I have to  follow her Instruction i f  I'm going to f i l l  my needs, I guess 

you could say." Others explained tha t  there was no choice but to comply un ti l  

they had become su ff ic ien tly  familiar with the ir  treatments to make 

Independent choices, as one woman recalled .

I'm the one tha t  has to live with i t .  With the one I'm on now, we 
increased the medication once and I got rea lly  rea lly  dizzy from i t .  So 
we decreased i t  and I got rea l ly  depressed. So we decided to  increase i t  
again and i t  was fine. So I t  was ju s t,  I think, a matter of getting used 
to i t  with th is  one.

Where patients and professionals happened to agree on the appropriate

course of action, compliance was se lf-ev ident. However, for many of the

informants in th is  study, a time came when the logic of an intervention or

treatment came into question. One patient described such an incident.

Like they 're  not hearing you. They've already decided what's wrong with 
you, what they 're going to do with you, who the next patient Is. There's 
th a t ,  you know. You feel like you're in a revolving door sometimes of 
pa tien ts .

Another remembered a similar feeling of doubt about the In tegrity  of the 

professional 's  decision. "I don 't think she rea lly  listened to me. I think she 

was so involved with her method tha t she ju s t  wanted to use i t  and that i t
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wasn't applicable d id n 't  xeally n a t te r .” A th ird  patient described a sim ilarly

dubious encounter.

1 had a feeling tha t  by the tine I walked in, they already had me a l l  
sized up and the re s t  was just a question of allowing me a few nlnutes of 
babble u n t i l  I would le t  off a b i t  of steam and then they would just take 
out a pad and write out something or sinply cone up with the ir  s tated 
diagnosis and th e ir  prescribed intervention and tha t  was i t .

In most cases, people complied un ti l  i t  became obvious to them that i t  was not

in the ir  best in te re s ts .  One woman recalled an event which triggered such a

realiza tion .

I phoned [the neurologist] and le t  him know I was stopping [the 
medication! because I thought i t  was appropriate. He was the prescribing 
doctor. And his reaction was tha t  I hadn't given i t  enough of a chance — 
that I should've stayed on longer to give i t  a fu ll  chance. And I d id n 't  
know i f  I was doing the r igh t thing or not, but I had a family through 
the whole thing. If I was going to be zonbled out, and I was having 
d i f f ic u l ty  with the family anyway, how could I possibly put myself — 
well wind up in my mind dealing with th is  family, with no support systems 
around — how could I ju s t i fy  tha t on any level whatever? He has a hard 
time re la ting  to t h a t . . .  I t ' s  the second time that he 's  put me on 
something with a side e ffec t  more overwhelming than the problem. So I 've  
come to the conclusion tha t  i f  he prescribes something, I'm grateful for 
the prescrip tion, but I come home and run i t  by my family doctor who's 
more sensitive to my background of th is  nature, and with her decide what 
level to  s ta r t  on whatever prescription i t  i s .  To not allow i t  to be an 
overwhelming thing, before i t  has a chance to be a helpful thing.

Another patien t described a sim ilarly  frustrating  incident.

I did discover i t  on my own even though I asked my doctor --went to him 
sp ec if ica lly  to find out i f  i t  could have been my medications that was 
making me feel so mixed up. And I had what I ca l l  so rt  of anxiety attacks 
— rea l anxiety attacks. And he told me to take Anacln in the day time or 
something like th a t .  But I did find that when I went into the hospital I 
was on Tylenol 14 and tha t caused te r r ib le  constipation problems. And so 
then they switched to a breakdown of Tylenol plus two Codeine, and I
could take the Tylenol and/or the Codeine as I needed i t ,  and then had a
lo t of other ways to try  to cope with the constipation which was 
something that I had to cope with. And then toward the end they switched 
me back to Darvon. And then in the day time, a f te r  I got home, when I 
began to  feel pain or anxious or i f  I wasn't going to get through a
s itu a tio n , I would take two Darvon to help me through the pain fie lds and
I'm sure that t h a t 's  what was helping. I vent up to ask the doctor that 
and he said i t  couldn 't be because I 'd  been on i t  too long but i f  he'd 
rea l ly  read i t  he would have known I hadn't been on i t  a l l  that long --  
that particu lar one. And when I stopped taking I t ,  I did feel a lot
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better In the day time. I s t i l l  take I t  a t  bed time, i f  I get mixed up In 
the night i t  doesn't rea l ly  matter tha t much, but tha t doesn't a ffec t me 
then. But I s t i l l  do need something for pain In the day time but I'm 
afra id  to  take i t  now because of, I think — I take one very occasionally 
but i t  doesn 't rea lly  do a l l  that much for the pain, but i t  cer ta in ly  
doesn't give me the anxiety attacks any more. I'm almost positive they 
were what were doing i t .

Thus, according to  these patients and families, compliance with professional

advice was a rational decision when they had insu ff ic ien t information to

evaluate the recommendation for themselves or when the advice conformed to

their  understanding of th e ir  own best in te re s ts .  From the ir  point of view,

once naive t ru s t  had been shattered, compliance was not necessarily the only

option.

Experiences With Non-Compliance

The accounts of the patients and families revealed not only tha t they 

were familiar with the concept of non-compliance but also that they often used 

that very term In re la tion  to  the ir  own behavior. Some explained tha t they 

found i t  to be a graphic and accurate representation of an Important aspect of 

their  experience in obtaining health care for chronic i l ln e ss .  From the ir  

point of view, the term conveyed the w illfu l nature of their  actions, thereby 

confirming their  analysis of the conditions under which the ir  cooperation with 

health care was assumed. The Informants In th is  study talked about two general 

types of non-compliance, including occasions in which they quite passively 

failed to conform to treatment expectations and those in which they actively 

defied the professional's  decision.

£asa.Lvft-WonrCflBipllanc.e.
One form of passive non-compliance involved making minor modifications in 

the therapeutic plan developed by the health care professional. In I ts  most
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common Cock, th is  meant dickering with the timing oc dosage o£ medications.

Generally, th is  C o c k  o f  non-compliance resulted from a thoughtful

consideration of the re la tive  benefits and drawbacks of compulsive adherence

to what had been formally prescribed, in a typical example, one woman found

tha t side e ffec ts  of her medications taken as ordered made I t  impossible for

her to  carry out her daily  a c t iv i t ie s .

I would fa in t usually. Very often I would pass out and I had a rea lly  bad 
dry mouth. And a t  tha t time, I was supervising and i f  you can 't  talk  when 
you're supervising, you c a n 't  hold a meeting or anything. So i t  made i t  
rea lly  d i f f i c u l t .

A rela ted  form of passive non-compliance Involved being se lective  about

which recommendations to follow, as one man noted.

Generally I w ill go in for things like X-rays and a blood t e s t ,  or 
u rina lysis ,  or whatever I think is appropriate. I mean I'm not trying to 
come on as a doctor, I'm ju s t  saying that since I s ta r ted  lis ten ing  to my 
body i t  t e l l s  me an awful lo t .

One woman theorized tha t selective non-compliance tended to s h if t  over the

course of the chronic i l ln ess .

People do go through stages, and there are times when they can be 
completely compliant, and times where they c a n 't  for some reason. And 
that some people have, l e t ' s  just say, limited lengths of being 
compliant. Like some people can be compliant with whatever the ir  
management takes — three or four things out of ten a t a given time, and 
other people can be compliant with nine out of ten, so rt  of a l l  the time.

In many cases, comparing the recommendations of several professionals

allowed patients some liberty  as to which of the suggestions required

compliance, as one p a t ie n t 's  account i l lu s t r a te s .

I ' l l  go in there and w e 'll  go through the usual so rt  of routine and if  I 
don 't get what I want then what I 've  done in the past is  gone back to my 
doctor in (suburb]. Or the f i r s t  time i t  happened, I wasn't getting 
r e l ie f  and I sought out the doctor I 'd  been seeing out a t  (another area 
of town!. So, I ' l l  just take i t  upon myself to go get — see someone that 
I think will be able to help me, that will maybe see the problem for what 
I t  Is.

one woman explained the benefits of such a strategy.
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For me i t ' s  been xeally in te res ting . Playing one doctor off on the other 
has been a problem and also an asse t because I 've always had a fa ith  over 
one doctor over another a t  d if fe ren t  times and have been able to  take the 
course tha t was best [for] m e .. . .  I don 't  think i t s  a conscious thing. I 
mean I c a n 't  see i t  as a malicious manipulation re a l ly ,  more than ju s t  
something th a t  happens. One doctor gives you a ce rta in  framework of 
b e lie f  and another doctor contradicts  tha t  and so — playing one off on 
another. You're taking the contradictions of one doctor to the other 
doctor and ju s t  playing them with questions and finding out where the 
defenses are and where the explanations are — where the blocks are . And 
t h a t ' s  what I was doing.

Occasionally the acts  Involved in passive non-compliance were d i f f i c u l t  

for the patients and families themselves to understand. For example, one woman 

recalled  going through the motions without ac tually  administering her 

medications.

When I was in the hospital they thought I was a model pa tien t .  I could 
give my insu lin , and I would eat properly, and a l l  th is .  And i t  was 
probably tru e .  And then I went home. And a f te r  awhile, I would s tick  the 
needle in but not push the insulin  in, and pull the needle out. So tha t 
was a thing to  so rt  of get over. That was weird.

One man recalled tha t he had cut away portions of his w ife 's  constr ic tive  body

cast even though he thought i t  uncharac ter is tica lly  non-compliant to do so.

I'm fa i r ly  conservative that way. I would never do that because as far as 
I'm concerned i f  the doctor 's  put i t  there. I'm not going to  mess with i t  
a t  a l l .  But I d id n 't  think anyone was going to. And again, I knew I 
wasn't doing any harm, so t h a t 's  why I did i t .  But I'm not the so rt  tha t 
would do tha t  unless i t  was re a l ly  a concern.

in most cases, such passive non-compliance was indicative of intense

ambivalence toward the prescribed treatment. Another patien t explained i t  th is

way: "So I think I s t i l l ,  almost in a rote response, I tend to f a l l  into the

pattern of going and getting the p i l l s .  But a t  least now I'm saying, 'Hey,

maybe I don 't need these th in g s . '"  Thus, according to these patien ts  and

families, conscious or semi-conscious modifications in the regimens prescribed

by the professionals constitu ted  one common form of non-compliance.

238

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Active Non-Compliance

In contrast to  the more passive form, the active non-compliance described

by informants in th is  study seemed well though out, delibera te , and s tra te g ic .

One form of such active non-compliance involved agreeing to the treatment

recommendations of a professional despite having no intention of following

through. One man's account i l lu s t r a te s  his ra tionale  for such an ac t .

I'm thinking back to the la s t  time I had a cold. I went to the doctor and 
got a bottle  of — I think they 're  Ampicillin or maybe they 're  
Tetracycline. And I took i t  home. I t ' s  s t i l l  s i t t in g  on the shelf .  I 
never opened i t  because I thought I want to f ix  th is  myself. I don 't want 
to be sick , and I can change th is ,  and I don 't  need to take these p i l l s .  
Because I know th e y 'l l  damage my immune system and — they might help me 
in the short term but in the longer term they won't help me. And that 
b o t t l e 's  s t i l l  s i t t in g  unopened on my shelf.

Another active form of non-compliance occurred when patien ts  deliberately

manipulated the conditions which would influence th e ir  professional health

care provider's decisions. One woman's s tory i l lu s t r a te s  such an Instance.

The turning point came in about January or February, when I ju s t  decided 
I wasn't going to take some of these drugs any more. And I said to him, 
"I'm coming off some of these drugs.” And he was not in favour of i t .
The other turning point was that in fact he had been threatening me with 
Prednisone, which is  a very high-powered drug tha t I ju s t  d id n 't  want to 
have any part of, based on some people from (work) who were very bad 
asthmatics tha t had said to me, "Whatever you do, whoever you see, even 
i f  you have to go into an emergency s itua tion  a t  the hospita l, do not le t  
them give you Prednisone.” Mow, I just decided I was going to accept that 
advice sight unseen. These people knew more about asthma than I did. I 
was just learning. I was a babe in the woods with respect to th is  
disease. Those people were te l l in g  me something and they were so serious 
about i t  — I mean the look in the ir  eyes — th is  was not B.S.ing — and 
they were so serious about i t .  They were giving me some very Important, 
some very d irec t  Information. And when he suggested tha t I would be 
probably put on Prednisone because these other forms of medications were 
not controlling i t  in the way that he wanted i t  to be controlled, I ,  in 
fac t,  cheated on one of my lung function te s ts  and I toid a l i e .  Well, 
the f i r s t  question they always ask you before a lung function te s t  i s ,  
"When did you take your Ventolin last?" And in fac t,  they don 't want to 
do a lung function t e s t ,  you know - -  you know the routine. And I said oh 
well, that I had taken i t  a t  eight o'clock in the morning — th is  is like 
noon tha t I'm having th is  t e s t .  And in fact I had stood a t  the bottom of 
the h i l l  before going up to the hospital and taken two puffs. And I went 
in there and i t  wasn't great but i t  was a lo t be tte r  than what I 'd  been
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producing the previous nonth. And in fact he did not put me on the 
Prednisone that day.

Vhile such actions were pezhaps not quite non-compliance in the s t r i c t  sense

of patients following or not following professional orders, the Informants

c learly  considered them to be important challenges to  the compliant patient

role expected by the ir  health professional.

The pa tien ts ' and fam ilies ' descriptions of th e ir  non-compllant acts  also

Included Instances of secre tly  doing things which they knew would be

prohibited by th e ir  health care professionals. For example, one family talked

about having the ir  child treated by a chiropractor without te l l in g  their

medical doctors.

Ve won't [ t e l l  them] because i t ' l l  be taken out on [my son], odds are. 
'Cause doctors are against them. The doctors we've gone to have said, you 
know, that chiropractors are no good and a bunch of quacks more or less . 
But he's done a lo t for (my son], and in some ways more so than a l l  the 
therapies have, because he 's  more normal. And I know a couple other 
mothers that are doing i t  too and they won't t e l l  the therapy leaders 
e i th e r . . .  A lo t of doctors, like I say, are against i t .  And like even 
with a chiropractor tha t  I 've gone to , he a3ked me if  I 'd  mentioned i t  
and I said, "Mo," and I said , "To be honest with you, I'm afraid t o . ”
And he says, "Don't.” He says, "Leave well enough alone." He says, 
"Don't even mention my name.” And I says, "Well, I feel bad,” I says, 
"'Cause you do have a lo t of c red it  coming to you." And he says, "That's 
a l l  r ig h t."  He says he doesn't mind because he even said himself he 's  
afraid of what happens if  — well if  we're going to go to a chiropractor 
then we're not taking on him, and (my son] would be the one being hurt 
over i t ,  you know. I mean, I'm not going to take that chance. And like I 
say, I know a lo t of mothers that are doing the same thing. They fee l,  
like me, If there was a witch doctor that you think there 's  even a hope 
of a chance tha t can make a difference to your child , you're going to try  
that thing. I t  doesn 't matter if  i t ' s  going to cost you a hundred 
do lla rs ,  i t ' s  well worth trying.

In some cases, patients and families took great pains to hide such prohibited

actions from the professionals. As one woman explained, "I d id n 't  even t e l l

the rheumatologist, 'cause I just d id n 't  want to waste energy getting into i t

with him, because I knew he wouldn't approve, you know. I d id n 't  want that
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negative s tu f f  to come a t  ne." In other cases, they sinply failed to confess

what they knew would evoke disapproval, as one wonan recalled .

My doctor ju s t  about jumped out the window when I told him I was doing 
karate, but I said that I'm not doing the fighting karate, I'm ju s t  doing 
the form. I'm not touching anybody, you know. He sa id , "Veil, I don't 
think you should do i t . "  But I continued doing i t .  And i t  was fine.

Another active form of non-compliance Included delibera te ly  overriding

professional decisions which the patient or family deemed inappropriate. As

one patient explained, " I ' l l  go to my doctor and I ' l l  t e l l  him th is  is  what's

wrong and I would like to try  something. "What do you suggest?" And if  I

don 't  like what he says I won't do i t . "  However, the decision to  depart from

such professional judgments was rare ly  made without considerable emotional

turmoil. One woman's s tory i l lu s t r a te s :

So in order for me to go have an X-ray I had to be on fu l l  fluids for two 
weeks, because they d id n 't  want to  give me any laxative. Okay. I t ' s  an 
a ll-day a f f a i r . . .  For me i t  was a big thing to go through to have th is  
X-ray, but I was willing to  do th a t ,  because there was a reward a t  the 
end (LAUGHS) — I may come off th is  medication. Vent through the X-ray, 
went back to  see him, he sa id , "Yes, i t  has improved, i t  looks good, i t ' s  
s e t t l in g  down, but I don 't think I want you to come off of i t . "  I says, 
"Thank you very much and goodbye." And I went back to Dr. Y, and I said, 
"Don't you ever send me back to him, 'cause I will refuse to go." So I 
cut down my dosage. I did i t  on my own.

Another patient told a similar story.

I t  was getting worse. I couldn't sleep a t  night. I was having nightmares 
like crazy. And I s ta r ted  to lose myself, I f e l t .  So I went back to the 
doctor, and said, "Listen. This s tu f f  is  rea lly  making me go nuts." And 
my doctor had gone on vacation, and there was another guy there. And he 
was s i t t in g  back, and he goes, "Veil, how many (milligrams) are you a t 
right now?" I said , "Thirty." "You better go back up to forty ." I said, 
"Forty? I'm feeling th is  weird, I have to take i t  again? More?" He 
says, "Yeah, well, I don 't know why, but maybe you're coming off i t  too 
fast or something. You'd better  go up to fo rty ."  "Yeah, okay.” I l e f t ,  
and I said , "Piss on you, I'm gonna come off the bloody s tu ff  r igh t now." 
So I s tarted  to come off of i t  slowly.

Thus, In such cases, Inappropriate professional decisions l e f t  no choice other

than non-compliance from the perspective of these patients and families.
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The Informants' experiences with non-compliance therefore Included a wide

variety  of actions which they considered to be motivated by similar 

p r io r i t i e s .  Whether they involved passive or more active in i t ia t iv e s ,  the non- 

compllant behaviors described by these patients and families were unavoidable 

consequences of serious discrepancies between the ir  values and those of the ir  

professional health care providers. Thus, the meaning of non-compliance from 

th e ir  perspective Is a marked departure from that which is a r ticu la ted  In the 

professional l i te ra tu re .

The Henning.of Non-Compliance
Because the behavior described by these patients and families as non- 

compliant was c learly  intentional and rational from the ir  point of view, 

further analysis of the meaning of non-compliance in chronic i l ln ess  seemed 

imperative. As the Informants explained their  non-compliant behaviors, two 

central explanations of the phenomenon emerged. These were tha t  non- 

compliance provided them with a means by which to retain  control of Important 

aspects of the ir  health care and that non-compliance provided a means by which 

to avoid alienating the professionals upon which they were now or could in the 

future become dependent.

Retaining Control

As is evident from the ea r l ie r  discussion, many patients and families 

encountered events in which they were forced to Interpret professional 

decisions as Inappropriate ox even counterproductive to the ir  health. As one 

woman noted, " I t  wasn't a question of not trusting  the advice. I t  was just a 

matter of what they were te l l in g  me I knew was going to  give me no more
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r e l i e f . ” According to  the p a t ie n ts  and fam ilie s ,  t h e i r  ac tions  were a n a t te r

of logic  ra th e r  than a symbolic challenge to  au th o r i ty  or an a c t  of s tu p id i ty .

I t ' s  not a case of being compliant or not compliant, because I rea l ly  am 
incredibly compliant when i t  comes to If  I understand something, and i t  
needs to be done, for safe ty , or whatever...I always do what's safe and 
s e n s ib le . . .  I think re a l ly  what i t  is  Is I have an Internal locus of 
control. ?ou give me the information and help me to understand i t ,  and 
then I ' l l  do what seems logical and r ig h t .  And i f  you ju s t  t e l l  me to 
take p i l l  "A" three times a day indefin ite ly  or whatever, and my symptoms 
go away, and you haven't told me tha t you know that th e re 's  3ome 
biochemical changes, or whatever, and therefore I need to  take i t  — as 
soon as my pain goes away, I ' l l  quit taking the p i l l .  So you haven't 
given me enough information to  help me be compliant.

In the face of such events, the p a tien ts  and fam ilies  were forced to

accept fu l l  responsib il i ty  for how health care decisions were managed, as one

pa tien t re c a lled .  "But then I s ta r te d  to change and I thought I should be in

control of t h i s  s i tu a t io n .  I shou ldn 't  give up contro l to medical

pro fess ionals .  And I think th a t  th a t  is  what I have been doing most of my

l i f e . "  Rethinking th e i r  re s p o n s ib i l i ty  for contro l over such decisions was

part  of a ser ious  re -eva lua tion  of th e i r  overa ll  assumptions about how health

care ought to  function, as one man explained.

Somewhere down along the road th e re 's  a misunderstanding s ta r te d  about 
the ex ten t to  which we as ind iv iduals  are  responsible for our own health . 
At the beginning I ju s t  assumed th a t  my re sp o n s ib i l i ty  was limited to me 
going to  the d o c to r 's  o f f ice  and then following h is  In s tru c tio n s .  And now 
I know. Nov I say OK, give them a chance, but i f  things d o n 't  s t a r t  
f a l l in g  together in a reasonable length of time, e sp ec ia l ly  i f  
d la g n o s t lc a l ly  they c a n ' t  come to  an agreement, i f  they c a n ' t  come up 
with a plan of ac tion  which seems to  flow from a d iagnosis, then walk 
away from i t  and ju s t  cope with i t  on your own. Cope as best as your can.
But d o n 't  allow your whole l i f e  to  go to  pieces ju s t  because someone e lse
c a n ' t  do something for you. I t ' s  your re sp o n s ib i l i ty .

Another man a r t i c u la te d  a s im ila r  in te rp re ta t io n .

I think i t  is  a family and s o c ie ta l  and soc ia l  thing th a t  you have to 
overcome, even to  the point of taking charge of your own health  care. I 
think th a t  i t s  ju s t  making th a t  switch between giving up contro l to 
someone e lse  and then taking control yourse lf . Because when you give up 
con tro l anyway, you can be f ru s tra te d  and anxious and angry ju s t  by the 
process of giving up th a t  co n tro l.  But i f  you claim ownership over your
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body and your health and you say I want assistance In making myself 
better, then that just turns the whole perspective around. People do that 
In their lives but they don't do It when It comes to their health.
They'll do I t  when I t  comes to shopping Cor a car - -  like th e y 'l l  go out 
and th e y ' l l  say, "Oh, you know, th is  is  my money tha t I'm spending here. 
Better think carefu lly  about what I'm doing. Better shop around." But we 
don 't take tha t approach to  our health care. We almost automatically go 
cap in hand and say, "Help me." And then you're ju s t  opening up the door 
for them to do or say whatever they want to .

This s h if t  in philosophy made blind compliance an Irresponsible act in chronic

i l ln e ss .  As one patient commented, "I guess th a t 's  the difference. I'm

involved with my own medical treatment. And nothing will happen to me without

my consent."

Thus, the non-compliance ar t icu la ted  by the patien ts  and families in th is

study reflected  a conscious decision to regain control over decisions with

regard to th e ir  own health and welfare, as one patient explained.

I would say i t s  an evolutionary process spurred on by the alienation  and 
the anger and f ru s tra t io n . I mean you e ither stay angry and frustra ted  
and alienated and continue to go back and take i t  in the teeth, or you 
make changes. And I made changes.

From their  perspective non-compliance meant accepting the challenge of

learning to  take responsib ili ty  for themselves.

Maintaining an Alliance

Because most patients and families depended upon continuing relationships 

with their  professional health care providers as a form of Insurance against 

acute episodes i f  not for ongoing health maintenance or treatment, anything 

that might jeopardize health care relationships was regarded with extreme 

caution. According to  these informants, disagreeing with the opinions of the 

experts was understood as a serious th rea t to continued goodwill between 

professionals and th e ir  pa tien ts .  As such, i t  had to  be handled very 

carefully , as one woman's experience i l lu s t r a te s .
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I went back to my own doctor Ln a week like I was directed to do, and I 
was te l l in g  him about my conversation with the eye sp ec ia lis t .  And I 
said, "Scleroderma patients are not supposed to take aspirin  or aspirin  
products. I t ' s  inflammatory to the blood vessels and the blood vessels 
are already ln trouble with the scleroderma acting, especially ln the 
hands and feet and chest."  so he said, "What makes you think so?" And I 
said, well, I had read the material from the United Scleroderma 
Foundation and they repeatedly warn you, you know, to s teer clear of 
asp irin  or asp ir in  products. And he said, "That's what I don 't like about 
these groups." He said, "You get your directions out of there, why don 't 
you use your news le t te r  like your doctor? Just go look ln your news 
le t te r  and do what your news le t te r  said and then you don't need a 
doctor."

Most patients and families were cautious about informing their  health

professionals about the ir  active or passive non-compliance. In many cases,

they consciously misled the ir  professional health care provider into believing

that they were complying with treatment recommendations. In other cases, they

simply omitted information that they thought might be disturbing to the

professional. As one man explained, "You end up not te l l in g  them when you

cheat on what they've done. You know, you don't want to disappoint them." In

maintaining these a ll iances , the patients and families often paid considerable

atten tion  to the ego investments of th e ir  health care professionals. As one

woman commented, "I think they feel that they are the only course, the only

recourse for people who are i l l .  I think there 's  an a t t i tu d in a l  problem

there."  Even those rare professionals with whom patients could admit to non-

compliance required considerable reassurance.

He makes a joke and says, "You're the person that doesn't follow — that 
has trouble remembering to take your medicine.” "Well wait a minute. I 
might forget that one, but I don 't forget the important one." "OK, OK 
I ' l l  re trac t  t h a t . ” But i t s  so rt  of a joke ln that way, and i t  does 
work. Because, just in saying tha t,  i t s  saying, "That's OK, th a t 's  fine ."  
So you're not to ta l ly  cooperative but you're p a r t ia l ly  cooperative.

Maintaining healthy alliances therefore required that the patients and

families make allowances for the inappropriate advice of their  professional

experts, as one patient commented.
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Doctors are only human and you rea lly  have to work with them, and work 
hard to supply the proper Information. And If you have a problem you have 
to flush I t  out yourself and t e l l  them about I t  so tha t  they can work on 
i t .  And i f  you have a problem tha t you don 't think tha t they 're  working 
on then you have to be persis ten t with them because they 're  only human.

Because they had regained control of th e ir  health care decisions, however,

many patients and families found themselves less demanding of the ir

professional health care providers, as one man explained.

I actually  find that I'm a lo t calmer and rational about my health care 
than I ever was. Because I now see that there are a lte rna tives  that I can 
follow. I mean I know i f  I get th is ,  I can do th is .  I 've got some 
choices, some a lte rna tives  and they 're  positive ones. I don 't have to 
dread going in and getting  poked and prodded and scrutinized. I know that 
there are a l te rn a tiv es .

In sp ite  of a to leran t a t t i tu d e ,  however, many patients and families made i t

clear that they thought professional practice in chronic health care was

seriously flawed, as one patien t noted.

I don 't want to be too judgmental b u t . . . I 'm  in the service business. I
think If doctors are evaluated on that basis they would f a l l  miserably. 
And I 'd  ce rta in ly  go out of business if  I d id n 't  provide a fu l l  range of 
services and make proper recommendations to my c l ie n ts .  And yet doctors 
don 't seem to go out of business for lack of dispensing accurate 
Information. They only get more c l ien ts .

Thus, despite the ir  apparent politeness, gratitude and loyalty, many of the

informants f e l t  th e ir  health care relationships to be a r t i f i c i a l  and

functional, as one woman explained.

I have developed a s t r i c t l y  instrumental a t t i tu d e .  If I need him, to put 
I t  crudely — if  I have a flu  or if  I develop venereal disease — he's
the guy with the p i l l s .  I go there, get i t ,  walk away, th a t 's  i t .  But,
you know, i t  is s t r i c t l y  an Instrumental re la t io n sh ip . . .  I'm a t  a stage 
where I want to be the manipulator not the manipulatee.

Another patient explained a similar approach to maintaining alliances with her

professional health care provider. "And so, I began to realize  tha t you use

these people for what you can get out of them."

246

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Non-compliance, therefore, protected the patient and family from the 

perceived problems associated with the treatment without forcing them to 

confront the problems within the health care re lationship  head on. I t  allowed 

them a form of control over continuing health care re lationships without 

having to openly defy the authority  of the experts and face the Imagined 

consequences of such defiance. As such, i t  represented a highly ra tional and 

sensible solution to a f ru s tra tlng ly  common problem - -  that health care most 

health care professionals expected absolute allegiance in sp ite  of the r e a l i ty  

tha t they had l i t t l e  of proven s c ie n t i f ic  merit to o ffer .

Discussion

The way patients and th e ir  families describe and explain non-compliance 

represents a radical departure from the way health care professionals 

typ ically  refer to  i t  in th e ir  scholarly l i te ra tu r e .  From th e ir  point of view, 

i t  is often the best solution to an otherwise insurmountable dilemma. Further, 

from th e ir  perspective, the chronically i l l  person who blindly complies is  

ac tually  the one with the serious problem.

The idea tha t non-compliance might be a ra tional response to a s truc tu ra l 

and soc ie ta l problem has received only scant mention in the scholarly 

l i te ra tu re  (Trostle, 1988). However, the few exceptions are notable. Cummings 

and Nehemkls (1986), for example, a r t ic u la te  ways in which they think our 

society contributes to the problem of non-compliance, especially  in the case 

of chronic I llness . According to Edel (1985), one soc ia lly  determined 

contribution to non-compliance is the power imbalance between professionals 

and patien ts.  Heszen-Klemens (1987) points out tha t non-compliance is 

understood as a th rea t to  the ir  own egos and to the very socia l order I ts e l f
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by nost health care professionals, in recognition of the larger social issues 

Involved, Gerber and Nehenkls (1986) acknowledge that there are certa in  

quality  of l i f e  decisions inherent in chronic i l lness  care tha t ought only to 

be made by pa tien ts .  Further, Conrad (1987) explains tha t  non-compliant 

behavior on the part of patien ts  may Indeed be the most responsible course of 

action under the circumstances.

Thus, the accounts of informants in th is  study suggest tha t chronically 

i l l  individuals and the ir  families come to understand tha t the problems 

inherent in health care relationships are merely the t ip  of the iceberg. Their 

explanations reveal tha t they In terpret the fau lt not as within individual 

health care professionals but rather as something entangled in the complex web 

of theore tica l,  p o l i t ic a l  and economic factors governing the modern biomedical 

care system I t s e l f .  In th is  way, they link th e ir  in i t i a l  t ru s t  in health 

professionals and the ir  misconceptions about the ir  own responsib ility  for 

health maintenance to a larger ideology tha t  is  deeply embedded ln the ir  

society. Further, they conclude tha t the d ras tic  lim itations of medical 

science in the domain of chronic i l ln ess  are largely unrecognized by both 

professionals and the lay public a l ik e .

From the perspective of patients and th e ir  families, therefore, non- 

compliance represents the behavioral manifestation of two simultaneous 

in terpre ta tions: tha t those with medical authority  have limited expertise 

where chronic illness  management is concerned, and that the ultimate 

responsib ility  for chronic i l ln e ss  management resides with the patien t. What 

an analysis of the ir  view of non-compliance t e l l s  us about the ir  experience 

with chronic i l ln ess  is  tha t i t  cannot be fu lly  appreciated apart from i t s  

context, an organized social and cu ltu ra l framework that shapes be lie fs ,
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actions and organizational structures In health care delivery. The remaining 

chapters will therefore focus on the specific elements within tha t framework.

/
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CHAPTER NINE 

CONFRONTATIONS WITH THE HEALTH CARE SYSTEM

While relationships with individual health care professionals caused

consternation among the chronically i l l  individuals and the ir  families in th is  

study, encounters with the health care system as a whole resembled a head-on 

co ll is io n . In th is  f ina l se t  of chapters, the chronic i l lness  experience will 

be examined a t the most global level of analysis — the interaction between 

individuals, the ir  relationships and the systems ln which they converge. In 

the context of an exploration of how the health care system appears to those

who become involved in i t  by virtue of a chronic i l lness  experience, a unique

perspective on the current problems in health care will be articu la ted .

Earlier chapters have addressed some of the particu la rly  challenging 

aspects of l i f e  with a chronic health problem. They have peered into the 

accounts of individual lives and have searched out common ground ln the 

journey into chroniclty. They have also explored the social climate within 

which a chronic i l lness  is understood in today's modern world. Extending the 

Inquiry into the social dynamics which shape chronic i l ln e ss ,  a second se t of 

chapters has examined the relationships within which the primary transactions 

between the chronically i l l  and the health care system are conducted. Using 

the perspective of patients and families as i ts  foundation, th is  discussion 

has illuminated the power and authority of such health care relationships ln 

shaping c r i t i c a l  dimensions in the lives of those who are i l l .  Further, th is  

discussion has challenged us to deepen our analysis in an e f fo r t  to make sense 

of what i t  is that makes relationships ln health care so tortured and so 

tenuous. What is th is  system i f  not the individuals within it?
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This chapter will begin th is  f ina l se t of analyses by exploring the

accounts of something that chronically 111 patients and the ir  families came to

c a l l  "the system.” As one man explained, nothing in th e ir  past experience had

prepared them for th is  particu lar confrontation, an encounter so profound tha t

i t  would influence th e ir  understanding of the world from th is  point forward.

I mean, you don 't  rea lly  think of the system when you're looking for 
immediate treatment response to a particu la r pain, or chronic ache, or 
whatever. You're ju s t  looking for treatment. You don 't  even think about 
i t  in terms of individuals of the system. But, when you s t a r t  h i t t in g  
points of fru s tra tion , then you s t a r t .  Then the analysis comes in.

In th is  chapter, two general categories of confrontations w ill provide the

focus of discussion, those having to do with the organizational structure  of

health care, and those having to do with the way in which human beings conduct

themselves within that s truc tu re . Following th is  discussion, two subsequent

chapters will document the response of chronically i l l  people and their

families to the organizational and sociocultural ba tt le s  they find themselves

engaged ln. The analyses will f in a lly  conclude with an exploration of the

changes that would be necessary for any meaningful solution to the problems of

the chronically i l l  in the existing health care system.

Organizational Issues

As has become evident through the accounts thus far, the bureaucratic 

structure of health care was of concern to the chronically i l l  and the ir  

families. Although few had given health care organization and delivery much 

thought prior to th e ir  own personal encounter with health care for chronic 

i l ln e ss ,  most came to appreciate i t s  in tr ica te  complexities with increasing 

sophistication over time. Their preoccupation with i t  reflected the extent to
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which I t  Impinged on the lc  lives and a le r te d  them to I ts  relevance ln the 

chronic i l ln e s s  s to ry .

In th is  d iscussion , four impressions of the organi2a tio n a l  s truc tu re  w ill  

be described . Bach represents  a common experience a r t ic u la te d  by these 

ch ron ica lly  i l l  individuals and fam ilies . Further, each represents  one 

dimension of a complex soc ia l  in s t i tu t io n  whose f u l l  dimensions were never 

completely revealed to  any one indiv idual. Thus, a p o r t r a i t  of "the system" 

w ill  be generated through the technique of drawing together common elements 

through the specia l angle from which each informant formed his or her ideas.

In th i s  way, the accounts w ill  begin to  crea te  a composite p o r t r a i t  of the 

whole which w ill  r e f l e c t  a uniquely chronic i l ln e s s  based perspective of what 

i t  can be like  to obtain health  care .

F a lling  Through the Cracks

In co n tra s t  to  the organ tran sp lan t p a t ien ts  featured in the tab lo id s , 

for whom no expense was too g rea t,  and toward whose recovery teams of highly 

tra ined  professionals  eagerly invested a l l  the time, energy and goodwill a t  

th e i r  d isposa l,  the overriding perspective of the ch ron ica lly  i l l  was th a t  

they had somehow fa l len  through the cracks of the health  care system. Toward 

th e i r  l i f e  and death Issues, there was r e la t iv e ly  l i t t l e  money, energy or 

sympathy forthcoming from anyone e i th e r  inside or outside the system. Those 

who had previous experience with a dramatic acute i l ln e s s  ln themselves or ln 

a close family member were often astounded a t  the d i f f e r e n t ia l  treatment th a t  

the ch ron ica lly  i l l  experienced within the same health  care system.

In sp i te  of the fac t  th a t  there was no av a ilab le  cure and often limited 

av a ilab le  treatm ents, many chron ically  i l l  people found themselves, upon 

diagnosis with a chronic condition, swept into a whirlwind of health care
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involvement resembling a hurricane in the Land of Oz. One woman's a r t h r i t i s  

s to ry  captures such an experience so g raph ically  th a t  i t  w ill  be offered here 

in some d e ta i l .

Well, I went to  th a t  one who to ld  me I d id n 't  have [ a r t h r i t i s ] .  And then 
I went back again, and I got one th a t  they said was the brain of the 
i n s t i t u t e .  And a l i t t l e  cockier man I 'v e  never met. And he examined me 
completely, and sa id  he would give the re su l ts  in about a month. And a t  
th a t  time I was having a l i t t l e  b i t  of trouble with my hearing, and 
during th a t  month, before I went back to th is  second rheumatologist, I 
was on the Executive of the Board of the church. And I was in a very 
small group ln a room, not t e r r ib l y  large, and people were going 
(GESTURES) and I wasn't hearing a th ing they were saying. And I had to go 
home. There 's no point in i t .  Oh, i t  was a dreadful fee ling . So then I 
went to the ear s p e c i a l i s t ,  and had my ears checked out, and he sa id  i t  
was p re t ty  bad, and what was I taking? I to ld  him a l l  the medication, and 
i t  was Entrophen and he sa id , "Veil, th a t  can cause a hearing lo s s .  Try 
not taking I t  for a w h ile .” So by th a t  time I was on 40 grains a day. So 
I dropped i t .  And three days l a te r  uy hearing had come r ig h t  back! And I 
rushed down and had another t e s t ,  and he sa id , "Well, you know, i t ' s  not 
great now, but i t ' s  b e t te r .  And i t  has improved. You shouldn 't  be happy 
with th a t ,  you should wear a hearing a id ."  And I sa id , "Oh no, I'm happy 
i t ' s  back where i t  was." So then I waited i t  out, and went back to  the 
number two rheumatologist. And he s a t  there , crossed h is  legs, and said 
to  me, "Yes, you have a bad case of rheumatoid a r t h r i t i s . "  As to  the 
hearing loss , th e re 's  no evidence a t  a l l  ln a l l  your t e s t s  th a t  i t  was 
caused by anything th a t  you were tak ing , therefore I am doubling your 
Entrophen as of today from 40 to  80 grams. And I said , "Vait a minute." I 
sa id . "I stopped taking Entrophen and my hearing came back, and I'm not 
going back on i t  again a t  a l l !  Because I don 't  want to go deaf!" And he 
sa id ,  "I ju s t  to ld  you th a t  th e re 's  no evidence tha t i t  was causing 
th a t ."  But I sa id ,  "I have the evidence myself. I can hear now, and I 
cou ldn 't  before ."  And he was furious!

A couple of years l a t e r ,  she was re fe rred  to her th ird  rheumatologist.

And I went to her, and I think the main fa u lt  with her was th a t  sh e 's  a 
mother and try ing  to  work ln a caree r ,  along with being a doctor. She had 
young ch ild ren , and she ju s t  had a new baby, I th ink, when I f i r s t  went 
to her. She's a b r i l l i a n t  rheumatologist in her f ie ld .  She's highly 
respected, and sh e 's  a teaching rheumatologist. And the fa u l t  I found 
with her was th a t  she was too busy, and being a teaching person, and 
having somebody in tow a l l  the time, and having to t e l l  them what was 
going on, ra ther than being too aware of how the person th a t  they were 
ta lk ing  about. She hadn 't  learned to  do tha t  ye t. I t  was another one! 
Yeah, and there was me th inking, "well, gosh, number three! What's wrong 
with me? But each thing was something a l i t t l e  d i f f e re n t .
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A fourth rheumatologist entered her l i f e  when she was admitted to  a

re h a b i l i ta t io n  center for Inpatient therapy. This one was Interested  in 

performing every imaginable blood t e s t .  "I began to  get paranoid about my 

blood t e s t s ,  and then she s ta r ted  zeroing in on tha t  paranoia." One day, th is  

rheumatologist held a s t a f f  conference a t  which th is  woman was the focus of 

discussion.

I t  fee ls  more like  an in q u is i t io n ,  than a conference. Especially  when 
they s e t  you up, you know, you're so r t  of up on a platform so they can 
a l l  see y ou .. .  She chose th a t  one day to  so r t  of t e l l  everybody, you 
know, tha t I had th is  phobia about blood t e s t s ,  and tha t  she thought I 
should go to  the phobia c l in ic ,  and get over i t ,  before she could advance 
fu r ther .  I re a l ly  f e l t  th a t ,  although yes, I had s o r t  of developed a
paranoia about my blood t e s t s ,  she should've looked a l i t t l e  deeper. I
f e l t  l ike  she was b e l i t t l i n g  me ln front of a l l  those people and I'm sure
th a t  i f  you'd gone a l l  round you'd find th a t  each one of them had a small
or large phobia, you know. Who h asn 't?  People have them. Some people 
won't get in e leva to rs ,  some people d o n 't  l ike  snakes, you know, there 
are a l l  d i f fe re n t  th ings. And nobody's going to 3end them to a c l in ic !

Following th is  h o sp ita l iza t io n ,  she was re fe rred  to a f i f t h  rheumatologist.

I'm going to see another one, a Or. D. I haven't met him yet, but I saw a 
s e r ie s  on a r t h r i t i s  on [public broadcasting te lev is ion ]  l a s t  month. And 
he was the expert being Interviewed. He looked very nice, and I d id n ' t  
think any more about i t .  Then, when I went over to  [the a r t h r i t i s  center] 
on Monday la s t  week — they reassess you, they measure what you've lo s t ,  
and movement and so on - -  and she sa id , "I think maybe you ought to go
see a rheumatologist. Are you under one now?" I sa id ,  "Mo." And she
sa id , "Well i t  says here you're with Dr. P." And I sa id , "Well, I d id n ' t
re a l ly  want to go back to  her."

The nurse then mentioned the one seen on te le v is io n  and obtained the r e f e r r a l .

A year l a te r ,  th is  woman had seen him b r ie f ly  and had subsequently been

referred  on to  a s ix th  s p e c ia l i s t .

But anyway, I saw a new rheumatologist, Dr. L. And he, well he did a 
quick examination on me. He said  he thought I was a candidate for r ig h t  
hand, l e f t  hip and r ig h t  knee surgery but tha t  to  give physiotherapy a 
kick a t  the can f i r s t  and he sent me Into (the re h a b i l i ta t io n  cen te r] ,  
which I think the three weeks ro l led  into the nine because they wanted - -

they said I t  was eas ie r  to get ln to see Dr. N If  I was s t i l l  there  than
i f  I came home again. And th a t ' s  how i t  happened. So then I went r ig h t  
s t ra ig h t  from (the re h a b i l i ta t io n  center]  to the surgery and back.
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On her re tu rn  to  the re h a b i l i ta t io n  hosp ita l ,  she encountered her seventh 

rheumatologist.

And th is  a lso  was a brand new rheumatologist th a t  I 'd  never seen before,
and I f e l t  him ra th e r  - -  I liked him. I liked h is  a t t i tu d e ,  Dr. V. But
then a lso ,  the  very day th a t  you l e f t  I the center!  you l e f t  him
completely and th a t  was I t .  There was no n o th in g . . .  I guess they c a n ' t
get too Involved In tim ately . They keep saying th a t  your family doctor Is 
the one to  ta lk  to  and my family doctor r e t i r e d  while I was in there .

As her s to ry  continued, she re la ted  subsequent encounters with rheumatologists

number three and f ive , but was unable to develop any functional re la tionsh ip

with e i th e r .  Her in a b i l i ty  to  find a place for h e rse lf  within the system

worried her, and she ruminated about the wisdom of choices she had made along

the way.

Then, as I look back over I t  a l l ,  I keep thinking, when I t r y  to t e l l  
somebody what has happened, like  I have re la ted  to  you th is  morning, I t  
sounded to  me like  I was being a complainer and th a t  a person who would 
be hearing th a t  would th ink , "Good Lord," you know, i f  I t  was a new 
person they were meeting, and I'm not sure I want th is  person as a 
pa tien t because nothing goes r ig h t  for her. So I f e l t  th a t  maybe I 'd  
b e tte r  work i t  through myself so th a t  nobody would have to say th a t .

Two and a half years a f te r  she was f i r s t  interviewed, th is  woman had come to

an understanding of her f a i lu re  to  e s tab lish  he rse lf  in the system.

Well, like  I told  you, I thought I would be a rheumatologist in my next 
l i f e  because i t  was a cinch job (LAUGHS). And I s t i l l  think the same 
thing, because when you go to them and say you have an ache or a pain or 
something th a t ,  you know, re a l ly  you want them to ta lk  to you about i t  a 
b i t  - -  they so r t  of t e l l  you, "Well, t h a t ' s  to be expected," or, "Well, 
t r y  th is  drug." I mean, they get out th e i r  p rescr ip tion  pads so quickly 
and say, "Well, have you had th i s ,  t h i s ,  or th is?  If  not, well, t ry  
t h i s .  And i f  you get in to  troub le , l e t  me know, otherwise, you know, 
d o n 't  c a l l  me."

Like so many o thers , th i s  woman ce r ta in ly  had th e o re t ic a l  access to 

health  care but was unable to  find the support or ass is tance  she needed within 

the system. While she was able to  get appointments with Individual 

p rofessionals , each one had an Idea of his  or her ro le  tha t  was incompatible
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with th is  p a t i e n t 's  needs. Another woman's account reveals a s im ilar 

experience.

You get the royal runaround (LAUGHS). In the sense th a t  — "Veil, I 'v e  
done everything th a t  I know. These d o n 't  seem to work. Go to the next 
department." The next department says, "Well, we d o n 't  r e a l ly  t r e a t  your 
type, but I ' l l  take a look a t  you to see what I can t e l l  you." And they 
t e l l  you the exact same th in g . You often wonder i f  they ju s t  read your 
paper and ju s t  t e l l  you what you a lready know.

Thus, many people found themselves ln a revolving door of s p e c ia l i s t s  and

serv ices without anyone w illing  to  make a committment.

Because no indiv idual p rofessional considered him or h e rse lf  th e i r

primary resource, many p a t ie n ts  and fam ilies f e l t  a d r i f t  and alone in a

f ru s t r a t in g  s i tu a t io n .  Often, they discovered information and resources to

which they were e n t i t l e d  qu ite  by accident. One woman learned from another

p a t ie n t ,  for example, th a t  the $400 per month she was spending on s t e r i l e

ca th e te rs  for in te rm it ten t  u rinary  drainage was unnecessary; her ca the te rs

could e a s i ly  be r e s t e r i l i z e d  a t  home for f ree .  Another learned from two

pharmacy students assigned to  interview her for a term paper th a t  her

p e rs is te n t  insomnia was a side e f fe c t  of her curren t medications. At times

such as these , p a t ien ts  and fam ilies  despaired of a system in which no one

took the time to help them make sense of i t  a l l .

Adding to  the f r u s t r a t io n  wa3 th e i r  awareness th a t  professionals  were

reaping g rea t f inanc ia l  b enef it  from th e i r  i l ln e s s  without a c tu a l ly  providing

any valuable se rv ice . One woman described such f ru s t r a t io n  with a

dermatologist involved in her care .

I d o n 't  know what he co llec ted  every three weeks for walking in to  his 
o f f ic e .  And he would look a t  i t  and say, "Oh, th e y 'r e  doing fine and 
th ey 're  c lean ."  And you'd wrap them up again, and th a t  was i t .  You ju s t  
went there  every two to  th ree  weeks and they looked a t  them. And to  me 
th is  is what makes health  care so expensive is  you 're  not doing anything. 
I mean, i f  you're going on a three-week v i s i t  and h e 's  doing something, 
t h a t ' s  d i f f e r e n t .  But ju s t  going for him to c o l le c t  whatever i t  is  - -  I
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haven 't  got a clue — but ju s t  to r him to  c o l le c t ,  th a t  is  crazy! I t  Is 
wrong! I t ' s  very wrong! And any old fool can bandage, look a t  i t  and 
wrap I t  up again.

Another re ca l led  a s im ila r ly  f r u i t l e s s  consulta tion .

And he sent me to a s p e c ia l i s t ,  and b as ica l ly  the s p e c ia l i s t  ju s t  walked 
around the room and ta lked into a l i t t l e  tape recorder, you know, ta lk in g  
Into th i s  l i t t l e  tape recorder. And he to ld  me th a t ,  yes, one leg Is 
sho rte r  than the o ther. But th a t  was about a l l  I r e c a l l  from the whole 
treatm ent. Nothing came r e a l ly  out of I t .

A th ird  p a t ie n t  deeply resented the s a la r ie s  th a t  some professionals  obtained

for providing what they thought ought to  be given ra the r than what the

chron ica lly  i l l  person ac tu a l ly  required.

And the woman — she s t i l l  works for them — sh e 's  a big shot down the re . 
She knows I c a n ' t  stand her, and t h a t ' s  the way I t  Is .  She came out to 
the house, and she sa id , "Don't worry, Mrs. R. When you need a 
wheelchair, w e 'l l  get you one." This was my introduction to  MS! I sa id , 
"Don't bring me anything like  th a t .  Bring me some candy. Bring me some 
flowers. Bring me out for lunch. Don't bring me a wheelchair." They 
s ta r te d  to turn me into a c r ip p le .  They t r i e d ,  they re a l ly
t r i e d  Something has to  be done. And sh e 's  not gonna s i t  in her cushy
o ff ice  down the re , earning about $40,000 a year, ju s t  ta lk ing  to new 
p a t ie n ts ,  and t e l l in g  them th a t  t h e y ' l l  get a wheelchair when they need 
one. I see through a l l  th a t .  I do. Something has to be done!

Thus the rewards of p a r t ic ip a t in g  in a whirlwind of health  care were hardly

equivalent to the e f f o r t  expended in many cases.

Another way in which many people f e l l  between the cracks was by fa i l in g

to  conform to a standardized se t  of expectations about th e ir  needs. For

example, one woman reca lled  an encounter in which the health care professional

sent to  assess  her was so focussed on her standard plan th a t  she could not

hear the p a t ie n t .

At th a t  s tage , I f e l t  th a t  i t  was time for me to  explore the use of a 
chair  — wheelchair — for g e t t in g  around more e a s i ly ,  and being a 
functional support — hardware support system (LAUGHS). And i t  was r e a l ly  
funny. The MS nurse brought one out to me on loan from the soc ie ty , l e f t  
i t  with me for a month, and came back to  find out how I was doing with 
i t .  So help me, she was so pre-programmed into counselling me on 
re je c t io n  of the wheelchair th a t  she d id n ' t  hear what I was saying to  
her. I was sharing experiences with her, with tongue-in-cheek, and
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laughing about, "Boy, they d o n 't  make the a i s l e s  wide enough." I thought 
I was doing p re t ty  good, because I was able to  take i t  in a joking 
manner. But every time I 'd  say something she'd  come back with th i s ,  l ike  
I say, the counselling for re je c t io n .  I was so f ru s tra ted  th a t  day by the 
time she l e f t .  I was ju s t  — oh, I was ju s t  beside myself, because she 
never heard me.

Even when the cracks were acknowledged by a l l  concerned, pa tien ts  and th e i r

families could s t i l l  f a l l  in , as one f a th e r 's  account i l l u s t r a t e s .

We had a big meeting l a s t  year about th is  time. I mean a big meeting. I 
c a l l  i t  the $3,000 an hour meotlng, because of the professions th a t  were 
involved. I t  was Dr. K of [the p ed ia tr ic  hosp ita l]  and — c a n 't  remember 
the exact name, but a psychologist, neurological psychologist, a 
p s y c h ia t r i s t  who's been helping with (my daughter] for the l a s t  year, 
represen ta tive  of the school board, represen ta tive  of the Ministry of 
Health, the teacher,  both of us. Who else?  Probably another one th a t  I 
haven 't thought o f ,  but a l l  of these people together over th is  one l i t t l e  
kid. They t r i e d  to  decide what to  do, and b as ica l ly  noth ing 's  come of 
th a t .  They f e l t  th a t  there  should be some more te s t in g  done, and we were 
try ing  to  get her Into [an assessment center] for a short te s t in g  period, 
but I think b a s ica l ly  what i t  was is  th a t  the Ministry of Human Resources 
g i r l  sa id , [my daugh ter] 's  one of these kids th a t  f a l l s  between the 
cracks In the system. She's not purely Ministry of Health, sh e 's  not 
purely education, sh e 's  not anything.

Another problem described by some pa tien ts  and fam ilies was the assumption

th a t  a l l  health  care in chronic I l ln ess  ought to  take place during standard

business hours, a time during which many struggled to  maintain careers and

education. Thus, standardized services ra re ly  matched the timing and

uniqueness of each p a tien t  and fam ily 's  need.

In sp i te  of the fa c t  th a t  a l l  of the pa tien ts  and fam ilies in th is  study

lived in a country which provides health Insurance and equal access to

serv ices , many found th a t  there were serious gaps with regard to  which

services were provided. One woman observed such d i f f i c u l t i e s  In re la t io n  to

caring for handicapped ch ild ren .

There's one lady th e re ,  sh e 's  got a l i t t l e  boy, I think he 's  s ix  or seven 
years old, and h e 's  outgrown a regular car s e a t .  Well there is  a handicap 
car sea t t h a t ' s  worth $450, for an example, but i t ' s  not labelled  
"handicap c h i ld re n 's  car sea t"  so she c a n ' t  get any help to  buy th is  car 
sea t .  Meanwhile, she c a n ' t  s i t  him In a regular car because he flopped
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over to  the s e a t ,  but she c a n ' t  put him In a normal baby car sea t because 
he 's  too big for I t .  But she h asn 't  got $450 to go out and buy th is  car 
sea t .  I mean, what person In th e i r  r ig h t  mind with a normal ch ild  Is 
going to spend $450 on a car seat?  You can buy the same thing for eighty  
some d o l la r s ,  so obviously i t ' s  going to  be for a handicapped ch ild .  But 
she doesn 't  qua lify  for any ass is tance  on I t ,  and I t ' s  t e r r i b l e .  She 
should have i t .  That ch ild  needs to  be secure in a c a r .  But she says he 
3 I ts  In the car and she goes around the corner and he f a l l s  face f i r s t  
over to  the side or whatever, so he 's  in danger. And yet they say make 
sure your child  is  sea t-b e lted  In, and s tu f f .  Pine, s e a t -b e l t  him In, but 
you give us the help to  do th is  s tu f f ,  and the equipment Is Goddamned 
expensive. You know what I mean? I t ' s  hard enough having the money to 
ra ise  a normal ch ild ,  l e t  alone a handicapped ch ild .

She went on to explain how a s im ilar logic applied In other s i tu a t io n s .

Veil, another good example is  th a t  s t r o l l e r  th a t  we ju s t  bought. I had 
been going through d i f f e r e n t  type s t r o l l e r s ,  like regular baby-type 
s t r o l l e r s ,  and s tu f f ,  eh? One day a t  the b itch  session {mothers' support 
group] I got r e a l ly  mad and I s ta r te d  b itch ing . I sa id , "Do you g lr l3  
rea lize  how much money I 'v e  put out on s t r o l l e r s ,  by try ing  to  find the 
r igh t one to accommodate (my son]?" And somebody sa id ,  "What?" And I 
to ld  them how many. I 'v e  got four d if fe ren t  s t r o l l e r s  of normal baby 
buggy s t r o l l e r s  In th is  house, and I to ld  them how much money I t  
approximately came to . Veil, the one therapy lady sa id , she ju s t  looked 
and she goes, "Veil, d id n ' t  you know we s e l l  handicapped s t r o l l e r s  here?" 
Veil th a t  r e a l ly  pissed me off , because no, dammit, I d id n ' t  know! And i f  
I would've known th a t  do you think I would've been buying a l l  these other
Goddamned s t r o l l e r s  th a t  are  no good to  me? And here they sold them r ig h t
in the building. And th a t  was a f te r  going there a year. And she goes, 
"They're in our so-and-so called  room." You're not allowed into th a t  room 
unless you have one of these people with you (SHORT LAUGH). Veil, why 
would I want to even go look in th is  room, you know? But she waited 
un ti l  I bitched like  th a t  before I was even to ld .  There is  th is  other 
lady there th a t  had been going for a couple of years, and she' got a
seven-year old, or an e ight-year-o ld  daughter, th a t  needs a s t r o l l e r .  She
says, "You're kidding!" I d id n ' t  know th a t  e i th e r ,  and I 'v e  been coming 
here for a couple of years!" Now she went out and bought one of the 
s t r o l l e r s .  You know, the information's not there! Like I say, u n t i l  
somebody ju s t  blows up and I t  happens to come out a t  the r ig h t  time. I 
hope to  God the r ig h t  person 's  l is ten in g  to you. Then you find out these 
things are availab le  to you. You know, why d id n ' t  they have a s t r o l l e r  
s i t t i n g  out? Or a p ic ture  of a s t r o l l e r  saying you can ren t them from 
here, or buy them from here or whatever the thing Is , eh, for your 
handicapped child?

In many cases, pa tien ts  and fam ilies found what they considered to  be alarming

Inequities within the system.

And another thing th a t  r e a l ly  makes me angry Is I remember not too long 
ago when I was over a t  the Variety Club there was th is  lady over there
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and she had th is  young boy about five years old, or something, and he was 
in th is  r e a l ly  souped-up wheelchair. And I says, "Do you mind me asking 
what kind of chair th a t  is?" And she says, "oh no." And she to ld  me what 
kind i t  was. But I r e a l ly  found i t  in te re s t in g ,  l ik e  i t  had a l l  these 
d i f f e re n t  gadgets or whatever, on i t ,  and somehow I mentioned th a t  i t  
must've cost a lo t  of money or something, eh. And she goes, "Oh, I have 
another handicapped chair  a t  home, too ."  And she goes, "My kids get 
nothing but the b e s t ."  And I thought, "Oh, God. Must be nice, eh?" But 
yet th a t  was g rea t for the ch i ld .  She ended up te l l in g  me those two kids 
are fo s te r  ch ild ren . What those fo s te r  children need they get from the 
government — and nothing but the best qua lity !  What makes those two 
kids any b e t te r  than my child? I'm not saying th ey 're  any less  of a 
ch ild  than my ch ild ,  e i th e r ,  but what makes them th a t  much b e t te r  than my 
child? Plus, sh e 's  making a l iv in g  a f te r  looking a f te r  those k ids. They 
get paid over a grand a ch ild  per month. Why c a n ' t  I have something for 
looking a f te r  my own ch ild  then? I d o n 't  even want the thousand, I ' l l  
s e t t l e  for f i f t y  to  a hundred bucks a month, you know. I mean, I should 
ju s t  give him up and go turn around and fo s te r  my own ch ild  back and I 'd  
get paid back — and make a h e l l  of a good liv ing  out of i t .  This system 
is  a l l  wrong. I t ' s  almost l ike  they encourage you to  give up your k ids.

Because th is  family was s truggling  with serious f inanc ia l problems, the

inequity was e spec ia lly  f ru s t r a t in g .  From th e i r  point of view, th e ir

willingness to  ra ise  th e i r  own ch ild  further handicapped him in his a b i l i t y  to

achieve health . As the fa ther pointed out, th e i r  family s t a b i l i t y  deprived

th e ir  ch ild  of health  care .

We even thought about th a t  a t  one poin t. We sa id , "Why don 't  I take off 
th is  weekend and then Monday morning you can go to Welfare and say your 
husband has buggered o ff .  And y o u 'l l  get a l l  kinds of th ings ."  But, you 
know, I hate doing th a t .  I wouldn't do th a t ,  because, you know, we 
s ta r te d  as a family and hopefully w e 'l l  end as one — and lour s o n l 's  a 
part of i t ,  and t h a t ' s  the way i t  i s .  So w e 'l l  ju s t  s t ick  together and 
ju s t  do whatever we have to do. I t ' s  too bad there i s n ' t  more.

Thus, p a tien ts  and fam ilies defined th e ir  health  care needs in a way th a t

departed quite  considerably from the health  serv ices deemed e sse n t ia l  by the

national health scheme.

As has been described in an e a r l i e r  chapter on acute episodes within

chronic i l ln e s s ,  h o sp ita l iza t io n s  were often mentioned as a time in which

p a tien ts  and th e i r  fam ilies slipped through the cracks of the system. One

gentleman's humiliating experience i l l u s t r a t e s .
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And then I had to ,  of course, ask for a ss is tan ce  to be put on the 
commode. And t h a t ' s  not always the e a s ie s t  th ing  because you had to  find 
an orderly  and then you have to have two nurses, and I have to be 
physica lly  l i f t e d  from the bed and planted on th is  commode. And then of
course once you 're  on the commode, and God knows where everybody's gone,
but I 'v e  long f in ished  my l i t t l e  job and I'm looking and waiting, and 
hoping and wondering. And p re t ty  soon v i s i t in g  hours come. There was one 
day in the afternoon, i t  was a f t e r  two o 'clock  — well, I had been put on
to  the commode around one o 'c lock , and I was s t i l l  s i t t i n g  on the darn
commode when I had a chum of mine come to  v i s i t ,  and a l l  the while he was 
there  I was s i t t i n g  on th i s  commode ta lk ing  to  him. Nobody showed up to 
say, "Excuse me, s i r ,  w e 'l l  get Mr. I back up where he looks a b i t  more 
p re sen tab le .” I was there  a t  le a s t  probably two and a ha lf  hours anyway 
s i t t i n g  on th a t  commode. There was nobody around to  ask for help.

Often, they found themselves ignored because th e i r  problems were not

s u f f ic ie n t ly  dramatic to  a t t r a c t  the a t te n t io n  of hosp ita l s t a f f ,  as one man

explained.

They were so r t  of b r isk .  I mean they would keep you waiting for hours, 
ju s t  to  emerge and make th e i r  very, very quick speech and leave again.
And they were busy, busy people who could only spare a few minutes for 
you because they had a m illion  other l ives  to save th a t  afternoon.

Thus, h o sp i ta l iz a t io n  provoked many of the most f r u s t r a t in g  health  care

confrontations for these p a t ie n ts  and fam ilies .

According to these informants, chron ica lly  i l l  people could become lo s t

in the system very e a s i ly .  Thus, they were tempted to wonder what the system

was r e a l ly  for i f  not for s ick people. As one man put i t ,  "You know, they want

the ideal system where they can go about th e i r  work with abso lu tely  nothing to

get in th e i r  way." F a ll ing  through the cracks, th e re fo re ,  seemed an Inevitab le

consequence of having a health  problem th a t  the system re a l ly  wasn't

in te re s ted  in solving.

Being A Guinea Pig

A second organizational issue th a t  confronted the chron ica lly  i l l  

p a t ie n ts  and fam ilies was the health  care system's expectation of th e i r  

w illing  con tribu tions  to  medical research and education. By v ir tu e  of th e i r
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frequent involvement with health  care se rv ices , they were easy prey for 

p rac tic ing  students  and eager researchers, in p r in c ip le ,  none objected; in 

p ra c tice ,  however, th e i r  experiences sometimes confirmed th e i r  suspicions th a t  

th e i r  part in the system was merely to provide the raw m ate r ia ls .

Many p a tien ts  and fam ilies obtained th e i r  most spec ia lized  medical 

assessments from physicians who were a lso  medical p ro fesso rs .  Thus, although 

they had access to  the b r ig h te s t  and the b es t ,  or a t  le a s t  t h a t ' s  what 

everyone reassured them, there was l i t t l e  opportunity for in te rac t io n ,  one 

woman reca lled  such an experience. " I t  was very impersonal, because a l l  h is 

sessions were teaching sess ions , so th a t  you always f e l t  th a t  the primary 

reason for your being there  was for him to l e c t u r e .” Another re f le c ted  on the 

primary motive for such encounters.

I went through a lo t  of t e s t s  the re , and Or. D would come through with 
his t r a i l in g s  of people th a t  were learning to be s p e c ia l i s t s .  And they 
a l l  examined me, three  or four of them. And I have nothing against th a t ,  
because I re a l ize  they have to learn too, but each one of them examines 
you, and then he examines you, and then you hear them out in the ha ll  
d iscussing your case. Well, nobody te l l3  me anything. You ju s t  lay there 
and wonder what's gonna happen now? You know, what are you gonna do for 
me, or what happens?

Part of the p a t ien t  and family contribution to  teaching included endless

interviews for the purpose of obtaining case h i s to r ie s .  Given the complexity

of many of th e i r  medical h is to r ie s ,  many found i t  unduly f ru s t r a t in g  to  be

expected to memorize and repeat a l l  the d e ta i l s  to  each new student or

p ra c t i t io n e r .

One th ing  I hate doing in hosp ita l th a t  I know is  probably important, is  
I hate a l l  th is  case h is to ry  s tu f f ,  you know. We've been in hospita l 
three times, and I know i t ' s  a teaching h o sp ita l ,  and I know i t  gives 
p rac tice  to  these people, and so therefore  I do i t .  But I know th a t  I do 
personally  - -  you know, I d o n 't  want to  t e l l  the s to ry  of Imy sonl again, 
you know. Like, "Read i t , "  you know. I t ' s  th e re .
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Sim ilarly , one young woman recalled  being to ld  th a t  a professional would only

take her case I f  she agreed to  be filmed for educational purposes.

Although f ru s tra te d  with s tudents, most people did not believe they had

the r ig h t  to  re fuse . Those th a t  did often claimed to  have been coerced Into

accepting s tudents  In any case. "I was a lso  asked to  have other students,

medical s tuden ts . When I had said no, I got persuaded." In many cases,

pa tien ts  were never asked about th e i r  w illingness to  be the lesson of the day.

And ju s t  about th a t  time, the doctor in charge of the emergency was doing 
the rounds with the medical s tuden ts . And he walked up to  my bed and 
spoke about me in the th ird  person. And I kept on try ing  to  in te rru p t him 
and a3k him th ings. I may as well have not been the re . That again was one 
of the more uncanny experiences I ever have had. I was not there . I t  was 
a case, and they d id n ' t  even look a t  me. They looked r ig h t  through me.
To th is  very day, I can v isualize  them standing the re . And they ju s t  
walked on to the next bed. No one said anything.

Further, they sometimes f e l t  completely misled about the ro le  they were

playing in medical education. One woman, for example, recalled  the occasion of

her infant son 's  cardiac operation, supposedly to  be performed by the best

surgeon av a ilab le .

I was in the c a fe te r ia ,  a f te r  they 'd  taken him down to  the operating 
room, and Dr. B was s i t t i n g  there having coffee and a donut, a t  a quarter 
to  nine! And — s o r t  of, "Huh!" you know (LAUGHS). Then you find out 
afterwards, "Oh, no, the chief surgeon, he ju s t  goes in a t  the la s t  
minute and does h is  th ing and leaves, and the res iden ts  do the re 3 t ,"  you 
know. But nobody's ever told  you tha t t h a t ' s  how tha t works. I mean, you 
ju s t  presume t h a t ' s  the surgeon, he 's  gonna be th e re ,  and he 's  gonna cut 
him up, and he 's  gonna do the job, but you learn these things as you go 
along, you know... So th e re 's  the whole p o l i t i c a l  thing, a t  the hosp ita l,  
and the hierarchy th a t  you learn , you know, when you're in there , and how 
to deal with i t ,  and what goes on. You d on 't  think about those things 
u n t i l  you get so r t  of caught up in them.

The other sub tle  expectation faced by these p a tien ts  and families was 

th a t  they make themselves availab le  to  whatever research was in progress. 

Because they saw medical research as th e ir  hope for the fu tu re , most were 

eager to volunteer to be subjects in any research which might lead to an
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e ffec t iv e  treatment or In tervention . However, many found th a t  they were often 

excluded from active  p a r t ic ip a t io n  by what they found to  be a rb i t r a ry  and 

unnecessarily harsh exclusion c r i t e r i a .  One woman's s to ry  i l l u s t r a t e s .

I t ' s  ju s t  not th a t  simple. I t  r e a l ly  i s n ' t .  Because I went out to  [the 
un iv e rs i ty ] ,  hoping to get on th is  In te rferon . I r e a l ly  d id . I was ready 
to  get to r tu red ,  you know? And i t ' s  r e a l ly  bad. A lo t  of sp inal tap s . I 
mean, they to r tu re  people. They re a l ly  do. I t ' s  awful. When I got to the 
background, the g e n e t i c i s t ,  or whatever th ey 're  ca lled  — well, when she 
found out th a t  I was adopted, th a t  was the end of me. Because I wouldn't 
f i t  in , you see. I wouldn't be able to  be part of th e i r  program. They 
have to  know your background, your ancestry , In order for you to  f i t  into 
th e ir  routine (LAUGHS). And then when they found out they weren't gonna 
get enough of these l i t t l e  white mice, which were pa tien ts  a t  th is  time, 
when they found out — you see, they d id n ' t  get as many volunteers. They 
thought they 'd  have volunteers lined up down the s t r e e t .  And when people 
found out what was Involved in th is  th ing , they d id n ' t  get enough 
volunteers. But anyways, they decided to send me the papers, you know, 
try ing  to  get me signed up, and t h a t ' s  when I sa id , "No.” By the time 
I 'd  seen a couple of these people (LAUGHS) th a t  had been to r tu red ,  and I 
thought tha t  maybe I was b e t te r  off the way I am.

Another discovered th a t  the p o ten tia l  r isk s  precluded human te s t in g  of the

only promising treatment availab le  for her condition.

The only drawback was, a few of (the mice) died. Now, the way th is  is ,  
you e ithe r  get r e a l ly  b e t te r  or you die  (LAUGHS). At the gathering 
round the table  everybody's thinking, "So what?" you know, " I ' l l  take my 
chances." Everybody was ta lk ing  about i t .  They're w illing  to t r y  i t ,  
r ight?  Who wants to  ju s t  s i t  and watch game shows when you got a chance 
to e i th e r  r e a l ly  l iv e ,  or get i t  over with. And the percentage of dying 
was so small th a t  i t ' s  not bad. Then I find I t ' s  gonna be another five 
years'. They got the AHA and the FDA and the XYZ, and i t  goes on and on, 
a l l  th is  bureaucratic  red tape, and the double blind th i s ,  and the double 
blind th a t .  And ha lf  the people I know won't even be around to hear the 
r e s u l t s .

From th e ir  point of view, then, there were logical and e th ica l  flaws in the 

research game.

Beyond ac tu a lly  volunteering, many pa tien ts  and fam ilies found themselves 

Inadvertent research sub jects  due to  the health care system's expectations 

th a t  they subject themselves to the te s t in g  th a t  any of the professionals  

suggested. One woman recalled  such an Instance.
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I had one docfcor who I d id n ' t  even know who took me out for t e s t s .  He was 
a pa thologist who had an In te re s t  in myasthenia, and I was the only one 
around with i t .  When he found out I was in , he wanted to do an EMG te s t  
on me, which is  a d iagnostic  t e s t .  And was unnecessary because I 'd  been 
diagnosed, and i t  was horrendous! I mean, these are e le c t r i c a l  curren ts  
shooting through you like  crazy. No one to ld  me I was going to  have I t  
done. Hy doctor d id n ' t  authorize i t .  This guy ju s t  did i t .  I came back 
from th a t  t e s t  - -  I was in te a r s .  I mean, the pain was unbelievable, he 
was ju s t  shooting I t  through like  crazy. Oh God. And when I found out 
th a t  my doctor had nothing to  do with i t ,  I was ju s t  furious!

Another form of such te s t in g  included p a r t ic ip a t in g  In consulta tions with

experts in the f ie ld .  Another woman remembered her f i r s t  such experience.

Dr. C did an assessment, and with him he has a s e t  p a t te rn ,  and he 
doesn 't  change. The f i r s t  appointment he spends about an hour ta lk ing  to 
you, and your h is to ry ,  then you go home. Then he has somebody th a t  does 
a urine , and [complete blood count] r ig h t  in his  o f f ic e .  Then he sends 
you home with s ix  containers  for s too l specimens, so you come back with 
the s too l specimens, and he gives you a complete physical, and he never 
t e l l s  you beforehand, but he a lso  does a sigmoidoscopy. You have no 
choice (LAUGHS). Veil, you do have a choice in the matter, but h e 's  in 
the middle of the examination, or close to the ending of i t ,  and he ju s t  
says, "Turn over on your stomach, and pu ll your knees up." I mean, I 
knew Immediately what he was gonna do, but i f  I d id n ' t  know I'm sure 
nobody — I mean, i f  I wasn't a medical person, I wouldn't have known 
th a t 's  what he was gonna do to me. He does not say what h e 's  going to 
do. He does not say th a t  a t  a l l .  He does head to  toe , assessment, he does 
vaginal, turns you on your l e f t  s id e ,  does the r e c ta l ,  and then r ig h t  
over on your stomach, and he does the sigmoidoscopy. And then he says to 
make an appointment, and come back in about nine days. So the th ird  
appointment i s ,  you go in , and he goes through a l l  the lab work, and what 
h e 's  found, and then he say3 th a t  we're gonna do an X-ray, and he has one 
specia l lab th a t  he has X-rays done. So i t ' s  an X-ray, and a follow 
through, so t h a t ' s ,  you know, from e igh t In the morning u n t i l  twelve a t  
noon. And then immediately a f te r  you have your X-ray, you go see him, and 
he gives you the re s u l t s .  So re a l ly ,  I had thought when Dr. Y said  th a t  
he was gonna send me to  a g a s tro en te ro lo g is t ,  th a t  th is  would be the 
person th a t  would handle my Crohn's d isease , okay? But I d id n ' t  find 
th a t  out u n t i l  we'd gone through th is  whole th ing , th a t  t h a t ' s  not how i t
was going to  be. He r e a l ly  was in the form of a consu ltan t. So i t  took
him two and a ha lf  months to  do an assessment of me, and he to ld  me what 
the re su l ts  were, "Yes, there  is Crohn's d isease  th e re ,"  and i t ' s  so many 
centim eters, and th i s  is  where i t ' s  located. And r e a l ly  d id n ' t  t e l l  me a
whole lo t  of new things th a t  I d id n ' t  know!

Because, from the pa t ien t  and fam ily 's  perspective , such extensive te s t in g  was

only ju s t i f i a b le  for the purposes of e i th e r  diagnosis or prescrib ing

treatment, many were convinced th a t  the consulta tion  system was se t  up for the
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purpose of allowing s p e c ia l i s t s  complete access to  research da ta .  As one woman 

commented, "Actually, I t  makes me kind o£ mad, 'cause we're g u in ea -p ig s . . .  If  

we d o n 't  o ffe r  to  go in , and do these th ings , what's  going to  happen?"

Further, many people reported instances in which they ac tu a l ly  f e l t  

coerced in to  being research sub jec ts  I f  they wished ongoing treatm ent. One 

woman reca lled  such an experience.

I was to ld  I was given a choice, and a l l  I could see was an ultimatum.
And for hidden reasons - -  th a t  I was par t  of a research group, and not 
having been informed of th a t .  And th a t  fundamentally i t  was a 
pharmaceutical company th a t  was d riv ing  th a t ,  and wanted th a t .  And (the 
doctor] was p a r t ic ip a t in g  in  what a pharmaceutical company wanted to  do 
In terms of marketing i t s  product. So therefore  there was a c o n f l ic t  of 
in t e r e s t .  I t  was not a leg itim ate  piece of research in  comparing one drug 
aga ins t  another, without another group anyway. But the fac t Is I t  wasn't
b lind , a t  any s tag e ,  and i t  was biased from the s t a r t ,  because a
pharmaceutical company had a vested in te r e s t  In finding out tha t  I ts  drug 
was as good, or i f  not b e t te r .  Now th a t ,  to  me — to  see myself v io la ted  
In tha t way - -  th a t ,  for me, was very unforgivable. And p a r t ic u la r ly  when 
the s t a f f ,  and the head of the ward, a lso  saw me as being wrong to  
question the doc tor. And th a t  I was c rea ting  waves, and upsetting  her
s t a f f ,  and s p l i t t i n g  her s t a f f ,  some wanting to  agree with me, and others
wanting to agree with the doctor, and others having nothing to say.

Like many o th e rs ,  th is  woman was under the d i s t in c t  impression tha t health

care was used as the dangling c a r ro t  to encourage research sub jec ts .  Thus,

being a research sub jec t was often  understood as the currency with which

health  care was negotia ted . As one woman re c a l led ,  her doctor was "A l i t t l e

b i t  put off th a t  she [wanted conservative trea tm en t] ,  and in fac t he wanted me

to go through the o ra l  gold guinea pig rou te , you know. He wanted more

people." C learly , for the ch ron ica lly  i l l  and th e i r  fam ilie s ,  the system saw

them as guinea pigs in professional education and research .

Suffering.Incompetence
The th i rd  category of organizational confronta tions described by the 

informants in th is  study re la ted  to th e ir  perceived v u ln e ra b i l i ty  to a l l  

manner of e r ro r  and incompetence within the system. While there  was some
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opportunity for the chron ica lly  i l l  and th e i r  fam ilies to  shop for competence 

in th e ir  primary health  care re la t io n sh ip s ,  there  was often  l i t t l e  th a t  could 

be done to  p ro tec t  themselves from the p o s s ib i l i ty  of incompetence in many 

other dimensions of th e i r  health  care . Frequent h o sp i ta l iz a t io n s ,  d iagnostic  

te s t in g ,  home support serv ices or ongoing therap ies  brought many of the 

chron ically  i l l  in to c lose contact with a v a r ie ty  of workers over whom they 

had l i t t l e  contro l and a range of services into which they had l i t t l e  input. 

Thus, they perceived themselves as p a r t ic u la r ly  vulnerable to ac ts  of 

incompetence and human e r ro r .  The accounts i l l u s t r a t e  the horror, fear and 

f ru s t r a t io n  th a t  perceived Incompetence generated in those l iv in g  with chronic 

i l ln e s s .

Sprinkled among the accounts were a l i ta n y  of ou tr igh t e r ro rs  from the 

perspective of the chron ically  i l l  individuals and fam ilies . One woman 

reca lled  a s t r e s s  t e s t  in which the technician t r i e d  to s e t  the machine a t  a 

level th a t  might have k i l led  a le ss  a sse r t iv e  cardiac  p a tien t than her 

husband. Another to ld  of a h o sp ita l  d i e t i t i a n  providing her with a typed copy 

of a d ie t  th a t  would have endangered her l i f e  had she t r ie d  to  apply i t  a t  

home. When the d i e t i t i a n  recognized the e rro r  the next day, she telephoned the 

pa tien t and offered to put the co rrec t  d ie t  in the mall. What the woman was to

eat in the in terim  did not seem to  concern the d i e t i t i a n .  Other pa tien ts  and

families reported incorrect in te rp re ta t io n  of X-rays or other t e s t s ,  sometimes 

leading to  misdiagnoses or unnecessary su rge rie s ,  required medications 

withheld or Incorrect ones given in e r ro r ,  and inappropria te ly  applied

treatments and the rap ies .

In many cases, the Informants were on the receiving end of p a r t ic u la r ly
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serious ac ts  of Incompetence. For example, one pa tien t recalled  an occasion In

which basic sa fe ty  procedures were Ignored.

I t  was like  h e l l .  I t  was incredib le . I wouldn't wish i t  upon anyone. I 've  
never had pain like  th a t .  I was in one of those s tryker beds and every 
time they 'd  tu rn  you — you face the floor for two hours, then face the 
roof — and every time they 'd  turn you a l l  your weight would end up on 
the l i t t l e  board a t  the bottom. I t  was unbelievable. And once a 
[p rac tic a l  nurse] dropped me out of the b e d . . .  This g i r l  came In, and I 
was on my back, and she put the board on top of me before she turned me, 
and then walked out of the room. And she came back about ten minutes 
l a t e r ,  and stepped on the foot pedal, and up I went. And she hadn't 
bolted down the board. And up I went. And she ju s t  stood there and 
screamed. I was ju s t  laying there . I d id n 't  know what the he ll  was going 
on. So I got whipped back down to su rg e ry . . .  And I d id n ' t  wake up again 
for about four days. I wake up again in Intensive Care, with a tube down 
my th ro a t .  I ' l l  never forget th a t .

Another recalled  the ineptitude of one p a r t icu la r  intravenous nurse.

She was another nurse th a t  we wouldn't l e t  touch us. I mean, she'd  find a 
nerve, and my nerves s t ick  out p re t ty  good, my veins I mean — and she'd 
go in to get the vein, and she 'd  miss, and then she s ta r ted  moving i t  
around, and jabbing, and she'd  never get anywhere, so she'd pull i t  out, 
and she'd  t ry  somewhere e lse .  Apparently, you're only supposed to t ry  I t  
twice, or something, and then you're supposed to forget i t ,  or get 
someone e lse .  I think she t r ie d  nine times on me in a row. And she t r ied  
I t  l ik e  seven times In my arm, and then she went into my ankles. God! I 
cou ldn 't  believe I t ! . . .  If  your IV went dry, I 'd  ju s t  turn mine o ff .  I 
wouldn't t e l l  them u n t i l  I knew th a t  th is  woman wasn't on the f loor . And 
you knew, a f te r  four o 'c lock , you were safe . You wouldn't get her.

Aseptic technique was another s i tu a t io n  in which pa tien ts  and families noticed

incompetence.

But th is  one, holy smokes! Just d id n 't  care, you know. She'd be halfway 
through (doing my d ress ing] ,  and then leave for a coffee break or 
something. She'd come back 20 minutes l a t e r ,  and your le g 's  wide open 
with th is  s tu f f  hanging out. And a l l  the other nurses would put on rubber 
gloves to do th i s ,  and she never put on any rubber gloves. They were 
always in the k i t .  They get the k i t s ,  and they 're  wrapped in green c lo th , 
and she 'd  come in and out of the room while she was doing i t ,  walk out of 
the room, never wash her hands. I t  was Incredible! I t  was as i f  she 
d id n ' t  give a damn for anyone in the whole h osp ita l .  She could walk into 
the next room where someone had ju s t  had some surgery, and do something 
with th e i r  bandages, and I might have a staph Infection . She was ju s t  a 
rea l  weirdo. Ju s t  d id n ' t  care about anything.

in  some cases e rro rs  and incompetent acts  occurred In se r ie s .
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This PTFE, g ra f t  i t  got c lo t te d .  And taking out the c lo t  i s  l ike  a 
20-minute operation, so i t  was a minor o p e ra t io n . . . I t  was done in the 
evening. But anyway, I guess i t  was a young a n e s th e t i s t ,  and he thought I 
looked super healthy . Here's th is  young guy — and I guess he d id n ' t  read
my chart th a t  c lo se ly  to  see my h is to ry .  Or maybe he d id , and s t i l l
d id n ' t  th ink . You know, because I 'd  been on the TPN, I was looking f a i r ly  
good, I guess, and he thought, "Oh, h e re 's  th i s  young guy. He's only 24, 
25," whatever I was, and "He looks g re a t ."  So he d id n ' t  bother to 
Intubate me, during the operation. So n a tu ra l ly  — oh, you know, l  could 
k i l l .  I f  I catch th a t  guy now I 'd  probably choke him, along with a few 
other doctors . But anyway, so n a tu ra l ly  I asp ira ted  and developed 
pneumonia. So th i s  lady goes and gets th is  — I guess she was a 
[p rac tica l  nurse]. She goes and gets th i s  hot water b o t t l e .  Well, I tuck 
I t  under a l l  th i s  other s tu f f  tha t I got on me, r igh t?  I t  leaked a l l  
over me. Right? (LAUGHS). And, you know, she had the audacity  to  say to 
us, "Oh, i t ' s  not my f a u l t , "  you know (LAUGHS). Like who's fa u l t  is  i t?
Right? " I t ' s  not my f a u l t . "  You know, rea l dingbat. I was shaking. My
teeth  were ju s t  r a t t l i n g .  I mean, I was re a l ly  cold. And then I ju s t  went 
the other way, and I was bo iling  hot. So they whip everything out, and 
then th e y 're  try ing  to  cool me o ff .  I t ' s  one of those n igh ts ,  where once 
something goes wrong, everything goes wrong. So then they get th i s  other 
d ing-a-ling  nurse, sh e 's  gonna cool me off with a lcohol. So she gets  th is  
metal bowl, puts i t  beside my bed, and sprays the a lcohol. Well, i t  
sprays everywhere, including In my eyes, r ight?  I t ' s  ju s t  aggravation. 
r igh t?  And then the a n e s th e t i s t ,  eventually  he did come In, I think i t  
was the next day, and apologized, and said  i t  was his f a u l t .  And then he 
used to  come in every day. Well, I f in a l ly  sa id , "Just d o n 't  bother 
coming in . I c a n ' t  stand the s igh t of you."

In many cases, the incompetence was complicated by an u t te r  unwillingness to

l i s te n  to the p a t ien t  or fam ily 's  warnings.

And another time I went in for a kidney In fec tion , and they wanted to  do 
an [intravenous pyelograml. I went in tha t  n ight. They took ray p i l l s  away 
from me. I had nothing! I had no [medication] whatsoever a l l  th a t  day, 
'cause of the s ickness th a t  night in the h o sp ita l .  And the next morning I 
went down for the IVP, so I s t i l l  d id n ' t  have any [medication], and I was 
so weak I could hardly l i f t  my head up. And I went in and had the shot.
As soon as the dye went in the vein I went in to  a c r i s i s  
s i t u a t i o n . . .  That was ju s t  an automatic reac tion . He wouldn't l i s t e n  to 
me when I was try in g  to  t e l l  him. He came with the Demerol, he shot me 
through the Demerol and the nurse noticed th a t  I had stopped breathing, 
and she did CPR [cardiopulmonary re su sc i ta t io n ) .  And a t  the end of th a t ,  
I sa id , "From now on, I want co n tro l ."

Being hosp ita lized  a lso  subjected p a tien ts  and th e i r  fam ilies  to 

observations of what they considered incompetent care of other p a t ie n ts .  One 

woman recalled  such an event.
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There was an e ld e r ly  gentleman, across the room from [my husband 1. He was 
dying, and i t  was ju s t  before Christmas. And (my husband! watched as 
nurses cared for him during the day. He had the same nurse for severa l 
days In a row. And they would say, "Mr. so-and-so I ' l l  give you a bed 
bath, and I'm ju s t  going to  turn you over." And he sa id  i t  was very, very 
gentle  hands-on care . He s a t  up for a very short length of time each 
day. I t  was a heart problem, t h a t ' s  why he was on th a t  ward. That was how 
he was being cared fo r .  And he had heard the conversation th a t  the family 
were coming. They were coming for Chris tm as.. .before Christmas because 
they ju s t  d id n ' t  know i f  he was gonna make i t  t i l l  Christmas. And [my 
husband) said th a t  one morning th is  nurse came in, and she ju s t  sa id ,  
"Good morning Mr. so-and-so. I'm going to  give you a ba th ,"  and, "Come 
on, up out of bed." And the fellow d id n ' t  want to get up, he d id n ' t  want 
to  do i t .  He was refusing , but she in s is ted  th a t  he needed a shower. And 
took him into the shower in the room, and he died in th e re . And the three 
[roommates] were ju s t  in shock!.. And he collapsed on her in the shower. 
And they ca lled  a cardiac a r r e s t  team. The other s t a f f  whisked the other 
p a tien ts  out of the room, and put them down in the day room. But my 
husband f e l t  th a t  she k i l le d  him. I sa id , "Well, he was probably going to 
d ie  anyway, but she d id n ' t  have to  move him th a t  way." He had seen the 
care the nurse previously had been giving to  him, and th a t  type of thing, 
and suddenly th is  person comes in and ju s t  t r e a t s  him so d i f f e r e n t ly .  I 
cou ldn 't  r e a l ly  ju s t i f y  I t ,  'cause I could see — perhaps they were 
try ing  to  hold him over t i l l  a t  le a s t  Christmas, or u n t i l  the r e s t  of the 
family could a r r iv e  from wherever they were coming.

Sim ilarly , a young man described an incident in which he was unable to  obtain

help for his roommate who was fa l l in g  out of bed.

I could hear a l l  the nurses a t  the nurses s ta t io n  ta lk in g , g igg ling , and 
laughing, and a l l  th a t  s tu f f ,  and I pushed the button. And I co u ld n 't  do 
a th ing , I was [immobilized!. And I s ta r te d  y e ll ing  a t  them, and i t  took 
almost a ha lf  an hour for them to  get in the re , and here [my roommate] 
was holding on for dear l i f e  on those r a i l s .  And the only reason they 
f in a l ly  came In Is I got — I s ta r te d  c a l l in g  them every name in the 
book. Like, we were r ig h t  outside the nurses s ta t io n ,  and they f in a l ly  
came in to t e l l  me to shut up. The guy had a hip replacement yesterday, 
h e 's  f a l l in g  out of bed, and you dumb bitches c a n ' t  even come in here and 
get him back Into bed. And he was screaming his head off too, you know — 

the pain and s tu f f .  Ju st  incredible!

Thus, being witness to what they In terpreted  as Incompetence In the care of

others was a te r r i fy in g  experience for many p a tien ts  and fam ilies .

While the l i f e  and death e r ro rs  were perhaps the most dramatic, many of

the chron ically  i l l  p a t ien ts  and fam ilies were a lso  concerned about the degree

of minor e rro r  tha t seemed to le ra ted  in general health  care p ra c t ice ,  one
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aspect o£ professional health care which concerned them In th is  way was the

s tandard iza tion  of treatm ents and procedures. As one woman complained, many

profess ionals  were In s is te n t  on going by the book, even when i t  defied logic .

Like, I weigh 103, and they might t e l l  a 200 pound man the same th ing . I t  
d o esn 't  make sense. Because [these drugs 1 must re a c t ,  and we ju s t  d o n 't  
know enough about I t .  But I t ' s  ju s t  common sense to  t e l l  you i t  would 
reac t  d i f f e r e n t ly  on d i f f e r e n t  people, and d i f f e r e n t  combinations of 
drugs.

Another woman experienced a d isas trous  outcome to  an inappropria te ly  applied

standard physical therapy procedure.

My l e f t  hip went out of jo in t  th ree  weeks a f t e r  surgery while I was 
having physiotherapy, which wa3 the most frigh ten ing  thing I 'v e  ever had 
happen to  me in my whole l i f e ,  or ever w ill  have And [the 
physio therap ist]  was encouraging me and helping me to bend my leg a 
l i t t l e  fu r ther and i t  ju s t  snapped out and I had to  be rushed to  the 
h o sp ita l  In emergency... Nobody re a l ly  knew quite  how to t r e a t  me and I 
asked the doctor who was looking a f te r  me, what precedent there  was for 
looking a f te r  a case like  mine and he sa id , "None. I t  has happened so
seldom we d o n 't  know.” So a f te r  th a t  they t re a ted  me with kid gloves In
a physiotherapy manner, and I was so nervous th a t  I think I 'v e  ended up 
with very weak muscles and not t e r r ib l y  supporting of my hip. [Two months 
la te r  she saw her doctor a t  the teaching c l i n i c ] .  He asked me to explain 
what had happened and he was quite  c r i t i c a l .  The physio therapist was 
there and a lso  the so c ia l  worker and my husband was there too as well as
a lo t  of other re s id en ts  and so on. And he said he c e r ta in ly  hoped th a t
th a t  was not the p rac tice  any longer in ( th i s  hosp ita l]  and then gave the 
r e s t  of them a lec tu re  on the fac t  th a t  a person of my age and muscular 
la x i ty ,  I guess, would have to be trea ted  e n t i r e ly  d i f f e r e n t ly  than say 
th a t  foo tba ll  player we did yesterday who was in and out and, you know, 
playing again. And a f te r  th a t  I d id n ' t  hear anything from anybody a t  (the 
h o s p i ta l ] .  I ju s t  simply wasn't mentioned, I guess. I t ' s  the kind of 
thing th a t  they might have thought might have led to a law s u i t  or 
something, so there  was nothing. I t  was very strange a f te r  th a t ,  and yet 
my husband and I had both rea l ised  In many ways the physiotherapy had
been a t  f a u l t .  I heard Dr. S c le a r ly  point out th a t  maybe they shouldn 't
have been pushing me, you know. Because you t ry  to do what's expected of 
you. And y e t,  because you hear no one saying, "I'm s o r ry ,” or "maybe i t  
wasn't the thing to  have done, but ju s t  going on as though i t  hadn 't
happened. As i f  you weren't th e re . As i f  i t ' d  happened to a mannequin or
something.

Thus, from the perspective of p a t ien ts  and fam ilies , competence was not simply 

a matter of knowing and following standard procedures, but a lso , and more 

importantly, a matter of common sense.
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Another guest-lon of competence arose when p a tien ts  and fam ilies were 

given co n flic tin g  advice by equally  expert health  care p rofessionals , as one 

woman explained.

Bach doctor has a d i f f e r e n t  opinion. The f i r s t  surgeon I had, th a t  did 
the bypass, as soon as I was back in my room p ra c t ic a l ly  he sa id ,  "Oh, 
th e re 's  nothing wrong with you now. You're f in e ,"  you know, even though I 
knew I had Crohn's d isease . He sa id ,  "There's nothing wrong. You can eat 
anything you want." And ye t, when I talked to  my own family physician he 
sa id , "Oh, no, i t ' s  not so. You must s tay  on a d ie t .  You're going to have 
sp e lls  when you r e a l ly  are f ine , but y o u 'l l  s t i l l  have the Crohn's 
d isease . I t ' s  not going to go away." So th e re 's  a d ifference between a 
surgeon, and my own family p h y s ic ian . . .  But I t ' s  hard. I mean, who do you 
believe?

Sim ilarly , many were shocked to  experience co n f l ic t in g  opinions within an

Individual p ro fess ional.

I'm s i t t i n g  there  in so much pain I c a n ' t  see s t r a ig h t .  So then, believe 
i t  or not, he booked me back into the h o s p i t a l . . .  I remember they put the 
IV in me, because I was supposed to  be going for surgery. He comes in 
l ik e ,  no kidding, f i f te e n  mLnutes before I'm supposed to go down, and he 
says, "I'm sorry , but I d o n 't  know what I'm doing." That's  what he said 
to me! So out comes the IV, and off I go home. I cou ldn 't  believe i t .  
Couldn't believe i t .  And, of course, the pain is  s t i l l  there , the very 
same pain.

In many cases, "stupid mistakes" about minor issues made people very nervous

about competence for the la rger ones.

There was one time we were asked to  report to  [a hosp ita l]  to see a 
specia l doctor in regards to  Multiple S c le ros is .  And, you know, h e 's  got 
to  be a very, very in te l l ig e n t  man. But when we got into his o ff ice  I was 
in th is  wheelchair and (my wife] was with me and when I pulled into his 
off ice  he sa id , "Hop up there  on the ta b le ."  And I sa id ,  "I d on 't  hop 
anywhere, Doctor. I f  I'm g e tt ing  up on th a t  tab le  i t ' s  going to be with 
the help of a few of your s t a f f  because I'm going to have to  be put up 
the re ."

For many of the ch ron ically  i l l  Individuals and families In th is  study, 

incompetence had a profound e f fe c t  on th e i r  q u a l i ty  of l i f e  with chronic 

I l ln e s s .  One a r t h r i t i c  woman, for example, was convinced th a t  she would not 

have been crippled for l i f e  had she been referred  to seen a competent 

s p e c ia l i s t  e a r l i e r  in her i l ln e s s .  "I'm not b i t t e r ,  but i t  makes me damn

272

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



rankled! To think th a t  sone stupid doctor kept saying, "You're not th a t  bad

yet. Take another couple of Aspirins." Another young man discovered th a t  his

permanent orthopedic d i s a b i l i ty  might have been preventable had he had surgery

immediately following h is  Injury or had su itab le  r e h a b i l i ta t io n  therapy. "I

found out a f te r  approximately a year — the f i r s t  year of r e h a b i l i ta t io n  — I

had found th a t  i t  was the wrong re h a b i l i ta t io n  tha t I was doing."

However, in most cases, the acts  they considered incompetent were not regarded

as such within the medical establishment. Rarely were pa tien ts  and families

s a t i s f i e d  tha t  the same ac ts  of incompetence would not be repeated with other

c l ie n ts ,  as one woman noted.

Oh, I t e l l  you, i f  you want a dozen people t h a t ' l l  t e l l  you the same 
s to ry , we can give them to you. All people with the same d isease , with 
the same doctor. He should not be p rac tic ing . He should not be 
p rac tic ing .

Thus, the horror of having witnessed or been party  to  an act th a t  they 

considered Incompetent was compounded by the in a b i l i ty  of the pa tien ts  and 

families to do anything to  r e c t i fy  the s i tu a t io n .  From th e ir  perspective, 

incompetence within the health care system was a serious problem and a major 

th rea t  to  the sa fe ty  and wellbeing of chronically  i l l  p a t ien ts .

Getting Caught in Red Tape

The f ina l category of organizational d i f f i c u l ty  which characterized 

health care for these chron ically  i l l  individuals and families was the 

bureaucratic regulation and procedure of health care de livery . As these people 

discovered, i t  was very d i f f i c u l t  to  challenge a highly bureaucratized health 

care system. One woman, for example, found i t  almost impossible to  find her 

way through what ought to have been a very simple r e fe r ra l  procedure. When her 

son developed an unusual skin lesion , one of his  s p e c ia l is ts  thought he ought 

to be seen by a dermatologist,

273

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



But, of course, Dr. A cou ldn 't  send him to  a skin s p e c ia l i s t ,  I had to  go 
to my GP. I had to wait an hour and a ha lf  in the o ff ice  for the GP to 
t e l l  me th a t  I can go to  my skin  s p e c ia l i s t ,  r igh t?  I mean, a l l  i t  
would've taken was a phone c a l l  between the two of them, and I might not 
have to  come in here to  see him. Phone c a l l  is  not good enough. Mot good 
enough th a t  Dr. A had w ritten  him a l e t t e r .  Mot good enough th a t  Dr. A 
had explained i t  to  my GP a lready . I had to  go through my GP. I had to 
s i t  an hour and a ha lf  in the o f f ice  so th a t  I can be re fe rred .  And I 
complained very badly to  the attending nurse, and she got qu ite  upset.
No, you have to  go through the rou tine. Okay, so we go through the 
rou tine . So my doctor, my GP, has been sent a l e t t e r  by Dr. A, r ig h t ,  
explaining everything. And then, I go to the skin s p e c ia l i s t .  I s tep  into 
h is  o ff ice  and he says to  my son, "Let me see your fe e t .  Ho, i t  looks 
much b e t te r  so, okay, f ine , i f  you have any problems see me again ."  (I 
said] "Veil, we are here about h is  back." "His back? I have nothing 
about his  back. I know nothing about his  back. You're t e l l in g  me you are 
here about his  back?" And I say, "You have to  t r u s t  me. You have to 
t r u s t  me. Hasn't my GP le t  your recep tio n is t  or your nurse or you know? 
Haven't they sent you a l e t te r ? "  And he was very, very dis turbed, 
because he d id n ' t  want to  believe m e... He sa id , "Well, th i s  is very, 
very s trange. I haven 't  heard anything." Right now I had been waiting an 
hour and a half  a t  my GP's so th a t  he can t ran s fe r  me to the skin 
s p e c ia l i s t .  The skin s p e c ia l i s t  has never heard about th is  guy before. So 
f in a l ly ,  I sa id , "Well, make some phone c a l l s .  Phone the GP. Let your 
nurse phone them. You have a re c e p t io n is t ,  pick up the phone." — "Yes, 
th e re 's  a l e t t e r  in my o f f ice ,  and i t ' s  a l l  w ritten  down.” He had never 
passed on the l e t t e r ,  he had never made a phone c a l l ,  nothing. But 1 had 
s a t  in h is  o ff ice  and waited for nothing. For abso lu tely  nothing. And I 
had to t e l l  him everything. You know, th is  is  very recen t. This is  as 
recent as two months ago. Bureaucracy, you know, has caught up with them, 
and also  they d on 't  r e a l ly  c a r e . . .  Why go through th is?  Does he have to 
make his $25 c a l l?  Does a GP have to have that?  Is i t  tha t?  Or what is 
i t?  Or is  i t  an overblown bureaucracy? Why do three  people not ta lk  to 
each o ther, l e t  the p a tien ts  t ry  to regulate  i t ,  you know. They're not 
supposed to  know anything, r ig h t?  (LAUGHS)... I t ' s  so r id icu lous . I t ' s  so 
r id icu lous . I t ' s  ju s t  bureaucracy overlapping each o ther, and catching up 
with i t ' s  own t a i l ,  you know. I t ' s  ju s t  crazy.

In most cases, the bureaucratic  requirements of health  care de livery  

seemed predicated on completely fa u l ty  logic . For example, one woman 

remembered her f a th e r 's  bed-shuffling during a h o sp ita liza tion  as p a r t ic u la r ly  

i l l  thought out.

They were closing up [the hosp ita l]  for the summer. I ju s t  heard th a t  i t  
was something th a t  they were planning on doing because of the cutbacks. 
And they did i t  while he was th e re , which was ju s t  before he was 
re leased. The week before he was re leased , he was on one f loo r ,  then they 
put him on another f lo o r ,  then another ward, then another f lo o r ,  and he 
was up and down. And they had him in the new part of (the h o sp i ta l] ,  and
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then everybody was gone there th a t  day, and they only had the p a tien ts  
th a t  had to  s tay ,  so he was th e re .  And then they put him on the floor up 
above. And he f e l t  l ike  he was being pushed around. He said  l i t e r a l l y  
th a t  they had the old piano, and a l l  the other beds, and he used to  say 
they were gonna leave him the re . They had a l l  these beds pushed into th is  
one room th a t  he was In. Like moving fu rn itu re  around, s to r ing  I t .  And 
then they decided to wheel him out, and put him on another f lo o r .  They 
were l i t e r a l l y  moving fu rn itu re  around him. And he f e l t  t h a t .  He s ta r te d  
to get r e a l ly  emotional about t h a t . . .  He remembers th is  pushing and 
shoving, and he remembers i t  as being a very bad ex p er ien ce . . .  He was in , 
I be lieve, s ix  d i f f e r e n t  floors  and wards.

A young man described the equally nonsensical p rac tice  of requiring

hosp ita lized  p a tien ts  to take sedatives a t  n igh t.

T hat 's  one thing I c a n 't  understand with the h o sp ita ls ,  is  the way they 
pump you f u l l  of sleeping p i l l s  even I f  you d o n 't  want the damn th ings .
At [one h o s p i ta l ] ,  every night about nine o 'clock  they 'd  come in with two 
sleeping p i l l s .  I d id n ' t  want e i th e r  one of them 'cause they send me on a 
re a l  weird — in to  a loop, and I d id n ' t  l ik e  th a t .  I 'd  ra the r  have the 
pain than go through th a t  every night - -  a s ick  fee ling . And they 'd  s i t  
th e re , and make you take these p i l l s .  Veil, a t  f i r s t ,  they said  you have 
to take them, 'cause they were prescribed. And tmy doctor] came In, and I 
sa id , "Did you prescribe these sleeping p i l l s  for me?" And she said  she
had prescribed [pain k i l l e r s ]  but not the sleeping p i l l s .  I s a id ,  "Veil I
d o n 't  want them any more.” so she got them taken off my ch a r t .  And 
they 'd  s t i l l  come down to  the TV room with these s tupid  sleeping p i l l s ,  
and a g lass  of water. I got to  the point where I d id n ' t  even argue any
more. I 'd  ju s t  say, "Okay, but I ' l l  take them in a while." I sa id , "I
want to  watch TV for a while." So they 'd  say, "Okay, w e 'l l  put them 
here ."  And I 'd  go back in my room, and I 'd  hide them. In the morning I 'd  
give them back. And I 'd  always get h e l l .  "You're supposed to  take the 
damn th in g s ,"  and "you're not supposed to give them back." And I 'd  t e l l  
them — God knows how many times I 'd  t e l l  them I d id n ' t  want these s tupid  
th ings. I had no trouble s leeping. This lady I was In the hosp ita l  with 
in the summer, she had the biggest co l le c t io n  of sleeping p i l l s  when she 
l e f t .  And t h a t ' s  when she gave them back, when she l e f t .  'Cause she 
d id n ' t  want them, and they 'd  come in every night (LAUGHS). And (our 
doctor] would t e l l  them th a t  we d id n ' t  need these p i l l s ,  we had no use
for them, and we s t i l l  got them. I t  was ju s t  r id icu lo u s .  So a t  the end of
i t  she had one of those l i t t l e  p la s t ic  measuring cups, and she had i t
f i l l e d  to  the brim with these bloody p i l l s .  And on the way out she handed
them the th ing .

One woman reported a s im ila r ly  f ru s t r a t in g  hosp ita l  regu la tion , being

forbidden to  use her e le c t r i c  wheelchair in hosp ita l co rr id o rs .

Oh, I to ld  (the nursel not to  be so s i l l y .  I wouldn't run in to  anybody. 
But I mean, rea l ly !  i t  was a su rg ica l ward, and people were walking 
slowly down the a i s l e  to have a smoke, or whatever, and I guess she
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thought I was going to  run in to  somebody. Well, rea l ly !  other people I 
to ld  were ju s t  appalled th a t  she 'd  even say th a t .  I 'd  be exhausted l£ I 
had to  s i t  and be in an ordinary wheelchair, and wheel myself a l l  the way 
down the h a l l  to have a smoke. T hat 's  dumb.

The young mother of a baby born with PKU experienced another i l lo g ic a l

h o sp ita l  policy  — enforced Infant feeding schedules.

I could hardly drag myself out of bed to  get up for these feedings, and 
she would be sound asleep  in th is  l i t t l e  c r ib  beside me. I d id n ' t  hear 
the alarm a t  a l l .  And I can remember several nights s tr ip p in g  her 
completely naked to  wake her up — see, when she was cold she 'd  wake up 
— s tr ip p in g  her completely naked, and then dressing her, and then try ing  
to get her to  drink th is  b o t t le ,  and she 'd  have two or three s ip s ,  and 
then f l ick in g  the bottoms of her f e e t .  And i t  was ju s t  awful. And I kept 
saying, "Can't I ju s t  l e t  her s leep  and maybe s h e ' l l  take more when she 
wakes up — when sh e 's  hungry?" And they sa id , "No, you have to  feed her 
every four hours." And the day I l e f t  the h o sp ita l ,  I said  to (the 
d i e t i t i a n ] ,  "I'm l e t t i n g  her s leep when I take her home." And (she] sa id , 
"You've got to get th a t  milk into he r ."  And I sa id , "I d o n 't  care. I'm 
going to  l e t  her s leep ."  And I l e t  her s leep . She s le p t  14 hours! That 
baby was t i r e d .  I kept going in and checking her. She s le p t  14 hours, she 
woke up and took s ix  ounces. She had never taken more than three ounces 
in her l i f e ,  but she took s ix  ounces because she was so hungry.

Yet another i l lo g ic a l  aspect of the health  care bureaucracy, according to

the p a tien ts  and fam ilies , was requiring  them to  come to the d o c to r 's  o ff ice

for regular p rescr ip tions  or t e s t  re s u l t s  ra the r than using the telephone. In

many cases, fa tigue  and immobility made ex tra  o ff ice  v i s i t s  extremely

d i f f i c u l t ,  as one woman's explanation i l l u s t r a t e s .

Well, i f  you have MS, i t ' s  more t i r in g  to come in than i t  is  to ju s t  s tay  
home and get no p r e s c r ip t io n . . .  So i t ' s  a bureaucracy, which is  t i r in g  
and useless  to me as a p a t ie n t  person. I t  seems like  i t ' s  not pragmatic 
a t  a l l .

In other cases, pa tien ts  suspected th a t  i t  was more luc ra tive  for

professionals  to  plan o f f ice  v i s i t s  than to use the telephone.

He'd have me come in , and I would have had t e s t s ,  and I would have an 
appointment to see him a f t e r  these t e s t s  were done, and I would go in to 
keep th a t  appointment, and I would wait, sometimes an hour and a ha lf  to 
go in for him to t e l l  me th a t  the re su l ts  of the t e s t  weren't back yet 
instead of a phone c a l l  to  say, "Hrs. L, the r e s u l ts  are - -  so-and-so," 
or "I want to see you again so-and-so." And I got fed up with th a t .  Like 
I d id n ' t  catch on to  what was happening r ig h t  away.
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For many patients and fam ilies, the s tr ic t  rules and regulations

governing home support services were unbelievably f ru s t r a t in g .

I'm having trouble  washing my h a ir ,  and I wash i t  in  the sink. I can vet 
my h a ir ,  and I can soap i t ,  but I c a n ' t  seem to  get a l l  the soap out, and 
I get worn out by the time I'm doing the rin s ing  p a r t .  So I asked [the 
homemaker serv ice] i f  they could allow them to make sure I 'v e  got the 
soap out of a l l  my h a ir .  No, they c a n ' t  do th a t .  They c a n ' t  wash my hair 
for me. Because th e re 's  a ha ird resser  th a t  comes to your house to do your 
hair (LAUGHS). Nov i f  the homemaker gave me a bath, she could wash my 
hair in the bath, but because she 's  not giving me a bath, she c a n ' t  wash 
my h a ir .  Nov lo ts  of people d on 't  need th e i r  hair washed. A bad a r t h r i t i c  
would, but then they 'd  probably be giving th a t  bad a r t h r i t i c  a bath, so 
t h a t ' s  where she 'd  get her hair  washed. But because I'm more independent, 
I have my bath when my husband is home so i f  I run into trouble he can 
get me out. So in other words, should I be less  independent and make them 
give me my bath so th a t  I can get my hair  washed? Stupid. And t h a t ' s  
what I say, th ey 're  geared for everybody. And a ru le  is  a ru le ,  a ru le  is  
a ru le ,  and t h a t ' s  i t .

From th e ir  point of view, the regulations often created a s i tu a t io n  of

financ ia l waste ra the r than cos t-e ffec tiveness . One fam ily 's  search for

re sp i te  so th a t  they could continue to  care for th e i r  chronically  i l l  child

was a p a r t ic u la r ly  f ru s tra t in g  example.

I says, "You're w illing  to put out $6,000 a month for [my son] to  be 
looked a f te r  [in  an in s t i tu t io n ] "  but I says, "You won't put out $25, 
once a month, for me for a b a b y s it te r ."  I says, " i t  re a l ly  doesn 't  make 
any sense a t  a l l . "  I sa id , "All I want is $25 a month," and I says, "I 
c a n 't  have i t .  But I can have $6,000 a month, i f  I want to  give him up." 
And tha t doesn 't  make sense, because — you're try ing to explain to them
— he 's  b e t te r  off a t  home with us, because we can give him more time, 
and more a t te n t io n .  There '3 a good chance, hopefully, h e ' l l  make i t  out 
in soc ie ty , eventually . But i f  I put him in one of those re sp ite  homes 
for ever, you can almost guarantee h e ' l l  never be anything in the world. 
H e 'll  always be a vegetable. And so i t ' s  going to  keep costing the 
taxpayers money, and money, u n t i l  the day he d ie s .  But i f  we can get him 
to  end up going out on his own, i t ' s  not gonna cost the taxpayers. That's  
why I ju s t  d o n 't  understand a l l  th is  s tu f f ,  l ike  red tape, and
s tu f f ,  you know. And like  I to ld  him I says, "The ra te  i t ' s  going," I 
says, "Imy husband] and I are  going to  be divorced," I says, "Then I'm 
going to  be coming to  you with five k ids ."  I says, "Man, I'm gonna cost 
you guys a fo rtune."  I says, "Why d o n 't  you Invest a l i t t l e  b i t  of money
— $25 a month — so Imy husband] and I can go out and keep our marriage 
toge ther."  I says, "Then I won't be on W elfare?"... He ju s t  looked a t  
me, he sa id , "You've got a few good poin ts , Mrs. C." And I says, "You're 
damn r ig h ts  I do, and I ' l l  pay th a t  to your superintendent to shove i t  up 
his a ss ."  And I ju s t  slammed the door, and th a t  was i t .
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Another very common experience in dealing with a health  care bureaucracy

was waiting, while most people were w illing to to le ra te  waiting i£ i t  aeemed 

necessary, they were angry a t  the way many professionals  and serv ices 

completely ignored the needs of p a tien ts  in th e i r  booking schemes.

And three of us were booked for the same time, two o 'c lock . And I went 
in a t  quarter to  two, and I got out a t  25 to seven. Now t h a t ' s  a b i t  
much, I th ink . And three people hooked for two o 'clock! And in his 
o ff ice ,  you're there a t  le a s t  an hour. Maybe an hour and a quarte r .

Another pa tien t explained a s im ila r ly  f ru s t r a t in g  booking policy .

What I objected to , was th a t  th is  man had s ix  and seven people for the 
same time s lo t ,  you know... You'd chat with people while you were 
waiting, and then, "My appointment's for 10 o 'c lock , what t im e 's  yours?" 
"Oh, mine's 10." And somebody e lse  is  saying, "No, mine's 10, mine's 
10." And, you know, he 's  ge tt ing  paid from the government for th is  kind 
of thing! I t  was only a f te r  I got used to going the re , th a t  I saw what 
th is  man's approach to his prac tice  was. And everybody was complaining, 
and everybody was upset. But i f  you want to see somebody who's supposed 
to be the best in th e i r  f ie ld  and you need help, you d o n 't  argue with 
what th ey 're  doing. This is  the way they do i t .  And what he would do was, 
he 'd get through a l l  those people in the morning, then he 'd go out and 
play golf in the afternoon, you see. I know i t  i s n ' t  any of my business, 
but he made enough money to have worked a day and a ha lf  for the amount 
of people th a t  he could cram in by noon.

As has been noted e a r l i e r ,  many p a tien ts  and families were re fe rred  to one

p ra c t i t io n e r  a f te r  another in the course of th e i r  i l ln e s s .  In such cases, each

new p rac t i t io n e r  meant more waiting.

All [my husband] does is  drag me around. And, believe me, i t ' s  tough when 
I go to the doctor — i t ' s  tough. Twice as bad for him, s i t t i n g  in the 
d oc to r 's  o f f ic e ,  looking a t  those magazines th a t  are five years o l d . . .  I t  
is  tough on him s i t t i n g  in the waiting room, two, th ree , four hours.

Because they were dependent upon th e i r  general p ra c t i t io n e rs  for making

appropriate r e f e r r a l s ,  the waiting was often for no rea l b en ef i t .

The great f a i l in g  is  th a t . . .y o u  c a n 't  get to  anybody unless you go 
through (your family physician]. I f  th a t  person has no knowledge of these 
issues or people who can deal with th is  or help you in th a t  regard, 
you're stuck. Or i f  they d o n 't  believe th a t  I t  should be done then you've 
got to  s t a r t  the whole procedure again. Go to  somebody e lse  and 
recommence the whole issue.
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In other cases, I t  might lead to  the discovery o£ an exce llen t p ra c t i t io n e r ,  

but one to  whom the p a tien t  would be deprived access, as the following account 

I l l u s t r a t e s .

And th e re 's  a c e r ta in  comfort In being ab le, I f  you think you need I t ,  to 
phone your s p e c i a l i s t .  He's yours, you know, h e 's  looking a f te r  you. But 
you c a n ' t  do th a t .  I f  anything concerned me, and I knew very well i t  was 
the scleroderma doing th i s ,  I cou ldn 't  get on the phone to Dr. T 's  
o f f ic e ,  and ask to  see Dr. T and could I get an appointment th is  week, 
you know. Because they won't give you an appointment under three months. 
And you 're  supposed to ,  I f  th e re 's  anything happens, go and see your 
family d o c t o r . . . .  That bothers me. Because I could go across the s t r e e t  
to my doctor and t e l l  him I want to  see Dr. T, and I'm a fra id  th a t  I 
would get the same answer th a t  I ju s t  got from him the other day. " I ' l l  
make th a t  decis ion . I ' l l  t e l l  you when you need to  see a s p e c ia l i s t . "
They d o n 't  want to l e t  go of th a t  power or con tro l or whatever I t  Is .  And 
i t  doesn 't  sound very nice to  come from a p a t ien t  e i th e r ,  th a t  they want 
to see the s p e c ia l i s t .  Because i t ' s  kind of l ik e  te l l in g  the doctor, "You 
d on 't  know enough." And in th is  case, he doesn 't  (LAUGHS).

Another common bureaucratic  hassle described by these p a tien ts  and

fam ilies was the impossible challenge of try ing  to  reach professionals  by

telephone.

And you 're  try ing  to  get him on the phone, and you g e t,  "Oh, h e 's  not in 
r ig h t  now, and h e 's  not very good about returning his c a l l s . "  Oh, i s n ' t  
th a t  ju s t  bloody marvelous! Oh, I cou ldn 't  believe i t !  And then you 
phone in again, busy — busy. Phone in again, "Oh, h e 's  gone for the 
whole month of August. You might be lucky i f  you phone in September. You 
might be able to catch him. But, as I say, d o n 't  fo rget, he 's  not good 
about re tu rn ing  h is  c a l l s . "  Can you believe i t ?

The regulations surrounding access to professionals were a source of extreme

anxiety for some people. For example, one young man reca lled  intense

f ru s tra t io n  in try ing  to  find out the outcome of his  w ife 's  major surgery.

You're ta lk ing  to  someone who's spent a l l  of 24 hours in the hosp ita l my 
e n tire  l i f e ,  so I 'v e  never had no exposure to th is  s o r t  of th ing. But 
s t i l l ,  you know, I found th a t  very tough. I d id n ' t  know what was going 
on, you know. And I sa id , you know, "Could I ta lk  to  the doc to r,"  you 
know. Even r ig h t  a f te r  the surgery no one ca lled  me... I think i t  was 
sometime in the morning, and I was a t  work, and I to ld  everybody, you 
know. I to ld  the h o sp ita l ,  "Okay, you know, give me a c a l l ,  I ' l l  be a t  
home a t  th is  time, I ' l l  be a t  the o ff ice  a t  th is  time." No one ca lled  
me. I ca lled  the h o sp ita l .  I think i t  was the surgery was about three or 
four hours? Anyway, i t  was about four and a ha lf  hours or so. So I gave
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the hosp ita l  a c a l l  and sa id ,  "I'm ju s t  c a l l in g  about (my wife], Is she 
okay?" And l d id n ' t  want anyone to  give roe techn ica l d e t a i l s ,  I ju s t  
wanted to know Is she okay. Did the surgery - -  you know? That's  a l l  I 
wanted to  know, and no one could t e l l  me. I t r i e d  to  get a hold of the 
surgeon, I t r i e d  to get a hold of whoever. I t  d id n ' t  matter who I talked 
to ,  ju s t  i f  someone could say th a t  sh e 's  a l l  r i g h t . . .  Again, I d o n 't  
think t h a t ' s  being unreasonable. I'm not saying th a t  I have to ta lk  to 
the surgeon - -  th e y 'r e  busy —but i t  could ju s t  be the lady on the phone 
to  say, "Yeah, we checked her, sh e 's  in the bed, the doctors say the 
surgery vent f in e ."  That 's  a l l  I needed to  know, and I d o n 't  think 
t h a t ' s  un reasonable .. .  I ju s t  had to  kept c a l l in g  and c a l l in g .  I know I 
phoned the ac tua l surgeon's o f f ic e ,  l ik e  h is  downtown o f f ic e ,  I t r i e d  
th a t .  Well, I did f in a l ly  get through, but they co u ld n 't  t e l l  me. But 
apparently , you know, when I talked to  his nurse in the o ff ice  she sa id , 
"Well, he ju s t  d o esn 't  do th a t , "  you know, "not with me, not with 
anybody," you know, as i f  t h a t ' s  supposed to  mean anything to me, you 
know. I mean, again he d o esn 't  have to personally  c a l l  me, I'm not asking 
for th a t ,  and no one has to  c a l l  me. Even i f  they ju s t  leave a message 
th a t  the nex t-o f-k in , or whatever, someone in the family c a l l s  th a t  they 
can a t  le a s t  say, "Yes, sh e 's  a l iv e ."  I d id n ' t  know. This i s n ' t  a 
sprained ankle we're ta lk ing  about, i t ' s  f a i r ly  major surgery.

Thus, according to many p a tien ts  and fam ilies ,  con tro lled  telephone access

added considerably to  the f ru s t ra t io n  of chronic i l ln e s s .

Another f r u s t r a t io n  associated  with the bureaucratic  s t ru c tu re  was

dealing with the tu r f  b a t t le s  between health  care professions or individual

p ro fess iona ls .  For many p a tien ts  and fam ilies ,  th is  was p a r t ic u la r ly  evident

between medical p ra c t i t io n e rs  and those without medical legitimacy.

At one point I did mention th a t  I was going, and of course, I was to ld  by 
(the ch iroprac to r]  th a t  I have to be carefu l what I say. So a l l  I said  
was, I was going to  a ch irop rac to r .  And i t  was funny, because h e 's  very 
open and, you know, as I sa id ,  very thorough, and yet h is  comment was 
very derogatory, kind of, "They can manipulate minds, and other times 
they can manipulate a back too ,"  you know, something l ik e  th a t ,  you know. 
Which I was r e a l ly  surprised a t ,  because he seems f a i r ly  open. And I 
thought, "Hmmm, I guess I d o n 't  say anything about th a t  to  him."

These same t e r r i t o r i a l  b a t t le s  were waged over which treatm ents and therap ies

would be supported by the health  insurance program.

You know, the e f fe c t iv e  treatm ent, they won't pay for i t .  My vitamins, 
they won't pay for i t .  T hey 'll  pay for me to be b l i tzed  out of my fucking 
t re e  but they won't pay for vitamins. You know, t h e y ' l l  pay for me to  see 
every fucking s p e c ia l i s t  on th is  e a r th ,  but they won't foot the b i l l  for
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me to  have a psychologist, oc a p sy ch o th e rap is t . . .  You know, where's the 
ju s t ic e  in the fucking system?

Because the p ro fessionals  contro lled  access to  other aspects of the system,

th e i r  pos ition  in the pecking order could be In f lu en t ia l  in a p a t ie n t 's

i l ln e s s  ca ree r .

My dear old doctor r e t i r e d  and to  have a new young doctor with no clout 
is  very d i f f i c u l t  for a long-term p a tien t  (LAUGHS) which I discovered. I 
d id n ' t  know a t  th a t  time th a t  i t  takes months to  get r e f e r r a l s  and 
hosp ita l p r iv i leg es  and a l l  those things ju s t  a r e n ' t  qu ite  as they should 
be with younger doctors . The way had always been paved with th is  dear old 
doctor. Things ju s t  happened — doors opened. I had never known what i t  
was like  to  — i f  I needed medical a t te n t io n  — to have to  wait for i t .
So th a t  has been a learning experience.

Thus, learning the p o l i t i c s  of health  care was an Important pa r t  of learning

the bureaucracy.

A re la ted  bureaucratic  f ru s tra t io n  had to do with playing by the ru les  as

far as Information was concerned. As many pa tien ts  and fam ilies discovered,

information about them was considered the property of th e ir  p rofessionals

alone. One woman re f le c ted  on the outcome of consu lta tions  with s p e c ia l i s t s .

You were interviewed, Interrogated (LAUGHS), and then whatever other 
parts  of th a t  came together, everything was removed from you. And 
sometime l a te r  on, i f  you're lucky, r e a l ly  lucky, someone w ill read you 
th a t  rep o r t ,  or they may Just give you a few words, or they may sum i t  
up, but hopefully  i t  would be best of a l l  i f  they would read i t  to  you 
but t h a t ' s  ra re .  Very ra re .

Another woman explained the f ie rce  defensiveness th a t  could r e s u l t  when

pa tien ts  themselves pretended to know th a t  they needed.

But when I suggested to  him th a t  I should've had another [course of 
a n t ib io t ic s )  — well! I d o n 't  know i f  i t  was because I d id n ' t  have the 
good sense to  wait for him to  say i t ,  or what. He got very upset with me 
— th a t  I suggested th a t  I should have some more of th a t  medication, 
because i t  wasn't a l l  gone y e t.  Extremely upset with me, because I was 
t e l l in g  him his business. And I d id n ' t  mean i t  th a t  way (LAUGHS). I 
wasn't t ry in g  to  be offensive. And then I came out of there  f ru s tra te d  — 
what are you supposed to do? So I waited another three days, and 
when I f e l t  th a t  In fec tion , whatever i t  was, s t a r t in g  to  come back, 
t h e n . . . I  went back over, and he did in fac t give me another ten days 
medication. But I could've had i t  three days before!
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Thus, information con tro l seemed an in tegra l pa r t  of the bureaucratic 

s tru c tu re  of health  care de livery .

Because of standard treatment or care plans, many p a tien ts  and families 

found th a t  they were sub ject to repeated and senseless procedures whether they 

needed them or not. As one nurse with an asthmatic daughter commented, "I get 

taught how to take her temperature every time I go." Like th is  woman, many of 

the p a tien ts  and fam ilies learned to  enjoy the morbid humour inherent in such 

bureaucratic  nonsense. One man, for example, reca lled  an incident of 

bureaucratic  record-keeping in the midst of what was, to  him, a d ire  

emergency.

I admitted myself in the middle of the night with a kidney stone, not 
knowing i t  was a kidney stone, never having had a kidney stone before.
Not knowing, being completely In the dark about the source of th is  
extreme pain. And of course the f i r s t  person to interview me was I guess 
the th ird  year medical student who asked me for my name and — what else? 
— medical number. I babbled away something, and the next morning I 
looked a t  what I babbled away and i t  had no bearing on r e a l i ty
whatsoever. My address, my telephone, a l l  th a t  was f i c t i t i o u s .  And so was
the medical number. He kept on prompting me u n t i l  I gave him nine d ig i t s .  
That was I t ,  believe i t  or not. I got my name c o rrec t .

Thus, the incredibly  complex and in fu r ia t in g  red tape of health  care affected

the chronically  111 and th e i r  families In many ways. At best ,  I t  was humorous

and f ru s t r a t in g .  At worst, i t  made ra t io n a l  health  care an almost impossible

challenge for even the best Informed and the most a s se r t iv e  of c l ie n ts .

The accounts provide a graphic p o r t r a i t  of a number of major problems

created by the organizational s tru c tu re  of health care de livery . For the

chronically  i l l  and th e i r  fam ilies , the journey in to  health  care is  an odyssey

of ru le s ,  regula tions and p o lic ie s  which make l i t t l e  sense and provide l i t t l e

obvious benefit  to anyone. From th e ir  point of view, the system makes

obtaining health  care extremely complex and, a t  times, almost impossible.

Further, they suspect th a t  i t  represents neither a co s t-e f fec t iv e  nor a
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so c ia l ly  responsible organizational s tru c tu re .  Thus, th e ir  confrontations v ith  

the organization of health  care challenge them to t ry  to  make sense of the 

system for themselves.

Sociocultural Issues

The second major category of health care system confrontations 

a r t icu la ted  by the pa tien ts  and families in th is  study r e f le c ts  th e i r  intimate 

encounters with the individual people th a t  socie ty  charges with de livering  

health care se rv ices . Because such serv ices are e s s e n t ia l ly  human serv ices , 

the behaviors and a t t i tu d e s  of health  care workers are of considerable 

Influence upon those whose i l ln e s s  is ongoing. In th is  d iscussion , a va r ie ty  

of unpleasantries encountered by pa tien ts  and fam ilies w ill  be h ighlighted . 

C learly, not a l l  health care encounters are unpleasant. In fac t ,  most of the 

accounts in th is  study Included vivid  reco llec tions  of wonderful people and 

caring acts  within the health  care system. However, the accounts also  

demonstrate the power and the impact th a t  even a s ingle negative encounter 

could have on the l ives  and emotional s ta te s  of those dealing with chronic 

i l ln e s s .  Thus, the soc iocu ltu ra l  experience within the health  care system 

represents a major source of confrontation for many chronically  i l l  people and 

th e ir  fam ilies .

P re jud ic ia l A ttitudes

Like people everywhere, those who were employed in a health  care capacity  

could be r a c i s t ,  s e x is t ,  c l a s s l s t ,  or prejudiced in any other manner. However, 

in the health context, such p re ju d ic ia l  a t t i tu d e s  were p a r t ic u la r ly  

frightening and d is tu rb ing  because they were inescapable and because they
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represented the an ti thesis  of caring, often, the prejudices were unspoken and 

subtle . In such cases they produced anxiety and discomfort. As one man 

explained, "I had ce r ta in  reserva tions , you know. If  he becomes aware of our 

[Jewishl ra c ia l  background, is  [my wife] going to  be in jeopardy?"

Although the Canadian health  care system portrays I t s e l f  as equally  

accessib le  to  r ich  and poor a l ik e ,  those pa t ien ts  and fam ilies who were not 

among the more priv ileged c lasses  experienced considerable c lass  prejudice In 

th e i r  experiences with health  care , as one woman pointed out.

I have ju s t  noticed th a t  in d i f f e re n t  circumstances, the nurses reac t 
d i f f e r e n t ly  to  d i f f e re n t  people. Something I have found is .. .w hen  they 
find out tha t I'm on Welfare, I t ' s  s o r t  of push me as ide , and wait In 
l in e .

She reca lled  her most recent o ff ice  v i s i t .

I walked In and presented myself. . .  like  an executive, you know (LAUGHS). 
Walked in , sa id , "Well, you know, th i s  is  r e a l ly  s i l l y ,  but I had to  get 
i t  checked." And had I walked in the way I normally would've, you know - -  
very (SIGHS) Just relaxed and dressed in my jeans — I would've been 

trea ted  much, much d i f f e r e n t ly ,  because I know th a t  from past experience. 
I f  I walked in ju s t  wearing my jeans and flashed my Welfare card, they 
so r t  of t r e a t  you l ik e ,  "well, you know, you have no r ig h t  to re a l ly  
expect us to  jump to you. You're on ass is tance , you've got somebody e lse  
paying for you."

Another woman to ld  a s im ilar s to ry .

The other thing th a t  I r e a l ly  noticed is  tha t  address makes a lo t  of 
d ifference  in how a person is  t re a ted  within the system. My mother's 
always lived on the west side of town, and a t  one point her address was 
on 13th and [NAME] S tree t ,  and a t  another point a t  33rd and [NAME]. And 
i t ' s  nothing th a t  I can say sp ec if ic  Instances but there Is d e f in i te ly ,  
d e f in i te ly  a d ifference  in the way she was trea ted  when her address was 
on the west side of town, and the way tha t she has been trea ted  using our 
address on the eas t side of town (LAUGHS). And I know th a t  is  r e a l ly  
weird, but you can ju s t  see the d ifference  in people's reac tion . I had 
f i r s t  connection with the doctor th a t  she transfe rred  to  up there  and 
gave my address, which is on the e a s t  s ide of Vancouver, and, I mean, he 
ju s t  spoke down to  me. There 's no other way of putting  i t .  I guess in h is  
mind, l ike  he d id n ' t  r e a l iz e  th a t  I was a working individual, and I d o n 't  
know whether he thought I was ju s t  a down eas t-s id e  housewife, or what, 
but he d e f in i te ly  spoke down to  me. Now when Mom came in , and he was 
f i l l i n g  out her forms, and asked for her previous address, and we gave 
her previous address, and he asked for her previous doctor, who was on

284

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



the west s ide  o£ the town, a t  qu ite  a p res tig ious  address, l ike  the whole 
tone of the way we were t rea ted  was e n t i r e ly  d i f f e r e n t .

Class d iffe rences  were often  most apparent when home support serv ices of

some type were requ ired . One woman reca lled  being t e r r i f i e d  when a socia l

worker came to her home to assess whether i t  was an appropriate  s e t t in g  for

home care.

Yeah, we had to  look very appropria te . Like there was a big s t r e s s  on the 
night before a worker was coming, making sure th a t  the house was 
s p o t l e s s . . .  The kitchen floor is worn out, and, you know, somebody might 
no tice , and then she might have to  go and live  somewhere e ls e .

In other cases, the soc ia l  c lass  of the family with chronic i l ln e s s  was

considerably more advantaged than th a t  of the health  care worker. One qu ite

d isabled woman, for example, believed th a t  the homemakers supplied by the

public health  department resented her p r iv i leg e .

Like we had one lady th a t  used to  come in here. And I complained about 
I t ,  because she was here to do the vacuuming once a month, and she'd  come 
in here and sh e 'd  walk in the house a l l  storming a l l  the time and she 'd  
say, "I d o n 't  know why I'm here to  clean your house. My house is way 
d i r t i e r  than yours, and here I am," you know. And, "My t o i l e t s  are so 
f i l t h y . "  And I mean i t ' s  not my problem, you know.

F ina lly  some of the p a tien ts  and fam ilies  thought th a t  th e i r  needs in health

care were neglected because they were middle c la s s .  One woman considered her

b ro th e r 's  experience.

I guess probably the hea lth  care system f e l t  somehow th a t  people would 
look a f t e r  him because of the s i tu a t io n  h e 's  in. I a lso  had the fee ling  
sometimes th a t  middle c lass  people d on 't  need h e lp . . . t h a t  i f  he was 
poorer he would've been b e t te r  o ff in terms of support systems. Which I 
had wondered whether a soc ia l  worker would have gone in and seen how he 
was doing? Would home care have been offered? I almost had th is  fee ling  
In a sense you were negatively  penalized for being middle c la s s .

Thus, many people believed th a t  c lass  d is t in c t io n s  had in some way Influenced

th e i r  health  care experience.

Another element of prejudice experienced by some chron ica lly  i l l

individuals was the unfair assumption th a t  they were a lcoholics  or drug
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ad d ic ts ,  in some cases, aspects of th e i r  medLcal condition produced signs and

symptoms tha t were e a s i ly  m is in terpre ted , one man's s to ry  h in ts  a t  such

m is in te rp re ta tion .

And he to ld  me never to  touch b e e r . . . " I t ' l l  make you sicker than 
anything." Well, one day, I was walking downtown, and my stomach s ta r te d  
g e tt in g  squirmish, and there  was a hotel r ig h t  beside me, and I wanted a 
g lass  of beer. And I thought, "Well, to  h e l l  with i t ,  I'm going to be 
s ick  anyhow, I might as well be sick  with a g lass  of beer in me as 
without." And i t  d id n ' t  develop. I were constipated  for two or three 
days, and s l ig h t ly  nauseated, not comfortable in the stomach for a few 
days, and a l l  passed o ff  again. So, f igure  i t  out for yourse lf .

In other cases, th e i r  a ssertiveness  in try ing  to  get th e i r  health  care needs

met co ll ided  with the prejudices of health  care workers. Many p a tien ts  found

health  care p rofessionals  e sp ec ia l ly  judgmental about th e i r  use of analgesics .

But in the long run, you know, for somebody who's got a chronic I l ln ess  - 
- l ike  I was ta lk ing  to  a couple of people l a s t  n igh t, but I can think of 
times when maybe a couple of p a t ien ts  th a t  I know th a t  have the same 
Crohn's d isease , and I 'v e  said to  myself, "Well, they seem to  be using 
th a t  Demerol a l i t t l e  b i t  too heavy" — but in the long run th ey 're  out 
doing great now. And so they had an ex tra  shot of Demerol a t  one time. I 
mean, imagine th ings th a t  could 've been going through th e i r  mind - -  they 
had to  qu it th e i r  work, or th ey 're  o ff  so much time they d on 't  know i f  
th e y 're  going to  be allowed to go back to  th e i r  job or th ey 're  not 
g e tt ing  on so c ia l ly ,  th ey 're  not doing t h i s ,  th a t ,  and the next th ing . So 
they need an ex tra  shot for pain, t h a t ' s  the way th ey 're  coping, kind of 
th ing , a t  th a t  time. And sometimes you get some nurses — not a l l  of 
them, but some of them - -  where they go, "Oh, not th a t  guy again ,"  you 
know. Then they go home and in s ta n t ly  have a g lass  of wine to  cope for 
the day tha t  they 've ju s t  had, you know.

Often, the fac t th a t  they required analgesia  on a long term basis clouded a l l

other impressions of th e i r  health  care needs.

I wasn't Impressed with th is  asshole fucking doctor (LAUGHS), you know. 
And then a l l  she could focus on me was the amount of analgesics I'm using 
now... She's got me s lo t te d  as a drug addict and t h a t ' s  a l l  she focuses 
on.

In c o n tra s t ,  an awareness of the soc ia l  a t t i tu d e s  surrounding those with 

chemical dependencies caused some p a tien ts  and fam ilies to be highly sec re tive  

about such problems.
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I knew th a t  i f  I wanted any re a l ly  good care for her I 'd  b e t te r  not admit 
to  any doctor, or any health care worker, or person in the health care 
f ie ld ,  th a t  she had ever had any problem with alcohol a t  a l l ,  ever, a t  
a l l .  And I 'v e  never brought th a t  up to any of them. As a matter of fac t ,  
i t ' s  r e a l ly  funny, because one of the soc ia l  workers she d ea lt  
w i th . . .suggested th a t  a good way for us to put weight on her was to  feed 
her (LAUGHS) sherry every night. I mean, Horn ju s t  sa id , "Oh yes, 
ce r ta in ly !  (LAUGHS) Immediately we get a very large b o t t le  of sherry" 
(LAUGHS). And I ju s t  sa id , "Well sounds okay. Like, I l ike  milk shakes 
b e t t e r ” (LAUGHS). I mean, I ju s t  know from l is te n in g  to what's happened 
to other people, and from my own previous experience, what could have 
happened i f  I had have been s t ra ig h t  with them about th a t .

Thus, prejudices about a lcoholics  and drug addicts had some influence on the

health  care experience of several of these informants.

Beyond racism, classlsm, and other common soc ia l  prejudices, the

chronically  i l l  individuals and th e ir  families a r t ic u la te d  a special brand of

misapplied psychological theory they a t t r ib u te d  to prejudice against the i l l

and d isabled. Many found th a t  th e ir  legitim ate needs were often in terpre ted  as

neurotic .

I seem to  get the opinion from the doctor, from the nurse, from the 
people around there , th a t  I am a hypochondriac. Somebody t h a t ' s  always 
running into the doctor. Somebody t h a t ' s  always running in with one thing 
or another.

As has been explained in e a r l ie r  chapters, problems for which an organic cause

could not be pinpointed were often deemed psychosomatic. One woman expressed

Intense f ru s t r a t io n  a t  what she considered an in ju s t ic e .

They're not denying tha t  ray body is a l l  fucked. They know for a fac t i t ' s  
fucked. And yet they t e l l  me to  investigate  the psychological aspects of 
i t ,  because they do not know the organic cause.

Another woman experienced a s im ilar episode in which she was judged hyster ica l

because she was ju s t i f i a b ly  anxious and depressed about her esca la ting  pain

and weakness.

The s p e c ia l i s t  managed to  f i t  me in. I was ge tt ing  weak, I was s ta r t in g  
to lose weight again, and I was feeling so ro t ten .  He took me into his 
o ff ice ,  and he sa t  there and he 3a ld , "Now, my dear, you must have 
personal problems." And I sa id , "I'm s ick . I'm feeling depressed because
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I am so s ic k ."  He sa id , "oh no, you can t e l l  me, you must have personal 
problems a t  home." And he kept on, and o n . . .  All he thought was, l ike  
most women, th a t  your nerves are  bad. You got personal problems, t h a t ' s  
the only reason you 're  in the re . Now I 've  got b e t te r  things to  do than go 
and v i s i t  h im ...  I went in to  him because I was i l l  and in pain, and he
would not examine me. All he kept on about was the fac t th a t  I had
problems a t  home. F ina lly  I ju s t  looked a t  him and s a id ,  "I have no
problems a t  home.” And he kept on, and on. And I s ta r te d  to  c ry , and I
l e f t  his o f f ic e .  I went out In the waiting room. Hy husband was s i t t i n g
there . I came out in t e a r s ,  and he took me home. He was so mad i t ' s  a
wonder he d id n ' t  h i t  somebody on the way home.

According to these individuals  and fam ilies , many health care workers used a

limited knowledge of h o l i s t i c  and cross c u l tu ra l  theories  as yet one more

a ssau lt  on the c r e d ib i l i ty  of th e i r  p a t ie n ts .  For example, one woman re fe rred

to a physician 's  abuse of such theory. "And then he says to me, ‘Well, you

know, pain is  a l l  in your head. And the Chinese can walk on hot coa ls ,  and

I ta l ia n s  they get a l i t t l e  s l iv e r  and th e y ' l l  c ry . I t ' s  a l l  one co n d i t io n . '  I

thought, *0h, my God.'" From th e i r  perspective , psychological d is t r e s s  was

inevitab le  in chronic i l ln e s s .  Further, many of them seemed quite  comfortable

seeking help for th e i r  psychological health  when necessary. However, from

th e ir  s tandpoint, popular theory about the connections between mind and body

offered some unscrupulous health  care workers ju s t i f i c a t io n  for unfa ir  biases

toward the chron ically  i l l .  Thus, such theories  sometimes legitim ized

a t t i tu d e s  toward p a tien ts  th a t  were as p re ju d ic ia l  as were classlsm  and

racism.

Powex- St .r.uqql eg-

A second category of human confrontations depicted in the accounts of 

encounters with the health  care system was the power s trugg le . Given the 

b a t t le  for control of decision-making th a t  has been described within the 

context of ongoing health  care re la t io n sh ip s ,  power s trugg les  in general are 

p red ic tab le . Like those p rofessionals  involved in continuing re la t io n sh ip s ,
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health care workers like to have their own way of conducting business.

However, as they begin to understand the complexity of th e ir  i l ln e s s  and th e i r

experience with i t ,  p a t ien ts  and fam ilies increasingly  take on re sp o n s ib i l i ty

for contro l over th e i r  health  care .

From the perspective of those l iv in g  with chronic i l ln e s s ,  power

struggles were often  an in tensely  f ru s tra t in g  element of the health  care

experience. The p o ten tia l  for power s truggles occurred anytime the p a tien t

entered the domain which the health  care worker considered h is  or her kingdom.

For example, one young man described doing b a t t le  with a nurse over having

c ig a re t te s  in his  hosp ita l  room.

I think she was on some so r t  of a power t r i p .  I d on 't  know. I t  was 
weird. But a l l  the other nurses, you know, as soon as she 'd  get out of 
the room into the nurses s ta t io n  with my s tu f f ,  one of them would ju s t  
grab i t  and bring i t  r ig h t  back. Ten minutes l a t e r ,  she 'd  come back in 
again. I t  was unbelievable! I t  got to  the point where I got a friend of 
mine to bring me up a r o l l  of masking tape, and I 'd  tape my c ig a re t te s  to 
my ches t, or my arm. I mean, she 'd  search everywhere — she 'd  search the 
bed (LAUGHS). But she 'd  never search me... She'd leave everything in a 
t o ta l  mess, ju s t  looking for c ig a re t te s .  And she 'd  take the pillows out 
of the pillow cases to look for the c ig a re t te s .  I mean, i t  was 
unbelievable!

An older gentleman reca lled  a s im ilar power s trugg le  when a nurse in s is ted

th a t  he shave his beard.

The next day, the same old ba ttleaxe  come in , and I hadn 't  shaved for a 
couple of days, and she s ta r ted  g e tt ing  into me about not being shaved, 
and th e re 'd  be no beard growing in her w a rd . . . th i s ,  th a t ,  and the o ther.
I blew up. I sa id ,  "And since when did th is  become your ward? As far as 
I'm concerned, th is  is  a public h o sp ita l ,  and i t ' s  owned by the public ."  
And th is  old ba ttleaxe  come in ag a in .. .an d  she sa id , " I f  you d o n 't  shave, 
I ' l l  get an orderly  to  shave you." Never answered her a t  a l l .  When an 
orderly come with a razor, he was ju s t  ready to s t a r t  shaving me, and I 
looked a t  him, and I sa id , "Looklt, you touch my face with th a t  razor, 
and y o u 'l l  be in court on an a ssa u l t  charge." She was standing r ig h t  
the re . She stamped o f f . . .  I sa id ,  "In the f i r s t  place, I think you b e t te r  
forget a l l  about the war," I says, "You're dealing with the general 
public now. You haven 't got your rank on the shoulder, or the man with 
his rank on the arm." I says, "I think as fa r  as ( th is  h o sp ita l]  is  
concerned, they b e tte r  put you back emptying bed pans. You might be good 
for th a t ."
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One source o£ power s t ru g g le s ,  according to these p a tien ts  and fam ilies , 

was the health  care worker's burning need to  be r ig h t  about everything. This 

a t t i tu d e  fu r th e r  implied th a t  independent decision-making on the pa rt  of the 

p a t ie n t  and family was always wrong. For example, one woman described an 

IncLdent in which a doctor seemed to be grasping a t  straws to  find evidence 

th a t  her decision  to take her daughter off a d ie t  had fa i le d .

There was quite  a controversy a t  (the hosp ita l!  as to  whether her hair 
had ligh tened . But Dr. Y f e l t  tha t  her hair had lightened. I guess for 
lack of anything e lse  to show of a ty p ica l  PKU off d i e t ,  he had to find 
something, so her ha ir  must be l i g h t e r . . .  I f e l t  l ike  she was being 
examined under a microscope when we were in th e re , l ike  trying to find 
something th a t  showed a ty p ica l  of a PKU off d ie t .  And he cou ldn 't  find 
anything. She d o esn 't  have eczema, her BEG was normal, her psychological 
te s t in g  is  normal, her blood work is  okay.

In another family, whose ch ild  had the same medical condition, e f fo r t s  to

maintain the d ie t  were a lso  met with sub tle  suggestions th a t  the family could

not possibly  be t e l l i n g  the t ru th .

They to ld  me th a t  her EEG (Electroencephalogram! was showing some s l ig h t  
abnorm alities, and I got a l l  worried about i t . . .  But they implied tha t  
because I wasn't c a lcu la t in g  r ig h t ,  her [blood] l e v e l 's  high a l l  the r e s t  
of the time is what they implied, which is a bunch of baloney, because I 
feed her the same a l l  the t im e ! . . .  So I l e f t ,  and we went back for 
another EEG th is  time, and i t  was exactly  the same... I asked for reports
of the th ings , and ...w hat I found out was, th a t  the EEG tha t was done
th is  time, was no d i f f e r e n t  than the one th a t  they had done the la s t  
time. Then I found out th a t  i t  was the same as the one th a t  was taken 
when she was 13 months old, or something like  th a t .  I t ' s  been the same 
a l l  along. She's always had th is  borderline a c t iv i ty  through the whole 
th ing, you know, ever since they've been doing EEGs there  has been a 
s l ig h t  abnormality. So, anyway (LAUGHS) I thought th a t  was kind of 
in te re s t in g ,  so I'm not worrying abut her EEG's any more, obviously she 
has a s l ig h t  abnormality somewhere, you know. I was worried when I found 
out th a t  they were concerned about th is  EEG. But, you know, I was 
th inking, "Oh, my God, I 'v e  been s lipp ing  on my ca lcu la t io n s ,  and t h a t ' s  
why sh e 's  got an abnormal EEG." But i t  wasn't true  a t  a l l ,  because a l l  
along i t ' s  been abnormal.

Thus, from the p a tien t  and fam ily 's  point of view, supposedly objective

measures were a c tu a l ly  manipulated to prove the health  p ro fess io n a l 's  point.
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According to many patients and families, rudeness by health care

professionals  and workers was a common technique for re in fo rc ing  the power

Imbalance between them. For example, one woman reca lled  a d o c to r 's  response to

what she thought was a leg itim ate  question.

We had heard s to r ie s  th a t  there  was a couple of heart kids th a t  had 
Catscans, and d id n ' t  re ac t  very well to  the dye, and had problems, you 
know, with the Catscan. So I said  to him when he sa id  they were going to 
do the Catscan, I s a id ,  "What are the complications?" or "What can be the 
complications of a Catscan?" or "What are  the dangers of a Catscan?" And 
he looked a t  me l ike  I had holes in my head, you know. "Well, i t ' s  a 
Catscan! I t ' s  l ik e  an X-ray. There's no dangers from a Catscan!"

Another remembered a s im ila r ly  rude response from a nurse when she commented

on her daughter 's  coughing.

So she was coughing r e a l ly ,  re a l ly  a lo t  in the h o sp i ta l ,  because the a i r  
in th e re 's  so dry. She always does cough when we go in th e re .  And I was 
ju s t  so upset, and I s t i l l  d id n ' t  understand what th is  disease was 
r e a l ly .  And they t e l l  you th ings, and i t ' s  going r ig h t  past you, because 
you c a n ' t  th ink , because you're ju s t  frozen in time, you 're  ju s t  numb.
And I said  something to  her about the coughing, and she looked a t  me, and 
she sa id ,  "Well c y s t ic s  do cough!" (ABRUPT TONE OF VOICE). I was ju s t  
taken back, you kr.ow, and there was no sympathy, there was nothing, ju s t  
th i s  cold b i tch ,  t h a t ' s  a l l  she w as...  I d o n 't  know how th i s  cold bitch  
ever got into a kids h o sp ita l .

According to these p a t ie n ts  and fam ilies , such rudeness and arrogance could

produce an inde lib le  and unpleasant memory tha t coloured the health  care

experience considerably.

The other one th a t  I hated there was th is  doctor, who I see now as some 
big poobah a t  (the c h i ld re n 's  h o sp i ta l] .  And he was [a re s id e n t] .  And he 
came in and took the case h is to ry .  And th i s  guy had to  be the coldest 
block of ice th a t  ever — I mean, I know th a t  nurses and doctors have to 
pro tec t  themselves, they c a n ' t  get involved with people. I mean, they 
have to put up a c e r ta in  sh ie ld ,  or they 'd  be breaking down every time 
something happened. Like they have to  be able to  have some d is tance , you 
know. I'm sure they get fa v o r i te s ,  and whatever, but I understand tha t 
try ing  to  hold back a l i t t l e  for th e i r  own p ro tec tion . I understand th a t .  
That guy was j u s t . . . s o  awful. I was going to  complain about him too, but 
I was in such a s t a t e .  I thought a t  the time th a t  probably I'm not being 
fa i r  to these people I'm so upset. But even in re tro sp e c t ,  I think I was 
more than f a i r  to  those people (LAUGHS). But he was so r t  of awful, very 
a u th o r i ta t iv e ,  and brought in a group of students the next day, and so r t
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of did th is  thing on us, and standing there like Mr, God In the middle of 
the room — th is  arrogant, arrogant ego.

The struggle  for control between the chronically  111 and the system was 

often manifested in the form of a general d isrespect for those on the 

receiving end of health  care. As one woman commented, "I find tha t  not often 

do you find doctors or nurses th a t  want to  t r e a t  you as somebody who Is 

important, somebody who does know her own body." She found tha t frequently her 

e f fo r t s  to  a s s e r t  he rse lf  In the health  care context were met with sarcasm and 

In su lts .

And a lo t  of the times doctors have l ik e ,  "Well, what have you come in 
here for? Are you the doctor yourself?" I get a lo t  of th a t ,  because I 
walk in and I t e l l  them what's wrong with me instead of ju s t  taking th a t  
as my opinion and moving on to th e i r  opinion about I t ,  and finding out 
what i t  i s .  I get a lo t  of smart remarks.

Another woman recalled  being Insulted for fa l l in g  to accept an e a r l ie r

recommendation.

Well, he ju s t  about, you know, gave me a spanking, or slapped me, for 
doing what I did . You know, he was very d is ta n t ,  very nonemotlonal, very 
unfeeling about why I ju s t  would've wanted to  t ry  th i s .  You know, i t  was 
ju s t ,  "Well you've gotta be back on. You're r e a l ly  a fool to ever go off 
of i t , "  you know.

One major manifestation of th is  d is respec t for pa tien ts  and families was 

r id icu lin g  any In i t i a t iv e  on th e ir  p a r t .  One man recalled  an instance of such 

r id ic u le .

When you interviewed me l a s t  time I was into my s ix th  or seventh month of 
strange undiagnosed g a s tr ic  problem th a t  dragged on t i l  only about four 
to  s ix  weeks ago. And the person who solved i t  was me! I f in a l ly  decided 
I was going to avoid any wheat products such as pasta or bread. And 
everything stopped almost overnight! Which leads me to  believe th a t  i t  
was a gluten a l le rg y .  And I sp e c i f ic a l ly  asked my GP, "Do you think th is  
could be a gluten allergy?" I sp ec if ic a l ly  addressed th a t  question to 
several s p e c ia l i s t s  and a l l  of them ju s t  laughed de ris iv e ly  and sa id , 
"Well i f  you believe in a l le rg ie s ,  then you believe in miracles."

Like many others In th is  study, th is  man found th a t  n u tr i t io n  was an

espec ia lly  popular ta rg e t  for r id icu le  within the health  care system.
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In te re s t in g ly ,  while most p a t ien ts  and fam ilies understood n u t r i t io n ,  s t r e s s  

management and exercise to  be obvious fac to rs  in th e i r  wellness lev e ls ,  such

a t t i tu d e s  were ra re ly  shared by those in the formal health  care system.

Thus, for these p a tie n ts  and fam ilies , power s trugg les  with ins iders  to 

the health  care system were unfortunately  common, and an inherent outcome of 

taking on some re sp o n s ib i l i ty  for th e i r  own health within a system geared 

toward re ta in ing  complete co n tro l .  As one woman explained, th i s  produced a

so r t  of "Catch 22" s i tu a t io n  in which acquiescence was the p rice  of access to

serv ices .

That's  what brought i t  to  a c r i s i s .  I think i f  I hadn 't had to  access a l l  
th is  phony nonsense where, l ike  I say, people who could help me access 
what I needed were saying, "You d on 't  need i t  because you can t e l l  me 
what i t  i s .  You're ju s t  try ing  to use the system."

Confrontations over who was in charge were, the re fo re , an Inevitab le  feature

of health  care for chronic i l ln e s s .

Dehumanizing Experiences

A th ird  category of soc iocu ltu ra l  confrontation described by the 

chron ically  i l l  individuals and families in th is  study included encounters 

th a t  extended the prejudice and power s truggle  into a context of humiliation 

and dehumanization. From the perspective of those on the receiving end, the 

approaches used in th is  regard were d e libe ra te  and c ru e l.  While prejudice and 

a desire  for power were somewhat understandable, even among health  care 

p rofessionals , these behaviors were not. Thus, the confrontations with the 

system depicted here rep resen t, from the pa tien t and fam ily 's  perspective, a 

destruc tive  side of humanity incarnate in the health  care system.

For many pa tien ts  and fam ilies , being trea ted  as i f  they were children 

was an Intensely humiliating and unfortunately frequent experience. One man 

remembered such an incident one might when he decided to get out of bed to
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relieve himself even though the side r a i l s  on his hospital bed had been 

raised.

She s ta r te d  in on me. "You get back in th a t  bed (SPEAKING LOUDLY). 
Wa-wa-wa-wa-wa-wa." And I sa id , "I am not your two or three  year old 
kid. I know what I'm doing. This has happened to  me before, and i t ' l l  
happen to  me again. But I sure am thankful th a t  I am not one of your 
ch ild ren , because they w ill  lead one l i f e  of h e l l  with you for a mother."

A woman with Multiple S c le rosis  remembered the condescending tone of an

encounter with a young and naive occupational th e ra p is t  to  whom she had

confided her serious f inanc ia l  problems.

She says, "Why d on 't  you go type in the corner?" This was her so lu tion  
to the whole thing. I mean, years ago I typed, and I ended up typing — I 
think I was ju s t  picking a t  the th ing , 22 words a minute. She said , 
"That's  go-oo-ood." I sa id , "No, i t ' s  no-o-ot. T ha t 's  not good." One 
time I t ie d  my shoes and she sa id , "Oh, t h a t ' s  very good." patronizing 
me. You see , they 've missed somewhere. They think MS means - -  you're not 
mentally handicapped, you're physically  handicapped, but th ey 're  try ing  
to make you mentally handicapped.

A man who needed home support serv ices complained of a s im ila r ly  patronizing

a t t i tu d e  from a p rac t ic a l  nurse.

This male nurse th a t  comes here a t  n igh t, you know, he w ill pat me on the 
head, for example, when he takes my sweater off and my T - sh ir t .  He runs 
his fingers  through my hair and i t  ju s t  t o t a l l y  bugs me. I say, "Now, 
d o n 't  touch my h a ir ,  p lease . Don't worry about my ha ir  being mussed up. 
There's no problem. I'm going to  bed anyway and i t ' l l  be mussed up 
again ."  He says, " I t ' s  okay, Mr. J , "  and h e 's  running his fingers 
through my h a ir .  I d on 't  l ike  th a t!  And I c a n ' t  seem to get i t  through 
to him th a t  I wish he would ju s t  keep h is  hands to himself. And the la s t  
doggone th ing when he leaves me, he 's  got me tucked into bed, and h e ' l l  
come in and h e ' l l  say, "There we a re , Mr. J .  Bye-bye for now." And h e ' l l  
pat me on the head .. .  Well, to  me, i t  r e a l ly  Is abusive! Because th i s  Is 
pa tting  you on the head like  you're a l i t t l e  animal, or something. I 
don 't  l ike  th a t .  All I want to  do, If  somebody's going to  handle me, ju s t  
get on with the th ing , get me up, put me to bed, and be gone, or 
something l ik e  th a t .  I ju s t  d o n 't  want t h i s ,  "Okay, l i t t l e  boy, now w e 'l l  
see you tomorrow."

Thus, being t re a ted  as children or as i f  they were mentally handicapped

represented a source of humiliation for many of these people with chronic

i l ln e s s .
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Another Eorm of dehumanization described by the p a t ien ts  and families 

included unbelievable in s e n s i t iv i ty  to  th e ir  experience as human beings. For 

example, one woman described an Incident in which she had gone to a doc to r 's  

o f f ice  to  explain In person th a t  her fa ther had died while awaiting his open 

heart surgery.

So I went in to  the d o c to r 's  o f f ic e ,  where the s p e c ia l i s t  was. I thought 
maybe i t  would look a l i t t l e  n icer than somebody c a ll in g  and saying, 
"Sorry, a p a t ie n t  has d ied ."  I thought I 'd  go in and explain to the 
doctor what happened, and th a t  he wouldn't be coming. The nurse wouldn't 
l e t  me in to  see the doctor. So she sa id , "Can you leave a message?" I 
sa id ,  "Yeah, I suppose." And th a t  was hard, having to stand there , and 
t e l l  the re c ep t io n is t  th a t  — I mean, she wasn't even a nurse, she was 
ju s t  a r e c e p t io n is t .  I had to  stand there and say, "Veil, th e re 's  a 
p a t ien t  th a t  was supposed to  be coming in here, but he passed away."
That was a l i t t l e  b i t  d i f f i c u l t .  I walked out of there not knowing 
whether I was coming or g o in g .. .  You know, tha t  so r t  of leaves you with 
wondering why. I mean, she was the one th a t  s e t  up the open heart 
surgery, you know. I kind of hoped th a t  th a t  was something I should've 
explained to her. I l e f t  my name and Informed her, but no, she d id n ' t  
contact me.

Many p a tie n ts  and fam ilies  to ld  of overhearing health  care workers'

conversations as examples of in s e n s i t iv i ty .  In one p a r t ic u la r  case , an

overheard conversation had p a r t ic u la r ly  devastating e f fe c ts  on one man.

And then I heard one nurse whispering to another, "This is  the th ird  one 
they 've brought in to n ig h t ."  And th a t  innocuous remark, to  someone in 
th a t  s o r t  of c r i s i s ,  had a horr ify ing  e f fe c t  on me. I was convinced that 
th is  was some s o r t  of a t e r r ib l e  d isease . And t h a t ' s  i t ,  these were my 
l a s t  minutes. Look around, th is  dreary emergency department, and th is  is 
i t .  I t ' s  been a s l i c e .  Goodbye. Which I think they should teach in 
medical school and in nursing school --when people are in c r i s i s  watch 
what you say!

Yet another hum iliation for many was the way th a t  personal information was 

considered public knowledge among health  care workers. For example, one woman 

was h o rr i f ie d  to  see her appointment for a Barium Enema advertised  on the 

nursing s ta t io n  chalkboard for a l l  the world to see. Another female pa tien t 

reca lled  an incident in which her bloodsugar was found elevated following an 

outing with another p a tien t  to whom she was qu ite  a t t r a c te d .
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This one day Cthis man] and I went out for a walk to  the pack, we d id n ' t  
have anything to  eat-, or anything to  drink , or anything, came back, and 
we both had high blood sugar, so ray doctor he ju s t  had a £1t . "well, th is  
is  not supposed to  happen. I t ' s  off the protocol, and you're not supposed
to go up re a l ly  high when you're having in su lin ,"  and da-da-da. So they
checked our lunch, what was in our lunch, and ju s t  a l l  t h i s .  Well, I 
guess, you know, I was a l i t t l e  b i t  a t t ra c te d  to [him] guess, you know. 
And he was a l i t t l e  b i t  a t t ra c te d  to  me — the hormones - -  [LAUGHS). I t  
was ju s t  a hoot! Anyway, but th is  guy — my doctor - -  he yelled a t  me. 
Well, I almost died.

Invasions of privacy were a lso  described as humiliating and dehumanizing. One

woman's account i l l u s t r a t e s  such an instance.

The day th a t  he to ld  me about the re s u l ts  of the angiogram, we both 
c r ied .  I had pulled the cu rta in s  around h is  bed, and we both were crying, 
holding each o th e r 's  hands. I was rea l  close to  the bed, and we were 
q u ie t ,  and a l l  of a sudden the curta ins  whipped open, and — a doctor in
a white coat — t h a t ' s  a l l  I saw a t  the moment. I was very close to  the
bed. And he sa id , "Excuse me," I think he said "please,"  but I'm not 
sure . And I got up from the ch a ir ,  and I moved away from the bedside. I 
figured he was going to move in, and then I noticed a group of other 
people in white coats . About four maybe. And he turned to me again, 
"Excuse me." So I turned back to  (my husband], and i t  had been obvious 
we'd both been crying, te a rs  were s t i l l  th e re , and I sa id , "Oh, I ' l l  see 
your l a te r  Honey," whatever, and I walked out. But the way I f e l t ,  what I 
wanted to  say to  th is  man (LAUGHS), th is  person in a white coat, was "Who 
the (PAUSE) fuck are you?" I t ' s  exactly  what I wanted to say to him. I 
was r ig h t  in the middle of sharing something with [my husband]. I t  was a 
p rivate  time. And he did th i s .  He hadn 't said who he was, he was not one
of [my husband!'s doctors th a t  I knew o f . . .  I r e a l ly  f e l t  l ike  he was
s o r t  of taking over, and I no longer had - -  not con tro l, but I had - -  he 
was invading ray privacy, our privacy.

In add ition , a su rp ris ing  number of pa tien ts  and family members recounted

incidents  in which they believed th a t  they had been "yelled a t"  by

professionals  in the health  care f ie ld .  One woman, for example, remembered

such an incident in the recovery room following surgery.

I ' l l  never fo rget,  one of the nurses to ld  me to  shut up. "Shut up," she
sa id .  Of course, then, I went back into a delirium. I ' l l  never forget
th a t .  She to ld  me to shut u p . . . I  was in so much p a in . . . I  was jus t  
moaning, groaning, l ik e ,  "Help me.” I was so upset, 'cause I cou ldn 't  
even hardly b re a th e . . .  And there  was me, and a l l  they would do was t e l l  
me more or le s s ,  "Just shut up. Be qu ie t .  And d on 't  upset the re s t  of the 
p a t ie n ts ."
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Further, several patients and families talked of being cr it ic ized  for

expressing emotions or d is t r e s s ,  as one young man's account i l l u s t r a t e s .

Lots of times when I 'd  cry in the h o sp ita l ,  I was to ld ,  "What are you 
crying for? You're a big boy,” you know. Like nurses would say th is  to 
me. And, "Geez, how old are you? And you're crying! Oh, come on. So, 
b e t te r  pu ll i t  a l l  in , and stop, 'cause i t ' s  offending people.” So I 
ended up crying in the bath tub, because there was nobody around.

Other accounts revealed occasions in which the withholding of information

amounted to c ru e lty  from the perspective of the pa tien ts  and fam ilies .

Looking back afterwards, l ike  I sa id , tha t  i f  I had known on Tuesday th a t  
(my son) would be dead by Thursday, you know, I would have — lik e ,  
because I d id n ' t  know what to  do with him, you know? Like I d id n ' t  want 
to be handling him too much. I d id n ' t  know I could pick him up, so I 
never held him, you know. And he ju s t  la id  in the bed for four days. I 
never held him a t  a l l !  (PAUSE - SOBBING ABOUT FOUR SECONDS). And you 
know, I ju s t  d id n ' t  know what to  do (SOBBING) and nobody t e l l s  you. Like 
afterwards you th ink, "Well, s h i t ,  I could've s a t  th e re , or talked to 
him, or something.” I spent half  my time smoking in the lounge, because 
I d id n 't  know what to do for him (VOICE IS VERY EMOTIONAL). And i t  was 
ju s t  so f ru s t ra t in g  to  s i t  and look a t  him, and not know, you know... So 
I said to  (the doctor] then, I sa id , "Look, what is the worst th a t  can 
happen?" And he wouldn't t e l l  me (SOBBING). And I came r ig h t  out and I 
said to  him, "Is he going to die?" And he ju s t  sa id , "I c a n ' t  answer 
those questions, y o u 'l l  have to ta lk  to  the surgeon. I c a n ' t  deal with 
those questions."

Equally cruel were matters of opinion couched as objective fa c ts .  One mother

of a child with PKU recalled  such an Instance when she made inqu ir ies  about

the issue of contemplating future pregnancies.

I guess i t  was around the th ird  or fourth day th a t  I 'd  been there , I said 
to  him, "What about future ch ild ren?” Now, they had given me the
s t a t i s t i c s  on i t ,  you know, but I wanted somebody to say, "Yeah, go
ahead," or "Why not?" I knew th a t  I had a one in four chance of having 
another PKU. I mean, I knew the s t a t i s t i c s  of i t .  And I sa id ,  "What do 
you think about me having fu rther children? Is i t  a good idea, or what?" 
And I c a n ' t  remember his exact terminology, because h e 's  very, very good 
a t  tw isting  things around, but what he ac tu a lly  in fac t  sa id , and how I 
read i t  was, "Why would you want to have another ch ild , because i f  i t ' s  
another PKU, you're contaminating the world. You are bringing another
c a r r ie r ,  or another PKU, into the world."

Another family experienced a s im ila r ly  cruel episode of genetic  counselling

when the daughter with PKU considered going off her d ie t .
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But then he went on to explain to  her th a t ,  "You know, you ju s t  walked 
past the nursery when you came here, where a l l  the l i t t l e  t in y  babies 
a re ."  which we d id . We had to go through to  the (maternity 1 hosp ita l ,  
and you go by the in tensive  care nursery. And he said  to her, "Well, you 
could have a baby l ik e  one of those l i t t l e  t in y  babies, only yours could 
have a l i t t l e  head. There could be something wrong with i t s  head, or i t  
could be re ta rded ."  And i t  ju s t  blew my mind! I thought, "You're 
ta lk ing  to  my eleven year old! I can counsel b e t te r  than th is !  I d on 't  
need t h l s . " . . . i  sa id  to  him, "You give me s t a t i s t i c s .  Can you t e l l  me 
th a t  my daughter w il l  have normal children i£ she remains on her d ie t? ”
He sa id ,  "Mo." I sa id ,  "Then I d on 't  want to  l i s t e n  to you. I d o n 't  want 
to hear your b u l l s h i t . "  I mean, they 're  t e l l i n g  me th is  is  a reason to 
s tay  on d ie t ,  but they c a n ' t  give me any evidence. And I Celt like I was 
being conned, like  t h i s  was th e i r  game, and I wasn't playing by th e ir  
ru le s ,  so they were going to  pu ll  every d i r t y  thing out o£ the book th a t  
they could. And I was upset th a t  they had done i t  to  her, 'cause I d id n ' t  
think a t  11 years o ld , she needed to hear about mlcrocephallc children, 
you know.

One woman recalled  a s im ila r ly  cruel remark £rom her physician implying th a t

she was asking £or more than her share of health  care resources.

I mean to dump on me, "I hate to  see what you've cost the system." I 
could 've fucking decked her! I could've fucking decked her, r igh t then 
and the re , I was so goddamned mad. And I thought I'm not lowering myself 
to your standard, you know, like  I could 've.

Thus, c ruel and humiliating in te rac t ions  were a p a r t ic u la r ly  painfu l and

fru s tra t in g  type of health  care confrontation.

Beyond the In s e n s i t iv i t i e s  and cruel encounters th a t  were so b i t t e r l y

recalled  by many informants, there were many reports  of instances in which

these p a tien ts  and fam ilies were t rea ted  more as objects than as human beings.

One woman recalled  such an experience.

He doesn 't  drape you, he doesn 't  cover you up, he doesn 't  t e l l  you. I 
mean, you are lying on th i s  old tab le ,  which he 's  probably had for 50 
years, with not a s t i t c h  on and a sheet over you. He goes through th is  
whole examination. You're on your l e f t  s ide , he 's  ju s t  done a re c ta l ,  
which is  not very comfortable, and then he says, "Turn over," and you get 
in th a t  goddamned knee/chest position . And you're not covered up, your 
whole body is  exposed. He does the sigmoidoscopy.

Another observed, "They're for one sp ec if ic  ro le  and t h a t ' s  I t .  And I'm sure

they forget your face, although they may remember your in c is io n ."  According

298

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



to many of the patients and fam ilies, some health care workers seemed

Incapable of understanding th a t  they were thinking and fee ling  ind iv idua ls .  As

one man complained, "I wasn't looked a t  l ik e  a person. I was looked a t  as

another body, a p a t ien t  th a t  had symptoms, physical symptoms. But what came

out of my mouth, and what I f e l t  and s tu f f ,  were secondary." As the objects  of

health  care ra ther than i t s  human re c ip ie n ts ,  these men and women f e l t

p a in fu lly  dehumanized. One woman's desc r ip tion  captures the fee ling  v iv id ly .

You know, th is  is  what I g e t .  I t ' s  l ike  I'm supposed to  lay down on the 
ta b le ,  be q u ie t ,  and l e t  them do th e i r  job. But th e y 'r e  not working on a 
d o ll!  I could understand th a t  in a d o ll  h o sp ita l ,  you know. "My 
e l a s t i c ' s  broken between my arms," you know. But I'm not a d o l l ,  and I do 
know what I f e e l .

Thus, the soc ia l  climate of health  care was a f f l i c t e d  with a number of 

a t t i tu d e s  and behaviors perceived as f ru s t r a t in g ,  hum ilia ting, and even 

dehumanizing by p a tien ts  and fam ilie s .  Their experiences in dealing with the 

human context of health  care even tua lly  brought them into contact with 

profoundly d is tu rb ing  ideas, p o l ic ie s  and p rac tice s .  Because they created such 

anguish, such encounters were Inevitab ly  granted an Important s ta tu re  In the 

determination of an overa ll opinion about health  care in chronic i l ln e s s .

Conclusions

This chapter has drawn from the accounts episode a f te r  episode of 

organizational and so c iocu ltu ra l  trauma in the guise of health  care for 

chronic i l ln e s s .  As such, i t  challenges the reader to  recognize health  care as 

i t  e x is t s  for those enmeshed within i t  on an ongoing b as is .  The sheer volume 

of the anecdotes and the in te n s i ty  of emotion involved convey a p o r t r a i t  of a 

system gone wrong. They deny us the p o s s ib i l i ty  of concluding th a t  the problem 

l ie s  in a p a r t ic u la r  p a t i e n t 's  n eg a tiv i ty ,  the presence of a s ing le  "bad
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apple" In the system or an unbelievably bad piece of luck. Instead, they are

the experiences of rea l  people in a rea l  system, conveyed with the a f fe c t  and 

c o l o r  t h a t  emerges  from t h e  v o i c e s  of  t h o s e  who know i t  b e s t .

The accounts reveal th a t  there are su f f ic ie n t  numbers of organizational 

and so c iocu ltu ra l  problems In health  care de livery  to  tw is t the shape of 

chronic i l ln e s s  experience beyond recognition . Like the lepers of yesteryear, 

the physical symptoms of the chronically  i l l  pale in comparison with th e i r  

soc ia l  experience in determining what l i f e  w ill  be like  with disease or 

d i s a b i l i t y .  The next two chapters w ill  consider in more depth what l i f e  with 

chronic i l ln e s s  is  l ike  when health care f a l l s .  They w ill  s h i f t  our a t te n t io n  

away from the sp ec if ic  miseries within the system and back to the marvelous 

and miraculous human response th a t  charac te rizes  l i f e  for the chron ically  i l l .  

Thus, they w ill  complete the p o r t r a i t  of chronic i l ln e s s  experience by 

a r t ic u la t in g  those dimensions of i t  th a t  are d i r e c t ly  a t t r ib u ta b le  to the 

experience of being involved in health  care in a system such as ours.

300

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



CHAPTER TEH 

POLITICS AND IDEOLOGY

Because health  care for chronic i l ln e s s  was often  so d iffe ren t  from what 

they had expected and from what they would have thought reasonable, pa tien ts  

and fam ilies with chronic i l ln e s s  seemed to  devote considerable energy to  the 

challenge of figuring out what had gone wrong. For the Informants Involved in 

th i s  study, th i s  process of analyzing the health  care system began early  in 

the i l ln e s s  experience and continued on with more or less  in tens ity  u n t i l  

th e i r  ideas had evolved in to  theories  tha t  s a t i s f i e d  th e i r  answers to the 

question, "Why?" On the basis of these th eo rie s ,  they could develop 

increasingly  soph is tica ted  s t ra te g ie s  for coping with the system's challenges 

and for adopting a philosophical stance on th e ir  chronic i l ln e ss  experience. 

This chapter w ill  address th e i r  In te rp re ta tions  of the system; the next w ill 

examine th e ir  app lica tion  of these in te rp re ta t io n s  in to  a s t ra teg ic  response.

The ideas pa tien ts  and families formed addressed th e ir  experience in 

terms of the p o l i t i c a l  s tru c tu re  and ideological foundations of the health 

care system. In th is  chapter, a range of theo ries ,  showing the ways th a t  many 

d i f f e r e n t  people solved the problem of making sense out of the general 

d i f f i c u l t i e s  they shared, w ill be drawn from the accounts. In some cases, the 

ana lys is  of pa t ien ts  and families w ill be te n ta t iv e  and vague. In others, i t  

w ill  be soph is tica ted  and complex. However, what w ill  draw the theories 

together is  the sense of a l l  of these men and women th a t  health care and i t s  

problems are ne ither simple nor s tra ightforw ard . Indeed they ace grounded in 

the very p o l i t i c a l  and ideological bases of our soc ie ty . From th e ir  various 

perspec tives, the larger p ic tu re  in health  care is  one of a system in troub le .
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Health Care P o lit ic s

Confrontations with the bureauczacy and the logic  of health  care charged 

p a tien ts  and families with re in te rp re t in g  the Issues of power and control 

within the system. With each confrontation over time, a new question might be 

raised and a new answer demanded. Further, the e f fo r t s  people made to respond 

to the system generated add itiona l In te rp re ta t io n s .  Thus, the process of 

analyzing the system was a prolonged and dynamic one, re f le c t in g  many 

varia tions  and diversions over the course of years with chronic i l ln e s s .  As 

one man reca lled , " I 've  a lso  focussed on i t ,  analyzed I t ,  and thought about I t  

- -  mostly In re tro sp e c t ."  The accounts therefore include many in te rp re ta t io n s ,  

each drawn from a p a r t icu la r  moment in one informant's ana ly tic  process.

The p o l i t ic s  of health  care, according to the informants in th is  study, 

included Issues having to  do with the bureaucratic s tru c tu re  of health  

delivery , the soc ia l  s tru c tu re  of professional au tho rity , and the f inanc ia l 

s truc tu re  of health  care reimbursement systems. The accounts re la t in g  to each 

of these categories of health care p o l i t ic s  reveal the ideas expressed by 

chronically  i l l  people and th e ir  fam ilies as to what had gone wrong. 

Bureaucratic Structure

Because many of th e i r  most f ru s tra t in g  confrontations were in te rp re ted  as

problems of bureaucracy, many of the pa tien ts  and families developed Ideas as

to the nature of the problems in health  care organization.

You know, d e f in i te ly  you experience or see a lo t  of inadequacies In the 
health  care system, and I think you come to rea l ize  th a t  i t ' s  not 
necessarily  the people themselves tha t  have caused th a t  - -  i t ' s  Just the 
system as a whole. And I mean, as in any large corporation, or whatever, 
you're going to run Into things th a t  d on 't  run smoothly and need the bugs 
worked out, you know.

For many, learning the ins and outs of the bureaucratic system was c r i t i c a l  to

understanding th e ir  experience. As one woman remarked, "I mean, l e t ' s  face I t .
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our system is very labyrinth and you do have to have some knowledge in order

to crack the system." Another woman echoed a s im ilar need to  understand i t ,

" I t ' s  s o r t  of like  learning where you stand on other people 's  t e r r i t o r y ,  you

know, 'cause we're the foreigners there — the a l ien s  or whatever."

In analyzing the bureaucratic  issues, many p a tien ts  and families

commented on problems inherent in long work hours in demanding ro le s .

I can appreciate  the problem when somebody's there working a 12-hour 
s h i f t  — which I think is  bloody rid icu lous anyway. I mean, I d on 't  know 
how anybody can be e f f ic ie n t  for 12 hours. I can see how good i t  Is .  If  I 
had a choice between four days a t  12 hours, you know, and then get three 
or four days o f f ,  you know, I would go for i t  too. And I see some benefit  
of being with the p a tien t  a l i t t l e  b i t  longer, you know, instead of tha t 
continuous change. But I a lso  think i t ' s  too long a day, you know, on 
some of the wards — for some of the p a t ie n ts ,  you know.

In add ition , many were aware of s ta f f in g  shortages and other measures of

f inanc ia l  r e s t r a in t  within health care.

I mean, a l l  you hear about is the nurse shortages and th is  and th a t .  And 
my g i r l  fr iend  works a t  [hosp ita l]  and she 's  on her fee t  12 hours a day, 
and she says th a t  i t  k i l l s  her tha t she c a n ' t  give these kids more than 
the care. All she can do Is give them the basics and - -  Bam! — sh e 's  on 
to  the next person.

Like many other p a tien ts  and fam ilies , one woman expressed sympathy for the

health care workers caught in a system which deprived them of the opportunity

to de liver  optimal health  care by forcing them to adapt to r e s t r a in t

conditions.

I think a lo t  of them are over-worked and under-paid. And ju s t  th e ir  case 
loads are too big to r e a l ly  c a r e . . .  I ju s t  think tha t th ey 're  ju s t  
pu tting  th e i r  finger in the dike (LAUGHS). That 's  b a s ic a l ly  a l l  they 're  
try ing  to  do. 1 think the money is lim ited , th e i r  time is  lim ited , and 
th e i r  caring Is .  I think they care a lo t ,  otherwise they wouldn't be In 
what th e y 're  doing. I mean, they would've q u it  long ago. You put tha t  
finger in the dike, and i t  springs out somewhere e lse ,  and then somewhere 
e lse ,  and somewhere e lse ,  kind of thing, and i t ' s  almost a never-ending 
th ing . There 's never enough money to do an y th ing .. .  But I think they've 
put up a wall. And they go, " i t  says here you're allowed th i s ,  and th a t 's  
a l l .  And I'm re a l ly  so rry ,"  and th a t ' s  i t .  I think t h a t ' s  a l l  they can 
do .
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In the view of many, health  care funding was e i th e r  inadequate or improperly 

d irec ted .

I 'v e  never been l ik e  a r e a l ly  p o l i t i c a l  person or a c t i v i s t  In anything, 
but I sa id ,  a f te r  spending time In the h o sp ita l ,  i f  I was ever to  get up 
on a soap box about anything i t  would be pu tting  more money in to  the 
health  care system, you know, in whatever way, you know. I t  could be done 
with increasing nursing s t a f f ,  because a t  five o 'clock  when you see two 
nurses t ry ing  to cope with g e tt in g  meals to  10 or 12 kids and the phone's 
ringing off the hook, and you've got one child  up to  h is  ears In poop and 
another one screaming, and th is  one tear ing  around the h a l ls  in a 
wheelchair and knocking everybody e lse  over, you apprec ia te ,  you know, 
what they have to go through. And they need more s t a f f .

Such inadequate funding represented a spec ia l worry to  the ch ron ica lly  i l l .  As

one man explained, i t  caused them worry th a t  e s s e n t ia l  serv ices  might not be

av a ilab le  to them when they needed them most.

I d on 't  t r u s t  the health  care - -  well, I have to be ca re fu l — the health
care system r ig h t  now, e sp ec ia l ly  what they do a t  the h o sp i ta l .  They cut 
the s t a f f ,  they cut the money, now th e y 're  going to go on s t r ik e .  And I'm
s i t t i n g  here, I have a heart problem and d iabetes ,  and I could go any
time. Now, what's going to happen to me i f  something - -  a heart a t ta c k ,  
or something — and they have no room In the h o sp i ta l ,  and I end up In (a
nearby town) i f  I'm lucky. I might be dead by the time I get t h e r e . . .
Again, th e r e 's  enough money in th i s  country to go round, and th e r e 's  no 
reason why they should cut the h o sp i ta l ,  the funding and the bed. I mean, 
you've got to  have Medicare, or we d o n 't  have i t .  Of course you never
hear how many people d ie because th e y 're  waiting to go to hosp ita l  - -
th e re 's  no bed. Sometime you see th a t  in the paper because one person is 
suing them. I'm not worried too much about i t ,  but i t  does happen. I'm 
always th inking with my luck I end up, you know (LAUGHS) somewhere. That 
worries me, because when I see th a t  i t  sounds so unhuman. I mean, you 
know, you have to a c t  and you should go to  h o sp ita l ,  and you 're  s ick  and 
you end up in h o sp i ta l ,  and you get b e t te r .  And I did want to get b e t te r  
and come out again. I d o n 't  want to have to  f ig h t  a p o l i t i c a l  b a t t le  
before.

Another curious element in the bureaucra tic  health  care s tru c tu re  noted 

by many people was being required to come to  the physic ian 's  o ff ice  in person 

for such things as t e s t  r e s u l t s  or p re sc r ip t io n s .  When such serv ices  did not 

require  any examination, a ttend ing  the d o c to r 's  o ff ice  represented a major 

bureaucratic  hurd le . From th e i r  point of view, i t  not only created unnecessary
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waiting but a lso  overloaded the system to  the point where in te rac t ions  between 

p a tien ts  and professionals  were too hurried .

I 'v e  been in a d o c to r 's  o ff ice  where there  was, what, a dozen out in the 
waiting room, three on hold on the phone, and the nurse a t  the door, and 
then h e 's  got a pen in h is  hand, and he wants to  know what's wrong... I'm 
try ing  to think of a physical d isease th a t  can be diagnosed by you and I , 
or anybody can diagnose. T hat 's  what th e y 're  waiting fo r ,  r igh t?  That 
i t ' s  ju s t  going to be, okay, the p rescr ip tion  pad.

Many thought such p rac tices  were inconsisten t with high q u a l i ty  care . As one

man commented, "High q u a li ty  care to me is  not giving me my two minutes and

then out the door. That 's  not high q u a li ty  care to  me. That i s  revolving door

care to me." In add ition , i t  defeated the p r inc ip le  of Individual

re s p o n s ib i l i ty ,  since access to  necessary resources was con tro lled  by these

same physicians. One mother explained the con trad ic t ion .

I mean, I would do a helluva lo t  b e t te r  i f  I could get my own l i t t l e  
p re sc r ip t io n  pad and my own l i t t l e  Ventolin th ing . I mean, I would do — 
i t  would be a whole lo t  e a s ie r ,  I wouldn't have to  go to  the h o sp i ta l ,  I 
wouldn't have to go to  the doctor (LAUGHS). I would ju s t  do i t .  And i t ' s  
kind of a hassle to  have to  go through them, when I know, u ltim ate ly , 
i t ' s  me who's making the choices, and me t h a t ' s  kind of monitoring i t . . .  
And i t ' s  so r t  of stupid to go under the assumption th a t  I'm going for 
th e ir  help, because I know what i t  is  she needs, and t h a t ' s  what i t  a l l  
comes down to .

Further, many commented on fa u l ts  in the logic of the r e f e r r a l  system,

which required that these 3ame general practitioners act as gatekeepers for

s p e c ia l i s t s .  Although many p a tien ts  and fam ilies understood the general

princ ip le  of re fe r ra ls  from general p rac tice  to be the coordination of care,

they explained th a t  such coordination was extremely ra re .  In th is  regard, one

young husband pointed out tha t the health  care system is not r e a l ly  a system

in th a t  i t s  p a r ts  do not r e la te  to  one another.

There d o esn 't  seem to be any concern for the o v e r-a l l  ca re .  I mean, 
okay, you've got pain, okay, h e re 's  something to  take care of the pain, 
so every th ing 's  f ine , you know. That 's  i t .  There 's no l ik e  over-a ll  
p l a n . . .  Well, the point i s ,  i t ' s  not so much even having fa i th  in the 
system. From what we've seen, there is no system there .
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This lack of overa ll  coordination produced s i tu a t io n s  such as tha t o£ one man 

who had to go to  considerable trouble, tying up the system fu r ther ,  to  get 

what he needed.

I sometimes got r e f e r r a l s  from more than one doctor, ju s t  because I 
d id n ' t  want to blow my r e f e r a b l l l ty  by seeming like  I was — you know, 
one doctor would say, "Well, you know, you've already t r i e d  34 th ings ."
So I had to spread i t  out a l i t t l e  b i t .  And be a l i t t l e  b i t  aware of what 
type of th ings . I got c e r ta in  r e f e r ra ls  from c e r ta in  doctors, and ce r ta in  
ones from other ones.

S im ilarly , many p a tien ts  and families commented on the apparent lack of

long term planning within health  care in general. From th e ir  perspective,

r e la t iv e ly  minor expenditures toward prevention and supportive services could

often save major costs  in acute and long term care l a te r  on. But, as one man

complained, " I t  seems l ik e  the government — they d on 't  see i t .  I'm not

blaming the government, I'm ju s t  saying th a t  they 're  going in the wrong

d ire c t io n ."  From his perspective, precious resources were wasted because of

shortsightedness in health  care planning.

And I d on 't  know i f  i t ' s  s e l f i sh  to  say th a t ,  you know — whether we're 
being over-demanding of the government, or something, you know --  the 
economy is  tough enough without putting more burdens on the government
money-wise. But th ey 're  wasting th e ir  money!

Further, many p a tien ts  and families noticed tha t  the formal health care system

seemed far more concerned about diseases than about issues of health and

wellbeing.

The government doesn 't  help anybody. All they do, they got th e ir  whole 
p r io r i t i e s  screwed up. Most of the system, i t ' s  not ju s t  the government 
but most th ings. Everybody's ju s t  doing things on emergency basis — "Oh, 
tha t  poor kid laying in the g u t te r ,  l e t ' s  pick him up," you know. They
d on 't  consider how long i t  takes to  get to the gu tte r  — and the kinds of
things th a t  you might do to avoid being in the g u tte r  - -  and th a t ' s  
exactly  the way i t  fe e ls .  And t h a t ' s  probably one of the most f ru s tra t in g  
th ings.

From the perspective of many pa tien ts  and fam ilies , the health care
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bureaucracy seemed to cater to machines over people, one patient expressed a 

theory about why th is  might be.

I think th e re 's  a tremendous tendency for us to  take technology because 
i t ' s  non-threatening, whereas another human being and th e i r  f r a i l t i e s ,  
th e i r  v u ln e ra b i l i t ie s ,  th e i r  s treng ths , th e i r  weaknesses, whatever, can 
be very threatening for us, p a r t ic u la r ly  i f  i t  doesn 't  respond, whereas 
technology usually  responds. I t  d o esn 't  always, but you can go and find 
someone who can f ix  i t ,  and i t ' s  then fixed, i t  goes.

I t  a lso catered to  the physician as the only leg itim ate  en try  point into  a l l

other resources within the system. Some pa tien ts  and fam ilies questioned the

logic of using general p rac tice  physicians in th is  way. From th e i r  point of

view, such p rac tices  exaggerated the in e ff ic ien c ie s  and produced system

overload. One man compared th is  aspect of the system to  s im ila r  backlogs in

the ju d ic ia l  system.

l£ the medical profession on the GP level were more e f f i c i e n t ,  I think 
we'd be able to  t r e a t  a lo t  more people with worse problems, and s o r t  of 
d e f lec t  the minor problems to  the groups or the agencies or the people 
who can most d i r e c t ly  help, without having to go through the hoops of 
r e f e r r a l . . .  one can make a p a ra l le l  to  the court system i f  you wanted to 
find one, tha t they have to deal with a lo t  of extraneous l i t t l e  th ings, 
and i t ' s  b e t te r  i f  they have to deal with major problems than load the 
court down --  the system. Sc i t ' s  dysfunctional because i t ' s  got a l l  
these l i t t l e  minor things to  deal with. I feel th a t  about the medical 
profession.

Thus, according to  many chronically  i l l  individuals and th e i r  fam ilies , the

bureaucratic  s tru c tu re  of health  care explained many of the d i f f i c u l t i e s  they

encountered in l iv ing  with chronic i l ln e s s .  Indeed, some theorized th a t

supporting the In fras truc tu re  of the bureaucracy had surpassed even pa tien t

care as the p r io r i ty  of the health  care system.

I'm ra the r  saddened a c tu a lly ,  by both of what I perceive to  be the major 
cornerstones in our socie ty , for me, are health  and education. And I'm 
ra ther saddened to see th a t  given re a l ly  why one educates, or why one 
serves health , is  a philosophy th a t  e s s e n t ia l ly  is  humane...but th a t  when 
we turn i t  into organizations, which in turn become bureaucracies, tha t 
th a t  p a r t ic u la r  philosophy and ideology, because to a c e r ta in  extent i t  
is Utopian, but nevertheless i t ' s  usually  for what we might aspire  to as 
one of the reasons why we e x is t ,  which is  for human happiness and good.

307

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



But once we turn  i t  into those organizations, and those bureaucracies, is  
th a t  the philosophy and idealogy o£ those bureaucracies comes to the 
fo re . And i t ' s  usually  in d i re c t  co n f l ic t  to  the reasons why one seeks 
happiness or good. And then you have ra t io n a l iz a t io n s  on the pa rt  of 
people who represen t the adm inistrations of those bureaucracies, who w ill 
say, "we must do I t  th is  way because the organization says we must," 
which In t ru th  i s . . . a  l i e ,  because i t  Is th a t  p a r t ic u la r  person 's  
p a r t ic u la r  preference to represent the organization and the bureaucracy 
as saying thus and so. And so I t  fundamentally p ivots upon how those 
people view human nature , and what is  important in human nature. And as 
we bureaucra tize , we move and in d u s tr ia l iz e  and technologlze —if  th e re 's  
such a word - -  we move fu rther away from th a t ,  and begin to see — I t ' s  
so r t  of l ik e  desire  — the desire  for a l l  the beguiling of people by 
mater Lai things which become representa tive  of good or happiness. And I 
think th a t  th a t  i s ,  of course, the continual in te rn a l c o n f l ic t  tha t 
besets those two in s t i tu t io n s ,  and not only in s t i tu t io n s ,  as such — 
they 've become In d u s tr ie s .  And i f  th ey 're  In d u s tr ie s ,  then I t ' s  Important 
for them to have people to be i l l ,  or to  require education, so in the 
process you have the so r t  of b u i l t - in  obsolescence. You do want people to 
be well, but you d o n 't  want them a l l  to  be r e a l ly  a l l  well, because i f  
they are a l l  well, then we d o n 't  e x is t .

For the Informants in th is  study, Issues inherent in the health care

bureaucracy were to  blame for a great deal of the f ru s t r a t io n  and d i s t r e s s  of

chronic I l ln e s s .  In fa c t ,  one couple claimed th a t  the p o s s ib i l i ty  of

contributing  to  bureaucratic  change was th e i r  primary reason for volunteering

to be Interviewed for th is  study.

That 's  why I my wife] and I volunteered to  ta lk  to  you — because I 
figured th a t  t h a t ' s  the only way tha t anybody's ever going to see 
something. Yeah, and give i t  a chance so the Information is  passed on. 
T hat 's  the only reason I'm doing th i s ,  'cause I mean I 'v e  come to terms 
with imy c h i ld ] ,  and I think [my wife] has. We've come to  terms, and we 
know what we have to  do, and s tu f f ,  and i t ' s  eas ie r  now because we ju s t  
do what we have to  do. But for the people th a t  are coming, you know — 
the people in the future - -  what are they going to  have? Are they going 
to  go through the same crap th a t  we've had to go through, too? How many 
lives  are going to be wrecked?... I t ' s  s tupid!

From th e i r  point of view, i f  the people in charge t ru ly  appreciated the

Issues, they would sure ly  be motivated to co rrec t  the bureaucratic  nightmares

th a t  make chronic i l ln e s s  so f ru s tra t in g .
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P r o f e s s i o n a l  Au t h o r i t y

A second aspect of health  care p o l i t i c s  analyzed by the p a tien ts  and 

fam ilies in th is  study involved the d is t in c t io n s  and t e r r i t o r i a l  b a t t le s  among 

health  care p ro fess ionals  of various persuasions. As they encountered an 

increasing number of p rofessional behaviors over time, people began to  develop 

theo rie s  about the way the d i f f e r e n t  professions were soc ia lized  and the way 

each understood i t s  unique con tribu tion  to health  care . They a lso  began to 

apprecia te  how such p rofessional behaviors and t e r r i t o r i a l  b a t t le s  influenced 

the way health  care was conducted within the system. Because they encountered 

so many doctors and nurses in the course of th e i r  i l ln e s s  experience, p a tien ts  

and fam ilies began to  form Impressions about the c h a ra c te r i s t ic s  Inherent in 

th e i r  d i f f e r e n t  p rofessional o r ie n ta t io n s .

According to  severa l p a t ie n ts  and fam ilies ,  physicians with caring 

a t t i tu d e s  were few and fa r  between. As one woman remarked, "I'm sure there are 

some doctors out there  th a t  r e a l ly  do give a damn... I think they 're  in the 

minority , but I know there  are some out th e re ."  In te re s t in g ly ,  th is  woman was 

among those p a tien ts  who had physicians within the immediate family. Another 

p a t ie n t ,  who saw her own physician as very caring , agreed th a t  th is  was not a 

common t r a i t .  "I have no respect for the medical profession whatsoever - -  

unless they 've earned i t  from me like  my doctors have." A th ird  noted tha t  

most physicians were unprepared to  deal with health  problems having an 

emotional component.

I think a lo t  of GP's, or physicians, and/or s p e c ia l i s t s ,  whatever, can 
cope with the physical s t u f f ,  but they cannot cope with the emotional. 
I t ' s  almost as though you need a p sy ch ia tr is t  when th ings  are rea l  rough, 
and deal with the emotions.

In the opinion of many of the p a tien ts  and fam ilies , th is  c h a ra c te r is t ic

aversion to emotional expression could be a t t r ib u te d  to medical education. As
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one p a tien t commented, "I guess he 's  ju s t  not tra ined  in things in the brain

and in the emotions. He's a physician and he deals with broken bones and colds

and th a t  kind of th ing ."

Another professional c h a ra c te r is t ic  noted by many was a d is in c l in a t io n  to

be honest with p a t ie n ts .  Because being honest with people about th e ir  chronic

i l ln e s s  could provoke intense emotional responses, many pa tien ts  and families

thought physicians withheld Information in order to pro tec t themselves from

the outbursts  of th e i r  c l i e n t s .  One woman explained why she found th is

a t t r ib u te  unforgivable.

I 'd  l ik e  to  go back and have another go a t  th a t  guy [the neuro log is t] ,  
you know. Because a f te r  spending so long dealing with people on a c e r ta in  
leve l ,  and so r t  of knowing what kind of answers we could expect and what 
kind of questions we could ask, and then s o r t  of he was like  a brick 
wall. And subconsciously we knew th a t  things were p re t ty  serious here, 
but he wasn't about to bring them on to  a conscious level and come r ig h t  
out with i t .  And I found i t  was almost an In su lt  to us, you know, like  we 
were in te l l ig e n t  people, we had been dealing with th is  for a long time, 
we were prepared. We need to  prepare for the bottom l in e ,  you know. And I
think t h a t ' s  an area th a t  doctors have trouble dealing with.

In co n tra s t ,  o thers surmised th a t  the lack of honesty they experienced was

more generally  a t t r ib u ta b le  to the typ ica l physic ian 's  aversion to admitting

th a t  he or she did not have a l l  the answers.

I t  seems th a t  i f  they d o n 't  know something, i t ' s  almost like  th ey 're  
a fra id  or embarrassed or they fee l degraded i f  they say, "I d o n 't  know." 
You know, t h a t ' s  the way I see i t .  T hey 'l l  brush you off instead of 
saying, "Well, I'm not r e a l ly  c e r ta in  about t h i s . "

Yet another theory put fo r th  by Informants In th is  study was tha t the

technological o r ien ta tio n  of medicine contributed to  a medical cu ltu re  in

which addressing the sub jective  side of I l ln ess  was I r re levan t.

You begin to  see th a t  even i f  you have the doctor, or the medical 
profession, because oftentimes they themselves have taken on an 
appearance of technology, ra ther than person. And th e ir  mode of 
communication is l ike  tex t but not the voice, yet the voice has come into 
the te x t  In such a way th a t  we d on 't  have complete sentences.
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Thus, many patients  and families described the professional character of 

physicians as uncaring, withholding, and uncomfortable with the emotional 

dimensions of chronic i l ln e s s .

The informants a lso  described a character they ty p ic a l ly  associated with 

nurses, the other major health  care professional group with whom most had some 

degree of personal experience. According to  many pa tien ts  and fam ilies , the 

typical nurse was generally  quite  accessible  and accepting.

The nurses th a t  I 'v e  met, and th a t  I 'v e  talked to ,  are more apt to  t r e a t  
me equally, and to  ta lk  to me — like  to share with me what knowledge 
they 've got about what I'm going through. They d o n 't  seem to  want to  lay 
t r ip s  on me, or be the professional with a l l  the answers, who's going to 
prescribe something th a t  is  going to  magically make i t  a l l  b e t te r  for me.

For many, th is  a c c e s s ib i l i ty  Included being w illing to take time with pa tien ts

and fam ilies , and to  engage in "non-professional" conversation. In most

Instances, joking and chatting  with nurses was g rea tly  valued as an aid to

relaxing and fee ling  comfortable. In some cases, however, pa tien ts  and

families found th a t  Informal in te rac t ion  could a lso  be f ru s tr a t in g .

I re a l ly  d o n 't  l ike  when the nurses come in and gossip about other 
p a tien ts ,  about other nurses, you know, or maybe they might be ta lk ing  
about going on the 12-hour s h i f t ,  complaining and complaining. I mean, I 
know th ey 're  overworked, and a l l  th i s ,  but I think they've got a c e r ta in  
job to do.

Further, many informants commented upon the great discrepancies between what

they considered good nurses and poor nurses.

There are c e r ta in  nurses over the course of the various h o sp ita liza tions  
th a t  have been exceptional, you know — not only competent, but have been 
extremely caring, and those we have honored. There are other nurses th a t  
re a l ly  d o n 't  bring honour to themselves or th e ir  profession - -  by the ir  
laziness and incompetence, and th e i r  whole demeanour.

In addition , they noted marked d ifferences In the behavior of nurses in

d if fe re n t  s e t t in g s .

You know, I 'v e  found the majority of the nurses th a t  I encounter on 
[hospita l u n i t l  were. . . r e a l ly  good. ICU — a l i t t l e  b i t  d i f f e r e n t ,  you
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know. I think jus t  because o£ the pressure tha t  th ey ' re  working under 
there ,  they don ' t  have the time emotionally to  get th a t  involved. I mean, 
i£ you're s i t t i n g  and i t ' s  not busy and they ' r e  not r ea l ly  doing anything 
and you're not r e a l ly  doing anything, you know, you can maybe have the 
odd conversation about th ings,  but I t ' s  much more, I think,  on a 
professional basis  down there .  Plus In icu t h e r e ' s  always th a t  so r t  of 
the mystique surrounding the c h i l d ' s  f i l e  and the Information, and what 
you're e n t i t l e d  to see and not see,  and i t ' s  always tha t  so r t  of secrecy. 
I t ' s  l ike  ICU Is a very secre tive  place.  And with I t  being so wide open, 
and you're watching everything t h a t ' s  happening and everybody huddled 
around th i s  c h i ld ' s  bed, and you're wondering what's going on there ,  and 
i t ' s  ju s t  t h a t  so r t  of mystique tha t  surrounds the place.  And I t ' s  not 
r e a l ly  as conducive to ge t t ing  more personal with people as the others.

Their ideas about the behavior of nurses c lea r ly  indicated tha t ,  from the

perspective of most chronically  111 individuals and families,  human

in terac t ion  is  an important a t t r i b u t e  of good nursing.

I think t h a t ' s  where the nurses are  maybe - -  maybe some of them are a 
l i t t l e  c l i n i c a l ,  or something. They're doing a job, and t h a t ' s  a l l  there 
is to i t . . .  And maybe i t ' s  because of th e i r  job, I don ' t  know. Maybe they 
want to keep i t  professional.

For many people, the c h a r ac te r i s t i c s  of the two professions were most 

evident in the contras ting behaviors between doctors and nurses.  Their 

in te rp re ta t ions  of these d i s t in c t io n s  revealed various explanations.  According 

to some pa t ien ts  and families,  doctors had less time than did nurses.  "I  ̂

guess with the doctor,  maybe t h e re ' s  a l i t t l e  more the sense tha t  he 's  r e a l ly  

busy so you don ' t  bother him. You deal - -  l ike the system Is you deal through 

the nurse." Further,  they were seen as needing more distance from the people 

for whom they were car ing.  "The nurses are the ones tha t  are there doing i t  

a l l  the time. The doctors are very remote, removed from i t . "

According to many pa t ien ts  and families,  the perception of a socia l  

s ta tu s  d i f f e r e n t i a l  s e t  physicians apar t  from th e i r  pa t ien ts  more than i t  did 

nurses .

I think i t ' s  not so much tha t  you have more respect for doctors than 
nurses,  but ju s t  the fac t  that  you can so r t  of feel tha t  with the nurse 
she 's  more on your leve l ,  you know. You can t e l l  d i r t y  jokes,  or
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whatever, you know, whereas the doctor,  they 'r e  so r t  of tha t  one s tep  
above, you know, I t ' s  not quite  the same. I mean, granted, you can become 
p re t ty  comfortable with them, but t h e r e ' s  s t i l l  always th a t  f ine l ine  
th e r e .

Prom th e i r  perspective,  there was an inherent socia l  dis tance between them and 

physicians tha t  did not appear In th e i r  In teractions  with nurses.  According to 

some, such distance was maintained by the behavior of physicians as well as 

pa t ien ts ,

I have found i f  i t  wasn' t  for the nurses,  most of the time I would never 
know what was going on. Doctors, sometimes, they may think th ey ' re  
communicating, but they d o n ' t .  They a r e n ' t .  They e i the r  use those big 
words or they 're  In such a rush they don ' t  have time to t a lk .  Or I may 
have asked them something and he 's  to ld  me the answer and I think I 
should've got th a t ,  and I haven 't ,  and I need I t  to be sa id  again,  but lo 
and behold, t h e r e ' s  a nurse,  and I can ask her, and she ' s  heard the same 
thing and she can in te rp re t  i t  for me. I 've  always found th a t  - -  th a t  the 
nurses kind of save the d a y . . .  And par t  of tha t  is  ju s t  probably j u s t  the 
system I t s e l f .  Doctors, we tend to put way up on some pedestal .  I think 
we're trying to do tha t  le ss  and less  in our socie ty  now. And I don ' t
know tha t  we do tha t  with nurses,  except that  we see them as a
professional person, and as a person of knowledge, and we respect them on
that level ,  but more often than not a nurse Is a lo t  more approachable,
I 've  found.

Many suspected tha t  the r e l a t iv e  posit ions  of the nurses and doctors within 

the health care hierarchy in turn influenced the way pa t ien ts  and families 

reacted to them.

I usually have no problem ge t t ing  along with nurses.  I'm r e a l ly  not 
cer ta in  why i t  Is .  Maybe i t ' s  because the nurses tha t  I 'v e  seen are  not 
r e a l ly  in charge of the reason why I'm going in,  l ike  the nurse Is there 
to a s s i s t  the doctor.  The d oc to r ' s  the one I'm asking the answers from. 
And I mean, I might not get the answers from a doctor,  th a t  would leave 
me with doubts about the doctor ,  but not necessari ly  about the nurse. You 
know, I mean, the nurse Is there  to a s s i s t .  The nurse I s n ' t  the one 
responsible for not giving me an answer. Do you understand what I mean? 
And you c a n ' t  r e a l ly  y e l l  a t  a nurse for something a doctor has ordered. 
You c a n ' t  r e a l ly  be upset with the nurse for following orders .  I would 
not ye l l  a t  a wai tress for bringing me something tha t  the cook burnt.

From the i r  vantage point,  then, the d i s t in c t io n s  between nurses and doctors

were s ign i f ican t  fac tors  in understanding some of the p o l i t i c a l  b a t t l e s  within

heal th  care.
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Analyzing the behavior o£ additional health care workers produced further

i n te rp re ta t io n s  of heal th  care p o l i t i c s .  For example, one woman, considering

dif ferences  between professions,  theorized tha t  support was inversely

proport ional to  the soc ia l  s ta tus  of the professional.

But, you know, In te re s t ing ly  enough, I t  stops a t  tha t  level ,  beyond the 
GP, and beyond the physio. I t  doesn ' t  go beyond tha t  in to  the upper 
echelons of the medical profession,  I don ' t  think (LAUGHS). You don ' t  get 
th a t  support.

Another contrasted the physical touch of two d i f f e ren t  kinds of professionals ,

orthopedic surgeons and physio therapis ts .

I 'v e  always been wary of orthopedic surgeons, for sure.  They're r e a l ly  
concentrated and, you know, they ' r e  kind of hard t i s sue  people. That 's  
what th ey ' r e  looking a t .  And they forget so f t  t i s sue  in ju r i e s ,  or 
neurological  I n j u r i e s . . .  They were kind of in te res t ing  because they 
looked a t  me, and they f e l t  my neck, and they f e l t  the j o in t s ,  and they 
did a l l  th a t  kind of thing.  The way they used th e i r  hands was r ea l ly  
Ine f fec tua l .  Like they'd touch you, but i t  wasn' t  l ike  — i t  wasn' t 
enough touch to even feel  the spasm. You know, whereas I'm used to a 
physio's  hands, where th ey ' re  r e a l ly  feel ing where the problem i s ,  and 
they can fee l .  But the orthopedic surgeon, no way. I d i d n ' t  think he 
could fee l  anything by his touch, and how he moved. I j u s t  don ' t  think he 
did a very good examination for tha t  kind of injury .

For another p a t ie n t ,  wi ll ingness to  learn dis t inguished doctors from massage

t h e r a p i s t s .

This fellow had never heard of scleroderma, but r igh t  away he asked for 
any materia l  I could bring him. And I'm the secre ta ry  so I do the news 
l e t t e r  for our group and I make sure he got a copy of each news l e t t e r .  
He, In turn ,  Informed his colleagues about scleroderma. They In turn,  
when they had a conference of massage p r a c t i t i o n e r s . . .he brought forward 
th i s  proposal,  or whatever, to the table  about scleroderma and brought 
a l l  the scleroderma information he'd been able to gather so far — range 
of motion and a l l  of tha t ,  broken down for every jo in t  tha t  might be 
a f fec ted ,  and the best  way to bring th a t  back. Each year these massage 
p ra c t i t io n e r s  have th i s  convention, and each year they concentrate on one 
th ing to learn about, and for th i s  p a r t icu la r  year a f t e r  I s ta r ted  going 
there ,  having never heard of scleroderma before, and having talked to his 
colleagues who were in te res ted  — tha t  year a t  the convention they made 
the year a scleroderma year and they were going to Invest igate  everything 
they could in ways to  help scleroderma pa t ien ts ,  and to help you have to 
learn about i t .  And I would say tha t  th i s  massage p rac t i t io n e r  across the 
s t r e e t  knows more than I do now about scleroderma. And he d e f in i t e ly  
knows more than my doctor who's downstairs In the same building.
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Thus, by comparing the professionals to each other, many patients and families 

began to understand aspects of the professional o r ien ta t ion  of each group of 

health care workers. While they found tremendous var ia t ion  within professions,  

they noted even g rea te r  d i s t in c t io n s  on the basis of professional 

socialization and training. Making sense of what doctors, nurses, and other 

heal th  care profess ionals  were a l l  about seemed an important part  of 

understanding the p o l i t i c s  of health care for these people with chronic 

i l l n e s s .

Understanding the individual professions helped pa t ien ts  and families 

make sense of the intense c o n f l i c t  they began to observe between various 

factions  within the formal and Informal health care system. Because many 

chronical ly  111 people had considered a l t e rn a t iv es  to t ra d i t io n a l  medical 

prac t ice  a t  some point in the i r  i l ln e s s  experience,  they had become pa infu lly  

aware of the Intense c o n f l i c t  tha t  exis ted between the various health care 

o r ien ta t ions .

I wish medicine would get i t  t o g e th e r . . .  The infighting t h a t ' s  going on, 
l ike we're not going to recommend chiropractors ,  and homeopaths saying 
don ' t  take those heavy duty drugs. I think th e r e ' s  a l ine  somewhere in 
between and you shouldn ' t  have to be in c o n f l i c t .

According to  many chronical ly  i l l  individuals and th e i r  families,  the

t e r r i t o r i a l  b a t t l e s  between the medical profession and a l l  other philosophical

o r ien ta t ions  to heal th  issues were espec ia l ly  instrumental in creat ing

f ru s t r a t io n .

For instance,  doctors wil l  not give you a recommendation to a 
ch i roprac tor .  They ' l l  say to go to a physio therapist .  They will  not say 
go to  a ch i roprac tor .  Well they c a n ' t .  They c a n ' t  give you a r e f e r r a l .  
And then we s t a r t  ge t t ing  into a l l  the p o l i t i c s  of the medical 
profession.  And, qui te  frankly,  when I'm in pain,  I don ' t  give a damn 
about the p o l i t i c s .  Just  t e l l  me what I can do, where I can go, tha t  wil l  
help me, you know. And when I s t a r t  seeing those road blocks, t h a t ' s  
f r u s t r a t in g .
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Prom the i r  perspective, the infighting was fueled by the medical profession 's  

conviction tha t  i t s  or ien ta t ion  to health issues was predominant. As one man 

commented, "I 've  seen a lo t  of medical polLtlcs ,  a lo t  of doctors with big 

egos." Another linked th i s  Inf la ted  s e l f  image to the role of medicine in 

general . "The medical profession has chosen a role they've taken upon 

themselves, which Is ,  ’We're here to save you. ' "  Since saving the pa t ien t  was 

unlikely in the event of chronic I l lness ,  physicians were qui te  defensive 

about th e i r  authori ty  in chronic i l ln e s s  care,  as one man's comments 

I l l u s t r a t e .

The more defensive a physician fee ls ,  the more arrogant he or she is ,  
because they are trying to compensate for the i r  Insecurity .  And medicine 
now is under at tack so they are much more defensive and much more 
arrogant in i t s  behaviour to pa t ien ts .

Beyond Identifying t e r r i t o r i a l  wars between the p rac t i t ione rs  of various

orien ta t ions ,  chronically  i l l  people and the i r  families were aware of ba t t le s

for control within the formal medical care system i t s e l f .  Again, they often

remarked on medicine's st ruggle for formal au thor i ty  over the other health

professions.  The most obvious example for many was the s ta tus  d i f f e r e n t i a l

between nurses and doctors.

I 've  also known enough nurses to  rea l ize  who does most of the rea l  care 
giving. I 've seen enough s i tua t ions  where nurses are r e a l ly  in charge and 
doctors are de facto in charge and get a lo t  of the l imelight for i t .  I 
have a lo t  more confidence in the caregivlng tha t  nurses dispense because 
I think nurses are closer to pa t ien ts ,  they feel  a greater 
responsib i l i ty ,  and maybe I ts  gender spec i f ic  there because the majority 
of nurses are women... I have to say tha t  there is  a s ign i f ican t  
di fference between the qua l i ty  and type of health care tha t  nurses 
provide both in a personal and community way. You see,  I see nurses in a 
d i f fe ren t  way of not ju s t  dispensing p i l l s  but dispensing Information.
And t h a t ' s  so c r i t i c a l  because most people jus t  don’t  know a n y th in g . . . . !  
think you can get a broader spectrum of community contr ibution from 
nursing caregivers than doctors. I c an ' t  t e l l  you the l a s t  doctor I went 
to see who gave me a brochure or to ld  me where I could go and get 
something, anything l ike  th a t .  I ju s t  have never got tha t  from HD's, male 
or female. But you get tha t  from nursing caregivers .
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similarly, another patient theorized that differences In education between 

doctors and nurses are exaggerated in the formal system of authority.

I admire the nurse.  Maybe I admire them because to be a nurse you've got 
to  be courageous, e spec ia l ly  when you've got to  do so much study, and 
you've got to spend three years to go through he l l  with some old bitchy 
nurse, you know — probably a l l  she needs is  good love, but she don ' t  get 
i t ,  you know, sh e ' s  f ru s t r a te d .  But anyway, you get paid a l i t t l e  b i t ,  
but they take courage to do th a t .  And the nurse from where she knows tha t  
much, f i n e . . .  I admire them because they do a job — i t ' s  a very, very 
demanding job — and as fa r  as I'm concerned they don ' t  get as much 
respect for the job for what they do, because the doctor from there he 
s tudies  — so what? He s tud ies  for two more years than the nurse,  but 
does tha t  mean he 's  God?

Because of th e i r  highly c on f l ic tua l  experiences with physicians,  many pa tien ts

and families had iden t i f ied  serious  problems with th i s  system of formal

au thor i ty .  In th i s  regard,  one man recal led  an Instance in which a nurse

defended his opinion tha t  a chest  tube ought to l e f t  in a few extra days.

This nurse took incredib le  flack from th i s  doctor,  because she stood up 
for me, and said  tha t  he should not be taking tha t  out of tha t  pa t ien t .  
And, once in a while,  these nurses know what 's  r igh t  for the pa t ien t ,  and 
stand up to these doctors .  You don ' t  always r ea l ize ,  but she to ld  me 
afterwards,  'cause we got qui te  fr iendly .  And then they get f lack from 
these doctors,  they ju s t  give them g r i e f ,  but boy! They stand up for 
your r ig h t s .

While much of the s truggle  for au thor ity  was described between nurses and

physicians,  several  pa t ien ts  and families observed tha t  i t  car r ied  on down

through the hierarchy. As one man observed, s ta tus  was considered more

relevant than competence throughout the health care system. " I ’ve found

orde r l ie s  th a t  have been b e t te r  than the nurses and the doctors.  Not many, but

the odd one." At each level ,  people observed tha t  health care workers measured

th e i r  worth by th e i r  ranking ra the r  than by the i r  experience or exper ti se .

Now, they seem to have the idea th a t ,  as soon as they get a cap on the i r  
head, th a t  they know something.. .  Well, I can remember when I was the 
same age . . . and  I thought th a t  ju s t  because I had a piece of paper from 
the provincial  government th a t  says I knew something about a car ,  or a 
truck, I thought I did know. But I found out tha t  I only jus t  had the
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rudiments of an education — th a t  you needed some experience before you 
knew anything.

While much of the p o l i t i c a l  turmoil they observed in heal th  care was 

located between the various professions and orientations to medicine, many 

informants a lso  noticed th a t  the re la t ionsh ips  between members of the same 

profession had p o l i t i c a l  overtones.

An obvious repercussion of nursing p o l i t i c s ,  according to these pa t ien ts  and

families ,  was the morale of a hospi ta l  un i t .

I a lso  came to  r e a l iz e  tha t  the morale was horr ib le  on th a t  ward. Even 
the nurses d i d n ' t  joke amongst themselves. Most wards, you can hear the 
nurses hol le r ing  up a t  the nurses s t a t i o n ,  once in a while, or yapping a t  
each other,  or laughing, or t e l l i n g  a s to ry ,  or something. But the morale 
seemed to be ro t ten  on the ward too,  and I always ju s t  hated being on 
tha t  ward. I always said I t  was the head nurse was ro t ten ,  and I cou ldn ' t  
stand her.  I ju s t  hated her. I always thought i t  was coming from her ,  but 
I was never sure.  But I ta lked to  a nurse,  ju s t  a while ago, tha t  used to 
work on tha t  ward, and her best  fr iend works on the ward, and I sa id ,  
"What do you think? Does i t  come from the head nurse? Do you l ike  the 
head nurse?" And she sa id ,  "No, I d i d n ' t  l ike  the head nurse,  and most 
of the s t a f f  on the ward don ' t  l ike  th a t  head nurse,  and there  is  a 
t e r r i b l e  morale problem." I always said i t  came from the head nurse.

Another p o l i t i c a l  issue of concern to many chronically  i l l  people and families

was the "old-boy's network" they perceived among members of the medical

profession.

People can change doctors,  and s t u f f . . .  But i t ' s  hard too.  Usually a lo t  
of them know each other,  I mean. So you s t a r t  hopping from one doctor to 
another, eventually you s t a r t  ge t t ing  a reputa tion,  I think in a lo t  of 
ways. . . And I think you get t rea ted  a b i t  d i f f e r e n t ly  sometimes when you 
change doctors,  because th e i r  pride is  hur t .  Then the new doctor - -  say 
he goes golfing with the old one, and say he 's  got you as a pa t ien t  - -  
they know tha t  r i g h t ? . .  I don ' t  know. You could write a whole bloody book 
about th is !

In th e i r  opinion, th i s  colleagula l  s p i r i t  often  blinded physicians to the 

fa l l ings  of th e i r  colleagues.  One family, for example, recal led how physicians 

among the i r  family friends  had encouraged them to keep t ru s t in g  in a doctor 

whose behavior was unacceptable.
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And there 's a couple o£ other doctors that are friends, that (my husband 1 
would phone, and ta lk  to  them. And they always sa id ,  "Well, s t ick  with 
the doctor you've got.  Stick with the treatment."  And th i s  is the advice, 
you see,  th a t  we would ge t.  And they a l l  took the rea l  d oc to r ' s ,  "1 won't 
rock the boat — I won't s t i ck  my neck out" a t t i t u d e .

Further,  many pa t ien ts  and families observed a t e r r i t o r i a l  understanding

between physicians tha t  prevented them from attending to  parts  of the pa t ien t

th a t  were the domain of t h e i r  colleagues.

And th a t  I found so f r u s t r a t in g ,  the fragmenting — because I am not a
s e r ie s  of d i f f e r e n t  p a r t s .  I am a l l  of me. Whether I l ike  i t  or not, I am
a l l  of me. I am the widow, I am the s ingle  parent,  I am handicapped, and
i t  has to go in to  a blender.  I t  c a n ' t  go on separa te shelves.

According to many chronica l ly  111 individuals and families,  th is

t e r r i t o r i a l i t y  between physicians was probably f inanc ia l ly  motivated.

I think i t s  very much a protecting your own t e r r i t o r y .  I think i t s  a lso  a 
ce r ta in  amount of p o l i t i c s  and obviously where p o l i t i c s  is  Involved, 
money is Involved. And people try ing - -  ce r ta in  doctors c a n ' t  get 
priv i leges  a t  ce r ta in  hosp i ta l s .  There 's  a l l  kinds of p o l i t i c s  in the 
medical profession.  I think prevents a Level of patLent care from hLgh 
level  pa tien t care from occurring.  I don ' t  think any of the people would 
admit tha t .  But I think i t s  in existence.

Thus, the men and women liv ing  with chronic i l ln e s s  a r t i cu la ted  problems 

in the p o l i t i c s  of professional  au tho r i ty  as explanations of some of th e i r  

d i f f i c u l t i e s  in obtaining good health care.  From th e i r  point of view, the 

professions were d i s t i n c t  from each other by v i r tue  of ce r ta in  iden t i f iab le  

c h a r a c te r i s t i c  types of behavior.  In many cases,  such behavior was 

understandable in terms of the h ie ra rch ica l  s t ruc tu re  of health care. However, 

from th e i r  perspective,  the hierarchy often in te r fe red  with th e i r  a b i l i t y  to 

obtain the care they needed, and ce r t a in ly  created considerable con f l ic t  

within the health care system. Ac. th e i r  experience in the system became more 

Involved, many pa t ien ts  and families came to understand such con f l ic t  as a 

s truggle  for power ra ther than a concern for competence.
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Financial  Incentives

While the issue of health care economics has been hinted at in earlier

discussions ,  here i t  w il l  be considered d i r e c t ly .  From the perspective of

chronically  111 pa t ien ts  and th e i r  families ,  the financia l  In te re s ts  of those

involved in the health care Industry explained a great  deal about why the

system functioned In the way i t  did .  As Canadian res idents ,  the informants in

th i s  study were a l l  e n t i t l e d  to Insured health care,  for which they were

universa l ly  g ra te fu l .  In p a r t i c u la r ,  many compared the i r  s i tua t ion  to tha t  of

the i r  American cousins.  As a mother of two asthmatic children explained:

I'm r e a l ly  g ra te fu l  th a t  we're up here, where they have a medical system 
tha t  takes care of l i t t l e  kids tha t  are s ick .  'Cause we'd probably owe 
them $50,000 i f  we were paying them for every time they had a croup 
a t t a c k .

However, many of the pa t ien ts  and families in th i s  study had gone beyond what

was Insured in th e i r  search for health care.  From the i r  point of view, such an

expenditure was worth paying out of pocket i f  i t  made a difference in the i r

wellbeing. For example, one man explained his ra t iona le  for buying the

services  of a naturopath.

And i t  cost  me. You know I had to pay beyond what the health care system 
could pay. So I r e a l ize  tha t  i t ' s  probably a service that  not everyone 
could a fford ,  and t h a t ' s  c e r ta in ly  a factor for many people. And I could 
afford the dif ference between her and what [medical Insurance] would pay. 
And I was will ing to  pay the dif ference because i t  helped.

Thus, while they were g ra te fu l  for the insured system, many s t i l l  sought

addi t iona l  health care when i t  did not meet th e i r  needs.

As e a r l i e r  discussions have revealed,  many pa tien ts  and families

expressed concern about the way the medical serv ices remuneration system

Influenced decisions about th e i r  health care.  For example, many recognized

tha t  i t  encouraged doctors to i n s i s t  on off ice  v i s i t s ,  for which they could be

remunerated, ra ther than b r ie f  telephone consultat ions .  One woman described
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such an Instance, "she just said, "well, come in and see me about i t , "  And I 

thought, yeah, she can b i l l  [the medical planl for tha t .  This phone c a l l  

doesn ' t  get her anywhere."

From the i r  perspective,  th i s  remuneration system linked doctors '  s a la r ie s  

to the i r  eff ic iency.

I don ' t  know i f  th i s  is t rue ,  but I have a sense tha t  doctors have some 
kind of an unspoken quota in th e i r  head about how many pa tien ts  they have 
to go through to make a ce r ta in  amount of money... I don ' t  know i f  t h a t ’s 
true,  but I think th e re ' s  something to i t  anyway... I don ' t  know how 
doctors determine th a t ,  how many appointments they book or whatever.
There must be some kind of a system.

Thus, many patients  and families found tha t  most doctors increased the s ize  of

the i r  practices  to a point  a t  which optimal care was impossible. As one

patient complained, "He's not in te res ted  in his p a t ien t .  He is  in te res ted  in

the bucks tha t  he 's  going to get out of what he 's  doing." Further,  many

thought that  the pressures of remuneration influenced the personal a t ten t ion

tha t  was possible even from the most caring of p ra c t i t io n e r s .  As one patient

complained, "You seem to get one guy who's nice l ike  tha t  and cares,  and word

gets out. And before you know i t ,  he 's  got huge c l i e n t e l e ,  and then he becomes

very busy and he has a hard time dealing with so many pa t ien t s . "

In describing the climate of doc to r ' s  o f f ices ,  pa t ien ts  often used such

terms as "going through a revolving door" or "being cranked through the mill"

to describe the i r  feelings about such eff ic iency .  Thus, in th e i r  perception,

patien t overload and the re su l tan t  lack of personalized care was understood to

be a byproduct of the remuneration system.

I think i t ' s  got something to do with the Medicare system too.  I t ' s  a 
good system, but what happens, you go there you become jus t  a number. And 
I t ' s  not to c r i t i c i z e ,  I mean I'm a l l  for i t  because I l ived when there 
was no Medicare and there is now... So I guess i t ' s  a big fau l t  of 
everybody.
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Another  way in  which p e o p le  presumed r e m u n e r a t i o n  i n f l u e n c e d  m ed ica l

d e c i s i o n s  was in  h o s p i t a l  c a r e .  For  example ,  many b e l i e v e d  t h a t  d o c t o r ' s

s a l a r i e s  were d e p e n d e n t  on t h e  number o f  p a t i e n t s  t h e y  had a d m i t t e d  under

t h e i r  c a r e .  For example ,  one woman l i n k e d  a d o c t o r ' s  u n w i l l i n g n e s s  t o

d i s c h a r g e  h e r  husband from h o s p i t a l  t o  t h e  p o s s i b i l i t y  t h a t  i t  might  r e d u ce

t h e  amount f o r  which he c o u l d  b i l l  t h e  m e d ica l  p l a n .

So anyway,  t h e n  i t  was on t h e  Tuesday  t h e n ,  when Dr.  T g o t  back from 
[ a n o t h e r  c i t y ]  t h a t  t h e y  l e t  him go home. So my husband f i g u r e d  t h a t  t h e  
r e a s o n  t h a t  t h e y  w o u l d n ' t  l e t  him go home was be cause  he was Dr.  T ' s  
p a t i e n t ,  and he w a s n ' t  t h e r e  (LAUGHS). And he w o u l d n ' t  g e t  t h e  b i l l i n g  
fo r  i t .

I n  a d d i t i o n ,  many p a t i e n t s  s u s p e c t e d  r e m u n e r a t i o n  p o l i c i e s  p l a y ed  a r o l e  in  

t h e  r e l u c t a n c e  o f  some p r a c t i t i o n e r s  t o  a d v o c a t e  home c a r e  or  o u t p a t i e n t  

s e r v i c e s .

F i n a l l y ,  a n o t h e r  a r e a  in  which p e o p l e  s u s p e c t e d  r e m u n e r a t i o n  p l a y e d  a

r o l e  was in  t h e  r e f e r r a l  s y s t e m .  Some t h o u g h t  t h a t  d o c t o r s  were r e l u c t a n t  t o

refer them for fear that they would lose control of the b i l l in g  pr iv i lege  for

t h a t  p a t i e n t .  As one woman wondered,  "Wel l ,  a r e  d o c t o r s  a f r a i d  t o  r e f e r  t o  a

s p e c i a l i s t ?  I s  t h e r e  some s o r t  o f  f i n a n c i a l  l o s s  or  some s t a t u s  l o s s  i f  t h e y

do r e f e r  you?"  In c o n t r a s t ,  o t h e r s  s u s p e c t e d  t h a t  p h y s i c i a n s  had f i n a n c i a l

a r r a n g e m e n t s  w i t h  each  o t h e r ,  a s  w e l l  a s  w i th  v a r i o u s  l a b o r a t o r i e s  and

h o s p i t a l s ,  t o  p r o v i d e  a  c u t  o f  t h e  p r o f i t s  in  exchange f o r  r e f e r r a l s .

Wel l ,  y ea h ,  t h i n g s  t h a t  happened t o  me, so now I a sk  more q u e s t i o n s ,  
you know. Why I have t o  go down t h e r e  i f  t h e r e ' s  a n y t h i n g  c l o s e r ?  
Sometimes he send  me t h e r e  because  he p r o b a b l y  g e t  a c u t  in  t h e  
r a t e .  I d o n ' t  know.

Thus ,  p a t i e n t s  and f a m i l i e s  came t o  s u s p e c t  t h a t  t h e  re imbu rs emen t  sy s te m

I n f l u e n c e d  p r o f e s s i o n a l  d e c i s i o n s  made s u p p o s e d l y  on t h e i r  b e h a l f .

Another  o b s e r v a t i o n  made by t h e  i n f o r m a n t s  i n  t h i s  s t u d y  was t h a t  t h e

h e a l t h  I n s u r a n c e  scheme c r e a t e d  a c l i m a t e  in  which ov erco nsum pt ion  o f  s e r v i c e s
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was rampant, while many observed that some patients seemed to abuse the 

serv ices ,  others found health  care profess ionals  to be equally wasteful .  For 

example, p a t ien ts  re fe r red  to overuse of lab t e s t in g  for no diagnost ic  or 

treatment benef it  and the overuse of p re sc r ip t ion  drugs as evidence of a 

so c ia l ly  Ir responsible  a t t i t u d e  toward consumption within the health care 

system.

I think tha t  we've been brought up to be very wasteful .  And so tha t  goes 
as well for the heal th  care system. I ju s t  think tha t  a lo t  of 
p rescr ip t ions  are made tha t  d o n ' t  necessa r i ly  need to  be made. I think 
we're act ing very weird.

Further,  many chron ica l ly  i l l  individuals and families thought th a t  the

un ive rsa l i ty  of heal th  insurance had made heal th  professionals quite  unaware

of the actual  cos ts  involved in th e i r  decis ions .

They t r i ed  a new drug, and the p resc r ip t ion  cost  us $526. And I t  was 
about a week and a half  before Christmas, and I sa id  to the pharmacist, 
"How do you expect to be paid?" I says, "Half of the people wouldn' t 
have the money." I mean, we did have the money to  pay i t .  He says, "I 
rea l ize  tha t  th i s  Is ju s t  absolu te ly  t e r r i b l e . "  I phoned [the doctor 1, 
and I said ,  "Do you r e a l i z e ,  Doctor, tha t  the p rescr ip t ion  is  $526." And 
he says,  "You know you're ge t t ing  I t  back from the government. You've got 
the money." Well, I mean, we could pay for i t ,  but i t ' s  ju s t  the 
p r inc ip le .

What many p a t ien ts  and families came to r e a l i s e  through the course of

th e i r  I l lness  experience,  was tha t  t h e i r  continued Involvement in health care

ensured the continuing s a la ry  of th e i r  physicians .  Thus, many came to suspect

tha t  s p e c i a l i s t s  in chronic i l ln e s s  might be in the business not for reasons

of a l t ru ism or science,  but for the ease in generating a s izeable  income.

Consider, for example, the woman who concluded th a t  being a rheumatologist

would be an easy job because you would get paid for doing nothing. Another

expressed a s imi la r  theory about being a Multiple Sclerosis  s p e c i a l i s t .

When i t  comes to  MS.. .I think they found the most cushy deal.  I r e a l ly  
do, when i t  comes to MS. No, r e a l l y ,  ser ious ly .  Come on, I'm not going to 
d ie .  I ’ve figured tha t  out myself. Nobody to ld  me th a t ,  but I figured i t
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out.  I'm not going to die from th i s  — a t  l e a s t  not now. You know, some 
day down the road I ' l l  die l ike  an old lady, maybe a l i t t l e  e a r l i e r  than 
I should, but who knows? Okay. And they 've got a l l  these people with MS. 
Now, i f  I was a doctor I would think,  "I am going to have my complete 
p a t ien t  load be MS people. All I have to  do Is  smile, send them off to  a 
shrink,  or the MS socie ty ,  or the support group.

A th i rd  expressed similar views about gas t roen te ro log is t s .  "My f i r s t  thought

would be they would expect you to disappear (LAUGHS). And yet,  I mean, t h a t ' s

so absurd because th a t 's  their whole livelihood th a t 's  going with you." Thus,

the idea tha t  th e i r  continuing i l lne s s  represented the l ivelihood of the i r

professional  heal th  care providers was an unse t t l ing  thought for many.

In a similar vein, many chronically 111 patients and families developed

an awareness of the degree to  which th e i r  i l ln e s se s  represented a potent ia l

p ro f i t  for other members of the health care industry.

So many people, the wrong people ge tt ing  the short  end of the s t i c k .  I t ' s  
the same people ge t t ing  the same thing a l l  the time. You know, the r ich  
always get r icher  and the poor get poorer.

Medical conferences were described by many as one way in which th e i r  i l ln e s s

was used to generate p r o f i t s .  One woman, for example, described the Invi ta t ion

of pa t ien ts  to such conferences as an addit ional source of revenue.

The l a s t  one I went to  was a t  the [ho te l ) .  Twenty-five d o l la rs  for each
professional  and others ,  Includes lunch and refreshments.  Oh, big deal ,  
you should see the lunch. I could play my f a s tb a l l  with one of th e i r  
buns . . .  They're not even looking for somebody who's got damage. They're 
not even looking to help th e m . . . . I  don ' t  think so. I think i t  a l l  has to 
do with meetings, and how to make a fortune on these crummy lunches.

Another pa t ien t  was equally suspicious of the profi t-mot ive of conferences.

I'm wise to them. I 've  found out th e i r  l i t t l e  s ec re t .  Somebody has to le t
them know tha t  somebody out here is  wise to a l l  t h i s .  And going to
another conference, and l i s ten ing  to blgshot Mr. So-and-so, the Dr. 
So-and-so from England, who flew over f i r s t - c l a s s ,  to  ta lk  about MS, and 
a l l  the b u l l s h i t  a t  one of these conferences. I t  doesn ' t  hack i t  for me 
any more! Last time I to ld  the MS nurse,  "So where's my car and my 
money?" This is  when I had no money, I was on Welfare. And I sa id ,
"Look, I paid $20 to lis ten  to that crap one more time. Now, I want my 
money back. My son needs a new pair of shoes." I d idn 't get any money, 
but I made my point. Don't invite me to any more of your stupid
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conferences, where you have these high-class doctors from New Zealand, 
Austra lia ,  England, wherever the he l l  e lse  they come from — South 
Africa,  believe i t  or not.  And they a l l  get together and they give the 
same lec tu res .

Another p ro f i t  po ten t ia l  noted by many informants was the obvious re la t ionsh ip  

between the medical profession and the pharmaceutical Industry.  According to 

many pa t ien ts  and families,  tha t  Industry had a l te red  medical practice  beyond 

recognition.

I now am a b i t ,  as you can probably t e l l ,  a b i t  cynical about the 
t r a d i t io n a l  medical approach. And I see I t  mostly as prescr ipt ion 
medicine, where you go and they hand you a p rescr ip tion  and you take 
p i l l s . . .  I now know tha t  they 'r e  primarily,  to me, dispensers of 
medicine.

Clearly,  the i r  understanding tha t  conferences were often hosted by

p h a r m a c e u t i c a l  c o r p o r a t i o n s  i n c r e a s e d  t h e  s u s p i c i o n s  o f  many t h a t  t h e r e  were

p ro f i t s  to be made from th e i r  i l l n e s s .

One aspect of health care economics that  g rea t ly  concerned many patien ts

and f a m i l i e s  was p r i o r i t i e s  i n  r e s e a r c h  fu n d i n g .  Because  many th o u g h t  r e s e a r c h

t o  be a s o u r c e  o f  hope fo r  t h e i r  f u t u r e ,  t h e y  were most d i s t r e s s e d  to  d i s c o v e r

t h a t  i t s  f u n d i n g ,  t o o ,  was p o l i t i c a l .  For example ,  many c o n s i d e r e d  t h a t  t h e

o v e r a l l  e x p e n d i t u r e  on h e a l t h  c a r e  r e s e a r c h  was i n s i g n i f i c a n t .  As one man

complained, "I don ' t  understand. The United States  defence budget for '86 is

303 b i l l io n  d o l la r s .  What would a couple of b i l l i o n  do l la r s  do to the i r

d e f e n c e  b u dge t?  N o t h i n g . "  S i m i l a r l y ,  one woman was q u i t e  co nv inced  t h a t

fa i lu res  in medical research were more d i r e c t ly  linked to funding p r io r i t i e s

than they were to the l imi ta t ions  of science.

This is the most aggravating th ing,  is  knowing tha t  the treatment can be 
found — some so r t  of treatment can be found. You c a n ' t  t e l l  me 40 years 
from when they f i r s t  found out about the white blood c e l l s  being very 
responsible for i t ,  and th i s  was about 1930 when they re a l ly  had i t  
figured out what's happening with MS pa r t i cu la r ly  — the nerve system, 
the block o f f ,  and th a t .  But 40 years, you've got to go through a world 
war, and (a man on] the moon, and you c a n ' t  t e l l  me they couldn ' t  have
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found some t r e a t m e n t ,  some b e t t e r  t r e a t m e n t  f o r  n o t  o n l y  MS, b u t  a  l o t  o f  
t h e  d i s e a s e s ,  you know, c y s t i c  f i b r o s i s .  I f e e l ,  you know, t h a t  t h e  
p r i o r i t i e s  a r e  a l l  wrong.

F u r t h e r ,  many found t h a t  h e a l t h  c a r e  r e s e a r c h  was c o n c e n t r a t e d  in  a few h i g h l y

p u b l i c i z e d  f i e l d s  t o  t h e  e x c l u s i o n  o f  many t y p e s  o f  c h r o n i c  i l l n e s s .  One woman

w i t h  Sc le ro de rm a  e x p l a i n e d  why p a t i e n t s  needed t o  become in v o lv e d  in  c r e a t i n g

a  p u b l i c  p r o f i l e  b e f o r e  t h e y  c o u ld  hope t o  r a i s e  funds  f o r  r e s e a r c h .

When you g e t  w e l l  known, t h e n  you g e t  t h e  fu nds  f o r  r e s e a r c h .  L ike  l u p u s  
Is  g e t t i n g  q u i t e  a b i t  o f  money now f o r  r e s e a r c h  be cause  t h e y ' v e  g a i n e d  
n a t i o n a l  r e c o g n i t i o n ,  and t h e r e ' s  a  l o t  o f  r e s e a r c h  g o in g  on i n t o  l u p u s .  
Wel l ,  I ' d  l i k e  f o r  us t o  work towar d  t h a t  g o a l ,  you know, and somehow 
r a i s e  money f o r  r e s e a r c h .

However, i n  s p i t e  of  t h e i r  own w i l l i n g n e s s  t o  become in v o l v e d  in  f u n d r a i s i n g ,

many p a t i e n t s  and f a m i l i e s  r e c o g n i z e d  t h a t  t h e  i n t e r e s t  of  m ed ica l  r e s e a r c h e r s

was c r i t i c a l  t o  t h e  s u c c e s s  of  any r e s e a r c h  program.  To t h e i r  d ismay ,  t h e y

d i s c o v e r e d  t h a t  t h e  c o m p e t i t i o n  between such  r e s e a r c h e r s  f o r  p r e s t i g e  and

r e c o g n i t i o n  o f t e n  i n h i b i t e d  s c i e n t i f i c  p r o g r e s s .

Oh, t h e  Un i t ed  S t a t e s  and Canada d e c id e d  t o  s h a r e  t h e i r  i n f o r m a t i o n ,  
t h e i r  f i n d i n g s  i n  r e s e a r c h .  Do you f i n d  a n y t h i n g  s t u p i d  a b o u t  t h a t ?  That  
t h e y ' v e  been s p e n d i n g  m i l l i o n s  h e r e ,  and a c r o s s  t h e  b o rd e r  a few m i l e s  
away t h e y ' v e  been s p e n d in g  m i l l i o n s  on t h e  same r e s e a r c h  and t h e y  h a v e n ' t  
been s h a r i n g .  T h e y ' r e  v e r y  e g o t i s t i c a l ,  r i g h t ?  Mr. S o -an d - so  wan ts  t o  be 
t h e  one who comes up w i th  t h i s .  Whi le a l l  t h e s e  p eo p le  a r e  s i t t i n g  ar oun d 
in  w h e e l c h a i r s ,  t h e y ' r e  f i g h t i n g  ov e r  who g e t s  t h e  c r e d i t  in  t h e  New 
England J o u r n a l  of  Medic ine!

Thus ,  t h e  economic p o t e n t i a l  o f  c h r o n i c  i l l n e s s  made many p a t i e n t s  and

f a m i l i e s  h i g h l y  a t t u n e d  t o  how funds  were used and who s t o o d  t o  p r o f i t  from

them.

A f i n a l  co n c e rn  w i th  r e g a r d  t o  t h e  economics  of  h e a l t h  c a r e  was r a i s e d  by 

many c h r o n i c a l l y  i l l  i n d i v i d u a l s  and f a m i l i e s  in  t h e  c o u r s e  o f  t h e  s t u d y .  

Al though  aware t h a t  t h e i r  t h e o r i e s  might  be c o n s i d e r e d  p a r a n o i d  by o t h e r s ,  

many In fo rm an ts  b ro ached  th e  p o s s i b i l i t y  t h a t  t h e r e  might  be a  b e t t e r  

f i n a n c i a l  I n c e n t i v e  i n  k e e p in g  them i l l  t h a n  in  p r o v i d i n g  them w i th  e i t h e r
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curative or supportive services, As they surveyed the economic landscape,

s e v e r a l  i n f o r m a n t s  n o t i c e d  t h a t  t h e  h e a l t h  c a r e  b u r e a u c r a c y  was in  f a c t  a

complex i n d u s t r y  whose b a s i c  market  depended upon m a i n t a i n i n g  a  c e r t a i n  l e v e l

o f  I l l n e s s  i n  s o c i e t y .

We b u i l d  monuments and have c r e a t e d  an  I n d u s t r y  t o  c a n c e r ,  w h i l e  i n  t u r n ,  
a v e r y  l a r g e  numbers  o f  t h e  c a n c e r s  t h a t  t h e r e  a r e ,  we c r e a t e .  So we have 
a  n i c e  d i a l e c t i c  i n  t h a t  we have t e c h n o l o g y  t h a t  c r e a t e s  m ach ines ,  and 
m e d i c a t i o n  t o  d e a l  w i th  t h e  c a n c e r s ,  t h a t  we c r e a t e  w i t h  a l l  t h e s e  
c a r c i n o g e n i c  s u b s t a n c e s  t h a t  we have ,  and o u t  of  t h o s e  t o o  we fund 
r e s e a r c h  t o  look i n t o  c r e a t i n g  ways t o  d e a l  w i th  c r e a t i n g  new 
f e r t i l i z e r s ,  o r  new s u b s t a n c e s  t h a t  a r e  n o n - c a r c i n o g e n i c ,  and a l s o  t o  
c r e a t e  new s u b s t a n c e s  t h a t  d e a l  w i t h  how do we c u r e  c a n c e r ?  But i t ' s  an  
i n d u s t r y  t h a t  — ea ch  p a r t  of  t h e  fu n d a m e n ta l  i n d u s t r y ,  where t h e r e  i s  
t h e  h o s p i t a l ,  t h e  p h a r m a c e u t i c a l s ,  t h e  e n g i n e e r i n g ,  w h a te v e r  - -  f e ed s  
upon each  o t h e r .  They need each  o t h e r  in  o r d e r  t o  c o n t i n u e  t o  s u r v i v e ,  so 
t h e y  have no r e a l  v e s t e d  I n t e r e s t s  in f i n d i n g  a c u r e .

From t h e i r  v a r i o u s  p e r s p e c t i v e s ,  many p a t i e n t s  and f a m i l i e s  came t o  q u e s t i o n

t h e  e f f e c t  o f  f i n a n c i a l  i n c e n t i v e s  on t h i s  v e r y  b a s i c  p r e m is e  o f  h e a l t h  c a r e .

T h i s  i s  what t h e  p e o p l e  in  my s u p p o r t  g ro up  somet imes  s a y  t o o .  They worry
t h a t  — one l a d y  i s  r e a l l y  v i c i o u s  a b o u t  i t  you know - -  t h e y ' r e  neve r
g o in g  t o  c u r e  a r t h r i t i s  she s a y s .  T h e r e ' s  a bunch of d o c t o r s  and t h o s e  
p h a r m a c i s t s  o u t  t h e r e .  They j u s t  want t o  s e l l  t h e  d r u g s .  I f  t h e y  ev e r  
s o l v e  i t ,  i t ' s  j u s t  l i k e  c a n ce r  you know, same t h i n g .  T h e y ' l l  n e v e r ,  
never  do t h a t  b e c a u s e  t h e n  t h e y ' d  be o u t  of  a  jo b  so  t h i s  g u y ' s  g o t  no 
money, no d r u g s ,  no n o t h i n g ,  you know. S h e ' s  v e r y  v i c i o u s  a b o u t  i t ,  b u t  
t h a t  goes  t h r o u g h  a l l  o f  our  minds ,  s a y i n g  why would t h e y  want  t o  h e a l  us 
b ecau se  i f  t h e y  h e a l  us t h e y  h a v e n ' t  g o t  a j o b  anymore? So you a lways  
wonder.  T h a t ' s  one t h i n g  in  t h e  back of  your  mind.  Urn, I d o n ' t  t h i n k  
t h e y ' r e  a l l  t h a t  way bec a u se  I know t h e r e ' s  some r e a l l y  c a r e  and t h e y  
d o n ' t  want  p e o p l e  t o  be in  p a i n  o t h e r w i s e  t h e y  w o u l d n ' t  be a  d o c t o r .  
T h e y ' r e  d o in g  i t  f o r  t h e  d e d i c a t i o n .  But t h e r e  a r e  some, you wonder.  And 
t h e  b i g  d ru g  compan ies  - -  you wonder .  And t h e y  d o n ' t  want  us t o  be cu r e d  
bec ause  i t ' s ,  you know, t h e i r  b r e a d  and b u t t e r .

From t h e i r  p e r s p e c t i v e ,  h e a l t h  c a r e  p r o f e s s i o n a l s  might  be u n w i t t i n g  p a r t i e s

t o  t h e  s h i f t  towar d t h i s  new o b j e c t i v e .

I g u e s s  what  I wonder i s ,  t h e  s c h o o l i n g  and t r a i n i n g  t h a t  p r o f e s s i o n a l s  
a r e  g i v e n  i s  p e r h a p s  n o t  r e a l l y  t r a i n i n g  them t o  q u e s t i o n  t h i n g s ,  o r  t o  
look a t  t h i n g s ,  or  t o  f i n d  d i f f e r e n t  ways.  I t ' s  more t r a i n i n g  them to
p e r p e t u a t e  a s y s t e m  t h a t ' s  been  s e t  up,  and n o t  t o  q u e s t i o n  i t ,  and t o
j u s t  keep t h a t  s y s t e m  g o i n g ,  which in  a  way seems a l m o s t  l i k e  a  consumer 
s y s t em .  I d o n ' t  q u i t e  know how t o  e x p l a i n  i t ,  b u t  i t  a l m o s t  seems a s  
though t h e  h e a l t h  c a r e  s y s t e m  i s  s e t  up ,  and p eo p le  a r e  b r o u g h t  t o  a
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ce r t a in  level o£ hea l th ,  and then t h e r e ' s  a so r t  o£, "Veil, we c a n ' t  make 
everybody h e a l th ie r ,  w e ' l l  be phased out of our jobs,  and there  goes our 
work," so (LAUGHS) - -  So tha t  you're cons is ten t ly  a consumer o£ tha t  
system. And I 'm sure th a t  t h a t ' s  not a conscious p lo t ,  I think tha t  
that's Just the way i t ' s  happened.

Thus, with increasing horror and dismay, many chronical ly  i l l  individuals  and

the i r  families toyed with the idea th a t  the health  care system i t s e l£  might

have an investment in th e i r  misery.

The accounts therefore  re f le c ted  considerable concern about the extent to

which f inanc ia l  in t e r e s t s  influence health care p o l i t i c s .  One man's conclusion

revealed a deep d i s t r u s t  for the p r o f i t  po ten t ia l  tha t  had twisted the shape

of medical care during h is  l i fe t im e.

I think th a t  a lo t  of i t  is  wrapped up in the way the medical f i e ld  has 
evolved as people today - -  how many times have you heard you know, "So 
and s o ' s  son or daughter is  a doctor."  And th i s  is  sa id  with great  — i t s  
the only profession where you achieve sainthood in your own l i f e  time.
And th e r e ' s  no doubt about i t  tha t  i t s  a very mercenary thing by a lo t  of 
them. I t s  a b u s in e s s . . .  In the f i e ld  of medicine - -  in the f i e ld  of 
anything where we are do l la r  motivated - -  the be t te r  q u a l i t i e s  of human 
beings are su b v er ted . . .  And I see r e a l ly ,  i t ' s  qu ite  obvious, tha t  when 
you go into any phys ic ian 's  o f f ice  tha t  the whole th ing is  a business and 
perhaps i t  has to be. I don ' t  r e a l l y  know. But the whole object ive is  to 
make money... I 'm not blind to  the fact  th a t  we have to make an income — 
sure we do. And th e r e ' s  nothing wrong with making a decent income. But 

when i t  becomes the whole p ic tu re ,  then i t s  not good.

For th is  man and for many o thers ,  the role  of economics In explaining some of

the fr ightening problems in health care de livery  was inescapable.

The accounts presented here i l l u s t r a t e  the degree to which chronically

i l l  people and th e i r  families understand health care p o l i t i c s  as a source of

many of th e i r  serious  confronta tions  with heal th  care.  Although th e i r  thoughts

represent a wide range of soph is t i ca t ion  and ana lys is ,  they reveal th a t  those

involved with chronic i l l n e s s  In te rpre t  power and money as in f lu en t i a l  fac tors

in th e i r  l i v e s .  They id en t i fy  the tendency of a bureaucracy to  sus ta in  i t s e l f ,

the tendency of professional  bodies to  promote themselves and the tendency of
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Industry to seek a profit as social forces having a d irect bearing on their 

q u a l i t y  of  l i f e  w i t h  c h r o n i c  i l l n e s s .  T h e r e f o r e ,  t h e y  t e l l  us t h a t  t h e  c h r o n i c  

i l l n e s s  e x p e r i e n c e  must  be u n d e r s to o d  in  t h e  c o n t e x t  o f  t h e s e  a s p e c t s  of  

h e a l t h  c a r e  p o l i t i c s .

H e a l th  Care  Id e o lo g y

The sec on d f o c u s  o f  a n a l y s i s  a r t i c u l a t e d  by p a t i e n t s  and t h e i r  f a m i l i e s  

in  t h e i r  e f f o r t s  t o  u n d e r s t a n d  t h e i r  e x p e r i e n c e s  in  h e a l t h  c a r e  was t h e  

a s s u m p t i o n s  and b e l i e f s  t h a n  u n d e r p in  t h e  s t r u c t u r e  and t h e  f u n c t i o n  of  t h e  

h e a l t h  c a r e  s y s t e m .  As has  been n o ted  i n  e a r l i e r  d i s c u s s i o n s  on h e a l t h  c a r e  

r e l a t i o n s h i p s ,  t h e  I n f o r m a n t s  in  t h i s  s t u d y  d e s c r i b e d  t h e m s e l v e s  a s  e n t e r i n g  

t h e  c h r o n i c  I l l n e s s  e x p e r i e n c e  w i th  a r a t h e r  b l i n d  f a i t h  in  i t s  b en e v o le n c e  

and in  i t s  a b i l i t y  t o  r e s o l v e  h e a l t h  p r o b le m s .  Because  t h i s  f a i t h  was 

I n e v i t a b l y  c h a l l e n g e d ,  t h e s e  p eo p le  had o c c a s i o n  t o  wonder a b o u t  i t s  o r i g i n s  

and d e v e lo p  t h e o r i e s  a b o u t  t h e  way members of  t h e i r  s o c i e t y  t e n d  t o  t h i n k  

a b o u t  h e a l t h  c a r e .  Thus ,  t h e y  i n t e r p r e t e d  many o f  t h e i r  e x p e r i e n c e s  in  te rm s  

of  what t h e y  came t o  u n d e r s t a n d  a s  h e a l t h  c a r e  I d e o lo g y .

The p a t i e n t s  and t h e i r  f a m i l i e s  a r t i c u l a t e d  t h r e e  d i s t i n c t  components t o  

what  t h e y  c o n s i d e r e d  a w i d e s p r e a d  b e l i e f  s y s t e m  a b o u t  h e a l t h  c a r e .  The f i r s t  

o f  t h e s e  was t h a t  d o c t o r s  know what i s  b e s t  f o r  o t h e r  p e o p l e .  The second  was 

t h a t  " r e g u l a r "  m e d ic in e  i s  s u p e r i o r  t o  a l l  o t h e r  h e a l i n g  p r a c t i c e s .  The t h i r d  

was t h a t  m ed ic ine  was a  p r e c i s e  form o f  s c i e n t i f i c  e n t e r p r i s e .  T h e i r  a c c o u n t s  

w i l l  I l l u s t r a t e  how t h e y  came t o  c h a l l e n g e  each  o f  t h e s e  b e l i e f s .

The Doc tor  Knows Bes t

The c h r o n i c a l l y  i l l  i n d i v i d u a l s  and t h e i r  f a m i l i e s  a d m i t t e d  t o  e n t e r i n g  

t h e  c h r o n i c  I l l n e s s  e x p e r i e n c e  w i th  an  a t t i t u d e  o f  r e v e r e n c e  f o r  d o c t o r s .  For
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example ,  one woman remembered h e r s e l f  a s  " r e a l l y  b e l i e v i n g  in  God t h e  Almighty

D o c t o r . "  Another  e x p l a i n e d  a  s i m i l a r  awe.

I used t o  t h i n k  o f  a  h o s p i t a l ,  o r  d o c t o r s ,  a s  more o r  l e s s  l i k e  m l n l -  
go ds ,  you know, I f  you were s i c k  you pu t  y o u r s e l f  In  t h i s  g u y ' s  c a r e ,  and 
he took c a r e  o f  you,  and t h a t  was I t ,  you know. You nev e r  q u e s t i o n e d  
whether  i t  was good o r  bad,  o r  what .

Many r e c a l l e d  h av in g  p l a c e d  t remendous  we igh t  on a  d o c t o r ' s  o p i n i o n  a b o u t  any

t o p i c .

I t ' s  funny ,  you p u t  so  much s t o c k  in  ev e r y  word t h e y  s a y  t o  you,  t h e y  
d o n ' t  r e a l l y  r e a l i z e  t h a t  t h e y ' v e  g o t  t h a t  power o f  I n f l u e n c e  and t h a t  
t h e y  have t o  be on t h e i r  t o e s  ab o u t  e v e r y t h i n g  t h e y  s a y  t o  p a t i e n t s .  And 
t h a t  p u t s  a  l o t  o f  s t r e s s  on d o c t o r s ,  I a p p r e c i a t e  t h a t .  But s t i l l ,  I f  
t h e  word I s  g o s p e l ,  t h e n  e v e r y  word c a r r i e s  a  l o t  o f  w e i g h t .

However, i n v a r i a b l y ,  c h r o n i c  I l l n e s s  shook th e  f o u n d a t i o n s  o f  t h i s  b e l i e f .

I t ' s  a r e a l  s h o c k .  I t ' s  l i k e  go ing  back a b o u t  two or  t h r e e  c e n t u r i e s .  
Because you go In w i th  t h e  d o c t o r s  and t h e  n u r s i n g  p r o f e s s i o n  on a 
p e d e s t a l .  You r e a l l y  do! You t h i n k  t h a t  t h e y ' r e  so  knowledge ab le  and so 
c a r i n g ,  and t h e y  know so  much, and t h a t  e v e r y t h i n g  t h e y  s a y  i s  g o s p e l ,  
b u t  you soon f i n d  o u t  I t  i s n ' t .  Tha t  was t h e  b i g g e s t  s h o ck .

The e x p e r i e n c e  o f  c h r o n i c  i l l n e s s  b ro ugh t  p a t i e n t s  and t h e i r  f a m i l i e s  to

t h e  r e a l i z a t i o n  t h a t  d o c t o r s  do n o t  know e v e r y t h i n g ,  and t h a t  one a r e a  in

which th e y  may be l e s s  w e l l  in formed i s  in  the  a r e a  o f  ev e r y d a y  l i f e  w i th

c h r o n i c  i l l n e s s .  As t h e y  began t o  a p p r e c i a t e  t h e i r  own o p i n i o n s  in  t h i s

r e g a r d ,  t h e y  a l s o  began t o  u n d e r s t a n d  t h e  r o l e  t h e s e  o p i n i o n s  t h e y  had p layed

in  c a u s in g  them t o  look t o  p r o f e s s i o n a l s  fo r  answ ers  t h e y  c o u l d  n o t  p r o v i d e .

T hi s  a n a l y s i s  l ed  them t o  c o n s i d e r  t h e  d eg r ee  t o  which o v e r - r e l i a n c e  on

p h y s i c i a n s  i s  a problem  f o r  p a t i e n t s .

For many o f  t h o s e  l i v i n g  w i t h  c h r o n i c  I l l n e s s ,  b e l i e f s  a b o u t  d o c t o r s  were

l i n k e d  t o  b e l i e f s  a b o u t  o t h e r s  in  p o s i t i o n s  of  s o c i a l  a u t h o r i t y .  One woman's

d e s c r i p t i o n  conveyed t h e  power t h a t  such a u t h o r i t y  had f o r  many p a t i e n t s  and

f a m i l i e s .
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I think I'm the type of person tha t 's  always had a l i t t l e  sort of fear 
for au thor i ty ,  you know. I t ' s  so r t  of l ike  the pr inc ipa l or the boss or 
the policeman stops you for a t i c k e t .  I mean, he 's  ju s t  doing a job, he 's  
giving you a t i c k e t  because you've broken the law, but s t i l l  you' re  a l l  
of a l i t t l e  so r t  of shaky by i t ,  and somebody's caught you doing wrong. 
And I think i t ' s  the same with the doctors and nurses. And even now I'm 
older than most of the nurses, i t ' s  s t i l l  — and tha t  makes i t  s o r t  of 
doubly d i f f i c u l t  'cause i t ' s  so r t  of l ike  these young kids — I'm under 
the control  of the 20 year olds - -  a t  40, you know. I'm sure a lo t  of I t  
is  ju s t  my f a u l t ,  I 'm not r e a l ly  so r t  of ge t t ing  c lear  what is  happening 
and what's going on, and what the i r  routine i s ,  and r e a l ly  finding out 
what are the expectations of the hospita l  and me.

Through the i r  experience,  however, most developed a more jaded perspective.  As

one woman e x p l a i n e d ,  "What we 've  l e a r n e d  t o o  i s  t h e  m ed ica l  p r o f e s s i o n ' s  no

d i f f e r en t  from lawyers, doctors ,  or floor-sweepers. I mean th e re ' s  good,

th e re ' s  bad; t h e r e ' s  car ing,  and uncaring."

As t h e y  s h i f t e d  t h e i r  own a t t i t u d e s ,  p a t i e n t s  and f a m i l i e s  began to

recognize tha t  th e i r  views were consis tent with those of many others .  Thus,

they Ident ified  common pa t te rns  in the way people r e ly  upon the i r  doctors.

I think sometimes, as p a t ien ts ,  we expect a rea l  lo t  from those health 
care professionals .  And I not only expect I t ,  I ask for i t  sometimes — 
cal l ing  la te  a t  night,  or ca l l ing  a lo t .  But we also  have to lean on 
ourselves too,  and deal with things on our own too. I mean, we do have 
our own s trengths  and our knowledge and our ways of doing things ,  and I 
think we have to use tha t  too.

They r e c o g n i z e d  t h a t  t h e r e  were c a s e s  in  which p r o f e s s i o n a l s  were i n c a p a b l e  of

providing help because the pa tien ts  were overly dependent.

I think for heal th  professionals ,  one of the hardest  things must be 
ge tt ing people with a t t i t u d e s  tha t  they jus t  don ' t  care and they ' r e  not 
going to t r y .  I mean, sure,  maybe somebody's not doing everything r ig h t ,  
but they 're  will ing to t ry ,  and I think tha t  must be okay. What I have 
heard people say who work in the health profession is  they find i t  
d i f f i c u l t  to work with people l ike alcoholics or heroin addic ts ,  ju s t  
‘cause they keep doing i t  over and over again.

However, they a lso  recognized tha t  many pa tien ts  simply did not know that

there was any a l t e rn a t iv e  to seeking help from physicians when they had

physical symptoms.
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I understand tha t  doctors are subjected to requests from pa t ien ts  who 
would be b e t t e r  off  being t rea ted  In some other way. But they d on ' t  know 
any other requests ,  and t h a t ' s  why they go to these doctors.  That ' s  why 
they continue to go to  the doctor even though the i l ln e s s  may be t rea ted  
in some other way — i t  could be d ea l t  with a t  home or given a l i t t l e  
time w il l  resolve i t s e l f .  But they don ' t  know t h a t .  And I d i d n ' t  know 
tha t  so, you know you keep coming back.

In addit ion,  some appreciated th a t  going to  the doctor had addi t iona l  c u l tu ra l

meanings for some p a t ien t s .  As one man theorized,  "I think a lo t  of people go

to MD's for reassurance as much as they go for medicine or actua l  help."

Another described another explanation for why people might overly re ly  on

doctors.

I think some people get rewarded by ce r ta in  kinds of help which are 
detrimental  to them. And t h a t ' s  more important than themselves feeling 
well .  And I think t h a t ' s  a very d i f f i c u l t  and very fine l ine  and perhaps 
we do n ' t ,  perhaps, examine tha t  well enough as to how each individual is 
able to ass imila te  th a t  in terms of preferr ing to be well ra ther  than 
prefer to be i l l .

In conjunction with depending too much on doctors,  many pa t ien ts  and

families commented on the tendency of people to avoid taking personal

re spons ib i l i ty  for th e i r  heal th .

We c an ' t  expect by leading a so r t  of unhealthy l i f e ,  which we do to a 
ce r ta in  ex tent ,  to be cured and in good heal th ,  you know. We c a n ' t  expect 
the physicians to cure us for something he has no foundation for,  you 
know, because we don ' t  make the foundation, we l e t  the foundation s l i p . . .  
I t ' s  a b i t  of give and take.  1 mean, we seem to  be rid ing down around on 
the doctors a l o t ,  but there seems to be a so r t  of pola r iza t ion  between 
doctor and p a t ie n t .  But you have to see the other s ide,  too,  you know.

By sh i f t in g  th e i r  own in te rp re ta t ion  away from the ideology of "doctor knows

bes t , "  many pa t ien ts  and families  found themselves more accepting of the

limita tions  of th e i r  own doctors.

My a t t i tu d e  is  more pos i t ive .  But maybe what I 'm doing is  r e a l ly  more 
c lea r ly  defin ing the l imi ta t ions  of what c e r ta in  people in the medical 
f i e ld  can do for me — l ike  what my GP can do for me. Maybe I'm s t a r t i n g  
to have more r e a l i s t i c  expectations of tha t .
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The other side o£ the argument with regard to unrealistic expectations, 

however, was the ro le  of the physicians in c u l t iv a t in g  an image of themselves 

as omnipotent. One woman, for example, explained how such an a t t i tu d e  was 

completely inappropr ia te  in the context of many chronic i l ln e s se s .

The ones th a t  I ' v e  run in to  - -  the rheumatologists - -  they seem to think 
th a t ,  in an area where there  are no rea l  answers anyway, they seem to 
think tha t  they have the r ig h t  to d ic ta t e  in a very unfeeling way to you, 
what you should do, and what you should not do. We a l l  know tha t  th e re ' s  
no cure — tha t  they don ' t  know what causes i t  — tha t  sometimes some 
medication helps.  And they know c e r ta in ly  th a t  physiotherapy helps.
That ' s  one thing for sure they do know. And they can do a few things in 
an occupational therapy s o r t  of way for you, you know, by making re s t ing  
s p l i n t s ,  which make your hands fee l  b e t te r .  But then, I think tha t  
sometimes you end up in a s i tu a t io n  where they expect you to be servicing 
your I l lness  a l l  the time, and not ge t t ing  on with your l i f e .

However, in sp i te  of t h e i r  In a b i l i ty  to offer meaningful serv ices ,  many

pat ien ts  and families thought th a t  the self-image of most doctors was one of

i n f a l l i b l e  healer.

I t  seems l ike  the whole world . . .wants immediate r e s u l t s .  And I kind of 
think th a t  the medical profession tends to ca te r  to tha t  too with 
p re sc r ip t ions ,  and with ju s t  quick-f ixes ,  you know, and you feel  good in 
two days.

Many thought tha t  th i s  in f la ted  self-image was the reason tha t  physicians 

expected to  have a monopoly on services  for the chronica l ly  i l l .  "They have 

th e i r  own monopoly out there .  Maybe I'm being too hard on them, but t h a t ' s  the 

way I  perceive i t .  I t ' s  t h e y ' l l  give us the information they want us to

hear.  They d on ' t  give us the choices to make." However, they soon discovered

tha t  the way physicians understood chronic I l lness  was ra re ly  shared by 

p a t ie n t s .

You have questions,  and you'd l ike  answers, and socie ty  has given these 
people the role of expert .  And you go there,  and they don ' t  have answers, 
or they have answers tha t  don ' t  make any sense to  you, because they 're  
not of your r e a l i t y .  And you then s tep  back and begin to reassess tha t .
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Thus, many believed that the attitud es of doctors played some role in

p r o d u c in g  t h e  u n r e a l i s t i c  e x p e c t a t i o n s  of  t h e i r  c l i e n t s .

Ano ther  way in  which d o c t o r s  were p e r c e i v e d  a s  c o n t r i b u t i n g  t o  t h e

p ro b lem  was i n  t h e i r  u n w i l l i n g n e s s  t o  c o n s i d e r  t h e i r  p a t i e n t s  c r e d i b l e .

I u sed  t o  go t o  d o c t o r ,  or  - -  s e e ,  I ' m  n o t  b lam in g ,  i t ' s  n o t  a  blame - -  
b u t  you g e t  t h e r e ,  and i f  I have  a p ro b lem ,  I r e a l l y ,  r e a l l y  l o o k .  Befo re
I go t o  a  d o c t o r  I t r y  t o  f i n d  o u t  what  co u ld  ca u s e  i t .  When I g e t  t o  th e
d o c t o r ,  I  have an i d e a  w h a t ' s  c a u s i n g  t h e  p ro b lem .  But n o r m a l l y  what 
happened w i t h  t h e  d o c t o r ,  you s a y  t h a t  t o  a  d o c t o r ,  " I  t h i n k  i t ' s  t h i s , "  
and in  h i s  p r o f e s s i o n a l  way i t ' s ,  "You d o n ' t  t e l l  me what  t o  d o . " . . .  I ' m  
a c a r  mechan ic  now. Now a  c a r  mechanic  i s  a  good example ,  com par ing a  
c a r  (LAUGHS) t o  a  human. I f  somebody b r i n g s  a  c a r  t o  me, I would a s k  a 
p e r s o n ,  " w h a t ' s  h a p p e n in g  t o  t h e  c a r ? "  I d o n ' t  t r y  t o  s a y  t h i s ,  t h i s ,  
and t h a t .  So t h e  p e r s o n  t e l l s  me t h a t  when he s t a r t s  t h e  c a r  i t  does
t h i s ,  i t  d o e s  t h a t .  Wel l ,  r i g h t  away you know i t ' s  t h a t . . .  I t h i n k  some
o f  them s a y ,  "W el l ,  I ' m  t h e  d o c t o r ,  y o u ' r e  t h e  p a t i e n t . "  And t h a t ' s  an  
a t t i t u d e  I h e a r d  from many p e o p l e .  Now t h e y  w o n ' t  come o u t  and s a y  
o u t r i g h t ,  b u t  a  l o t  o f  p a t i e n t s  t o l d  me t h e  same t h i n g ,  and t h a t ' s  why, 
when t h e y  go t h e r e  som et im es ,  t h e y  d o n ' t  s a y  t o o  much, you know.

Many of  t h e  p a t i e n t s  and f a m i l i e s  e x p r e s s e d  some sympathy f o r  t h e  p h y s i c i a n s

in  t h i s  r e g a r d ,  s i n c e  t h e y  s u rm is ed  t h a t  i t  must  be f r u s t r a t i n g  t o  be

c h a l l e n g e d  by p a t i e n t s .  As one p a t i e n t  commented,  " I t h i n k  i t ' s  r e a l l y

f r u s t r a t i n g  f o r  t h e  d o c t o r s ,  b ec au se  t h e y  f e e l  l i k e  I ' v e  gone t o  s c h o o l  f o r

t e n  y e a r s ,  and I ' v e  p r a c t i c e d ,  and t h i s  guy i s  g o in g  t o  q u e s t i o n  my d i a g n o s t i c

p r o c e d u r e s . "  F u r t h e r ,  t h e y  u n d e r s to o d  t h a t  c h r o n i c  I l l n e s s  must  pose  an

e s p e c i a l l y  e m b a r r a s s i n g  c h a l l e n g e  t o  t h o s e  t r a i n e d  f o r  t h e  p u r p o s e  o f

t r e a t m e n t  and c u r e .

I ' m  s u r e  t h e y ' r e  j u s t  a s  f r u s t r a t e d ,  you k n o w . . .T h e y 'v e  g o t  t o  have some 
s o r t  o f  f e e l i n g s  f o r  me d u r i n g  t h i s  t i m e .  I ' m  s u r e  i t  b o t h e r s  them t o  
know t h a t  t h e r e ' s  n o t  a damn t h i n g  t h e y  can  do o v e r a l l .  I m m ed ia t e ly ,  y e s ,  
b u t  o v e r a l l  t h e y  know where i t ' s  g o in g  t o  go,  and I ' m  s u r e  t h e y  f e e l  
s o m e t im e s ,  "Oh, God, d o es  she  have t o  come in  a g a i n , "  you know, " ‘Cause 
t h e r e ' s  n o t h i n g  I c a n  do f o r  y o u . "  I t  must b o t h e r  them.  I would t h i n k  
s o .

Thus ,  f o r  many p a t i e n t s  and f a m i l i e s ,  much o f  t h e  c o n f l i c t  i n  h e a l t h  c a r e  f o r  

c h r o n i c  i l l n e s s  c o u l d  be u n d e r s to o d  in te rm s  o f  t h e  u n r e a l i s t i c  e x p e c t a t i o n
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held by the general public and the medical profession that the doctor was the

o n l y  l e g i t i m a t e  e x p e r t  i n  m a t t e r s  ha v ing  t o  do w i th  h e a l t h .  One p a t i e n t ' s

r e c o l l e c t i o n s  r e v e a l  h e r  r e a l i z a t i o n  t h a t  t h e  power o£ t h e  d o c t o r  in  a l l  s u ch

a f f a i r s  was a sham.

I t  was t h a t  s o r t  o f  e x p e r i e n c e  — a l o t  o f  c o m p l i c a t i o n s  t h a t  makes 
p eo p le  p a r t i c u l a r l y  b i t t e r  and d i s i l l u s i o n e d  w i t h  t h e  god.  And t h e  god 
t h a t  f a i l e d .  Some p eo p le  a r e  g r e a t  b e l i e v e r s  in  t h e  i d e o l o g y  and r e a l i z e  
t h a t  t h a t  Id e o lo g y  was f a i l u r e .  Well in  my c a s e  I g u es s  t h e  i d e o lo g y  was 
t h a t  p h y s i c a l  m ed ic in e  can h e l p .  A f t e r  a l l ,  I ' v e  been such a l o y a l  f r i e n d  
t o  so  many d o c t o r s .  Why c a n ' t  t h e y  be l o y a l  and h e l p f u l  t o  me? You know 
i t s  a v e r y  p e r s o n a l  a t t i t u d e .  And you g r a d u a l l y  r e a l i z e  t h a t  i t s  n o t  s o .

The S u p e r i o r i t y  o f  R eg u la r  Medicine

Although some of  t h e  p a t i e n t s  and f a m i l i e s  in  t h i s  s t u d y  had been exposed

t o  n o n - t r a d l t l o n a l  h e a l i n g  a r t s ,  home r em ed ies  and a l t e r n a t i v e  t h e r a p i e s  p r i o r

t o  t h e i r  d i a g n o s i s  w i th  c h r o n i c  I l l n e s s ,  none began t h e i r  h e a l t h  c a r e

e x p e r i e n c e  w i th  any d o u b t  t h a t  r e g u l a r  m ed ic ine  was s u p e r i o r  t o  a l l  o t h e r s .

For many, t h i s  b e l i e f  was a pro found  a r t i c l e  of  f a i t h .  As one p a t i e n t

e x p l a i n e d ,  " I  a lwa ys  b e l i e v e d  I t  was o n ly  t h e  m ed ic a l  p r o f e s s i o n ,  t e c h n i c a l

p r o f e s s i o n a l s ,  c o u ld  t r e a t  i l l n e s s .  I mean, i t  was t h e i r  pu rv iew ,  t h e i r

s a n c t u a r y  - -  n o t  m in e ."  T h i s  b e l i e f  p r e v e n t e d  many p a t i e n t s  and f a m i l i e s  from

c o n s i d e r i n g  a l t e r n a t i v e s  in  t h e  e a r l y  s t a g e s  of t h e i r  i l l n e s s .  " I  t h i n k  i f  I ' d

been b r o u g h t  up In a  f a m i l y  t h a t  encouraged a l t e r n a t i v e  a p p r o a c h e s  t o  h e a l t h

c a r e  i t  would have been d i f f e r e n t .  I t  t a k e s  a l o t  t o  d e s o c i a l l z e  t h a t  emphasis

on t r a d i t i o n a l  h e a l t h  c a r e . "  One woman r e c a l l e d  n e e d in g  sy m b o l ic  l e g i t i m a c y

from someone a l i g n e d  w i t h  t r a d i t i o n a l  m ed ic in e  b e f o r e  she  co u l d  c o n s i d e r  t h e

c r e d i b i l i t y  of  an  a l t e r n a t i v e .

I  gues s  I h e a rd  a b o u t  ( t h e  n a t u r o p a t h l ,  i t  wou ld 'v e  been a y e a r ,  or two 
y e a r s  b e f o r e .  And I t  was t h ro u g h  a  l a d y  In our c h u r c h ,  who Is  an RN, who 
g o t  i n t o  t h i s  a r e a  of  h o l i s t i c  m e d i c i n e ,  and n a t u r o p a t h y  - -  In  Touch f o r  
H e a l th  and e t c e t e r a .  And she  was v e r y  much a g a i n s t  g o in g  to  a 
c h i r o p r a c t o r  o r  a n y t h i n g ,  k ind of  t h i n g ,  and j u s t  go ing  th r o u g h  m e d i c a l ,  
and so  when she  g o t  i n t e r e s t e d  in i t ,  I mean, she  r e a l l y  r e s e a r c h e d  i t .
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So i t  was l i k e  when she  t o l d  me a b o u t  i t ,  i t  was l i k e ,  "V e i l  I can  a c c e p t  
t h i s , "  b ec au se  h e r e ' s  an  RN who knows t h e  m ed ica l  s i d e ,  and s h e ' s  s a y i n g  
t h i s  o t h e r  has  v a l i d i t y ,  you k n o w . . .  I was r e a l l y  s k e p t i c a l .

A male p a t i e n t  e x p l a i n e d  what  I t  had t a k e n  t o  r e d u c e  h i s  s k e p t i c i s m .

I had t o ,  In  o r d e r  t o  d e £ e a t  t h e  s k e p t i c i s m  t h a t  I have  had fo r  
a l t e r n a t i v e  s t r a t e g i e s  (LAUGHS), and I am In  many r e s p e c t s  v l s - a - v l s  t h e  
m ed ica l  p r o f e s s i o n  v e r y  t r a d i t i o n a l .  I ' v e  a l w ays  b een .  So,  t o  overcome 
t h a t  s k e p t i c i s m  I c o u l d  c h r o n i c l e  t h e  d i s c u s s i o n s  and a rgumen ts  t h a t  I ' v e  
had w i t h  f r i e n d s  a b o u t  a l t e r n a t i v e  a p p r o a c h e s .  And t h e r e ' s  me a r g u i n g ,  
n o t  i n  a d e v i l ' s  a d v o c a t e  way, me a r g u i n g  a g a i n s t  t h o s e .  Anyth ing t h a t  
w a s n ' t  l o g i c .  I d o n ' t  want  a n y t h i n g  t o  do w i t h  t h a t ,  you know. I d o n ' t  
want  anybody d a n c in g  a r ound  me, and s p r i n k l i n g  h e r b s  on me. I ' m  b e in g  
f a c e t i o u s ,  b u t ,  you know, one can  s o r t  o f  c h a r a c t e r i z e  a l t e r n a t i v e  
s t r a t e g i e s  i n  t h a t  way. I mean, i t ' s  e a s y  t o  fo c u s  on h e y ,  what ab o u t  
t h a t  guy blowing b a l l o o n s  I n t o  k i d s '  no ses  t o  expand t h e i r  s k u l l s ,  you 
know, and t h e  k i d  d i e d .  Th ere  was t h a t  whole s t o r y  in  t h e  p r e s s .  You g e t  
a  l o t  o f  n e g a t i v e  p r e s s  a b o u t  a l t e r n a t i v e  h e a l t h  c a r e  s y s t e m s ,  o r  
a l t e r n a t i v e  h e a l t h  c a r e  a p p r o a c h e s  — somebody g e t t i n g  sued  f o r  t h i s  and 
t h a t .  So t h e r e ' s  t h a t  s k e p t i c i s m  t o  overcome.  T h e r e ' s  my m as s ive  I n t e r n a l  
s k e p t i c i s m  of  a n y t h i n g  t h a t ' s  d i f f e r e n t  (LAUGHS) you know, or a n y t h i n g  
t h a t  I h a v e n ' t  t r i e d .  Tha t  I had t o  overcome.

In  s p i t e  of  t h i s  s k e p t i c i s m ,  many o f  t h e  p a t i e n t s  and f a m i l i e s  i n  t h i s

s t u d y  d i d  e v e n t u a l l y  p u r s u e  a  c o u r s e  t h a t  was n o t  p r e s c r i b e d  by t h e i r  r e g u l a r

doctors.  In some cases ,  they simply altered their d ie t s  or took vitamin or

h e a l t h  food s u p p l e m e n t s .  In o t h e r  c a s e s ,  t h e y  engaged in  p r o lo n g e d  t h e r a p i e s

under  t h e  g u i d a n c e  of  a c u p u n c t u r i s t s ,  n a t u r o p a t h s ,  hom eopaths ,  c h i r o p r a c t o r s ,

n a t i v e  h e a l e r s ,  p s y c h i c s  or  c o u n s e l l o r s .  T h e i r  a d v e n t u r e s  i n t o  a l t e r n a t i v e

t h e r a p i e s  were d r i v e n  a t  t i m e s  by d e s p e r a t i o n .

I have t o  s a y  t h a t  I f e e l  t h a t  t h e  s y s t e m  i s  s e t  up t o  r e i n f o r c e  t h e  
t r a d i t i o n a l  a p p r o a ch  t o  m e d i c i n e ,  and t h a t ' s  been my e x p e r i e n c e ,  and t h e  
e x p e r i e n c e  o f  t h e  p e o p le  I ' v e  t a l k e d  t o .  But l o o k ,  i f  y o u ' r e  r e a l l y  in 
p a i n ,  and somebody i s n ' t  h e l p i n g  you, y o u ' r e  g o in g  t o  t r y  som et h ing 
d i f f e r e n t .  I f  y o u ' r e  n o t  g e t t i n g  h e l p e d  t h e n  y o u ' r e  g o i n g  t o  go 
somewhere e l s e .  Y o u ' l l  s a y  okay ,  what e l s e  can I i n v e s t i g a t e ?  And I 
t h i n k  i t ' s  a t  t h a t  p o i n t  o f  f r u s t r a t i o n  t h a t  you r e a c h  in  n o t  g e t t i n g  
h e l p ,  and t h i s  s en d s  p e o p le  t o  t h e  P h i l i p p i n e s  so  some guy can p u l l  
p i e c e s  o f  cow i n t e s t i n e  o u t  o f  them.  I mean, i t ' s  w h a te v e r  i t  t a k e s .

More o f t e n ,  however ,  t h e y  were f u e l e d  by a growing s e n s e  t h a t  im p o r t a n t

a s p e c t s  of  t h e i r  complex s i t u a t i o n s  were n o t  c o n s i d e r e d  in  t h e  t r a d i t i o n a l
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medical approach. As they began to recognize the extent to which their psyches

i n f l u e n c e d  t h e i r  symptoms and t h e i r  n u t r i t i o n  i n f l u e n c e d  t h e i r  e n e r g y  l e v e l s ,  

f o r  example ,  t h e s e  p a t i e n t s  and f a m i l i e s  s o u g h t  a l t e r n a t i v e  a p p r o a c h e s  t h a t  

t h e y  t h o u g h t  c a p a b l e  o f  a p p r e c i a t i n g  t h e i r  i l l n e s s  i n  a more h o l i s t i c  way.

As many p o i n t e d  o u t ,  t h e i r  own s k e p t i c i s m  d i d  n o t  r e a l l y  d i s a p p e a r  u n t i l  

an  a l t e r n a t i v e  t r e a t m e n t  a c t u a l l y  worked.

I ' m  q u i t e  p r a g m a t i c  when i t  comes t o  s o m e th in g  t h a t  w i l l  h e l p  me. I 
t h o u g h t  [ t h e  a p p l i e d  k i n e s i o l o g i s t ]  was o f f  t h e  w a l l  m y s e l f .  I t  i s  
s t r a n g e .  When you t r y  and d e s c r i b e  i t  t o  somebody,  you s a y  ho ld  your  
f i n g e r s  i n  c e r t a i n  p o s i t i o n s  and t h e y  f l i c k  y our  e a r s ,  and p e o p l e  look a t  
you a s  i f  you j u s t  c l im b ed  o f f  t h e  s p a c e  s h i p .  So i t  was q u i t e  b i z a r r e  
and I had t o  overcome a  c e r t a i n  amount o f  c y n i c i s m  t h a t  I had .  But  I 
w o u l d n ' t  have overcome any  of  t h a t  i f  h a d n ' t  worked.  But i t  worked.  I t  
was l i k e  v i t a m i n s .  You know, v i t a m i n s  worked f o r  me so  I s a y  hey ,  
v i t a m i n s  a r e  good,  t h e y  work f o r  me. I t ' s  an  a l t e r n a t i v e  a p p r o a c h  I n s t e a d  
of s u p p r e s s i n g  my immune s y s t e m  w i t h  T e t r a c y c l i n e  a l l  t h e  t i m e .

However,  once t h e y  had o b t a i n e d  r e l i e f  o f  symptoms o r  o t h e r  s u p p o r t  f rom an

a l t e r n a t i v e ,  t h e y  were c o m p l e t e l y  c o n v i n c e d .  One a r t h r i t i c  woman, f o r  example ,

was d e l i g h t e d  a t  t h e  a d v a n t a g e s  o f  p o s i t i v e  t h i n k i n g .

I b e l i e v e  In t h e  power o f  p o s i t i v e  t h i n k i n g .  I f  you t h i n k  more p o s i t i v e  
t h o u g h t s  you w i l l  u l t i m a t e l y  f e e l  b e t t e r .  I f  you t e l l  y o u r s e l f  e v e r y  
morning when you g e t  up ,  " I  f e e l  good,  I f e e l  good,  I f e e l  g o o d , "  you 
w i l l  be g e t t i n g  up f e e l i n g  b e t t e r  i n  t h e  m orn ing .  But i f  you t e l l  
y o u r s e l f ,  "No you w o n ' t , "  i t ' s  t h e  same t h i n g ,  i f  you look i t ,  and  i f  you 
t a l k  a l o t  a b o u t  f e e l i n g  crummy and f e e l i n g  w o rse ,  and wors e ,  and wors e ,  
t h e n  you w i l l  g e t  worse  and worse  and w o rse .  You know, a g a i n ,  t h e  mind 
can do t h i n g s  t o  your body h e a l t h .

An other  woman d e s c r i b e d  t h e  s u c c e s s  o f  c h i r o p r a c t o r  i n  t r e a t i n g  h e r  so n  w i t h

c e r e b r a l  p a l s y .  " I d o n ' t  c a r e  what  a l o t  o f  p e o p le  s a y  i f  t h e y ' r e  a g a i n s t

c h i r o p r a c t o r s .  S in c e  w e 'v e  been t a k i n g  [my so n]  t o  him, h e ' s  h o l d i n g  h i s  head

up, and I ' m  n o t  g o i n g  t o  t a k e  t h a t  away f rom him.  I d o n ' t  c a r e  what  t h e  f e e

i s . "  Another  woman was e q u a l l y  p l e a s e d  w i t h  t h e  r e s u l t s  o f  h e r b s  f rom a

n a t i v e  h e a l e r  t o  s t o p  h e r  u n c o n t r o l l e d  v a g i n a l  b l e e d i n g .

I ended up m e e t in g  t h i s  f e l l o w  who s a i d  he was a h e a l e r  i n  Mexico,  and he 
t o l d  me a b o u t  [ h e r b ] ,  which i s  a  fe ma le  t o n e r ,  and a b o u t  ( a n o t h e r  p l a n t ] ,
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which I d i d n ' t  r e a l l y  know a b o u t .  I t  was a  long  t ime a g o ,  b u t  I d i d n ' t
r e a l l y  r e a l i z e  i t  was good f o r  t h a t  c o n d i t i o n .  And t h i s  o t h e r  f r i e n d  o f
mine bou gh t  me a  bunch of ( t h e  h e r b l ,  l i k e  i t  grows w i ld  a l l  over  th e
d e s e r t ,  and so  I made a  t e a  o f  t h a t  — tw i c e  a  day  I d ra nk  i t  — no
c o f f e e .  And I c u r e d  m yse l f  In  l e s s  t h a n  a week.  And t h e n  I f i n i s h e d  i t  
off with white cedar bark, which i s  what the Indian women take for after 
c h i l d b i r t h .  And t h e n  I had t h r e e  more k i d s ,  so  - -  I t s  r e a l  i n c r e d i b l e .  I 
mean, i t  r e a l l y  s a v e d  my l i f e ,  I f e l t .  I  d o n ' t  know how i t  would ev e r  
s t o p  i t .  T h a t ' s  how i t  s t o p p e d .

And a man d e s c r i b e d  h i s  s u c c e s s  i n  r e d u c i n g  c h r o n i c  back p a i n  t h ro u g h  t h e

g u id a n c e  o f  a  n a t u r o p a t h .

She d i d n ' t  j u s t  t r e a t  I t  a s  a  l o c a l i z e d  p a i n ,  you know. I t  w a s n ' t  j u s t  
l i k e  h e r e ' s  an  a r e a  t h a t  h u r t s ,  l e t ' s  f i x  i t ,  and l e t ' s  th ro w d r u g s  a t  
I t .  I t  was ,  "What a r e  t h e  t r i g g e r s  f o r  t h i s ?  What i s  making t h i s  p a in  
happen h e r e ? "  T h a t  im pre s sed  me! I mean, I ' m  a  l o g i c a l  p e r s o n ,  and 
t h a t ' s  t h e  f i r s t  t im e  t h a t  I  t h o u g h t  t h a t  somebody was a p p r o a c h i n g  my 
back p a i n  in  a l o g i c a l  way. Not j u s t  th ro w in g  s om eth ing  a t  i t ,  o r  g i v i n g  
a  knee j e r k  r e s p o n s e .  Th at  Impre ssed  me. And I f i n d  t h a t  i r o n i c ,  I g u e s s .  
I may have been s t r u g g l i n g  f o r  an  a p p r o p r i a t e  word.  I g u e s s  p a r t l y  i r o n i c  
bec a u s e  I p u t  a l o t  of  c r e d e n c e  in  t h e  m e d ica l  p r o f e s s i o n ,  and h a d n ' t  
d e l i v e r e d ,  and I p u t  so  l i t t l e  c r e d e n c e  in s om eth ing  I was q u i t e  
s k e p t i c a l  a b o u t ,  and t h e n  had d e l i v e r e d .

T h e i r  s u c c e s s  w i th  a l t e r n a t i v e  t r e a t m e n t s  c a u s e d  many p a t i e n t s  and

f a m i l i e s  t o  c o n t r a s t  t h e  t h e o r i e s  u n d e r l y i n g  them w i t h  t h o s e  i n h e r e n t  in

t r a d i t i o n a l  m e d i c i n e .  One woman, f o r  example ,  t h o u g h t  t h a t  t h e  s o c i a l  s o u r c e s

of  human d i s t r e s s  were r a r e l y  c o n s i d e r e d  in  r e g u l a r  m e d ic in e .

I have a  f e e l i n g  w i t h i n  m y s e l f  t h a t  a  l o t  o f  s o - c a l l e d  m en ta l  i l l n e s s e s  
a r e  p e o p l e ' s  r e a c t i o n  t o  h a v in g  been b a t t e r e d  o r  abused  o r  r a p e d .  And I 
t h i n k ,  f o r  m y s e l f ,  t h a t  t h e  h e a l t h  c a r e  p r o f e s s i o n a l s  need t o  d e a l  w i t h  
t h e  b a t t e r i n g  or t h e  r a p i n g  t h a t  c a u s e  them,  r a t h e r  t h a n  s t i c k i n g  on a 
l a b e l  and m e d i c a t i n g  p e o p l e .  And j u s t  l i k e  s a y i n g  w e l l ,  t h e r e ' s  so m et h ing  
wrong w i t h  t h a t  p e r s o n ,  l i k e  I t h i n k  th e  p ro bl em  i s  w i t h  t h e  sy s t em ,  and 
t h e  p rob lem s  w i th  t h e  way we ev o lv ed  in  our t r e a t i n g  each  o t h e r  n o t  w i th  
t h e  I n d i v i d u a l .  And I t h i n k  a l o t  of  work can  be done t h a t  I s  more 
p r o d u c t i v e  t h a n  j u s t  l a b e l l i n g  and m e d i c a t i n g  p e o p l e .

A young man t h e o r i z e d  t h a t  s o c i a l  s t r e s s  was a l s o  i m p l i c a t e d  In  p h y s i c a l

symptoms.

You know, s o c i e t y  does  t h a t  t o  p e o p l e ,  e x c e p t  some g e t  s i c k  l i k e  us gu ys ,  
and t h e  o t h e r  ones  d o n ' t .  They g e t  s i c k  l a t e r ,  o r  t h e y  become 
d i s i l l u s i o n e d  w i t h  t h e i r  l i f e  or  so m et h ing  l a t e r .  I t ' s  a wa rning  sys tem ,
I g u e s s .  Not l e t t i n g  your  e n e r g i e s  f low t h e  way t h e y  s h o u ld  f low.
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a young woman thought that western medicine ignored the sciences o£ human 

e n e r g y  c i r c u l a t i o n  so  common t o  e a s t e r n  h e a l i n g  p r a c t i c e s .

I a l s o  f e e l  t h a t  t h e  E a s t e r n  app r o ach  t o  c e r t a i n  means o f  h e a l i n g ,  
h e a l i n g  o n e s e l f ,  t a p p i n g  our  own v i t a l  e n e r g y  s o u r c e s  t o  promote t h a t  
k ind o f  i n t e r n a l  h e a l i n g .  I t h i n k  t h o s e  p e o p le  have a l o t  t o  s h a r e  w i th  
us of t h e  W es te rn  w o r l d .

And an  o l d e r  man e x p l a i n e d  t h a t  med ic ine  had n o t  k e p t  up w i t h  e n v i ro n m e n ta l

changes  in d e t e r m i n i n g  s u c h  I s s u e s  a s  n u t r i t i o n .

A l o t  o f  v i t a m i n s ,  I  t h i n k ,  a r e  v e r y  im p o r t a n t  t o  ev e ry body .  Because I 
used t o  g e t  P r e v e n t i o n  Magazine s e n t  t o  t h e  h o u s e ,  and I b e l i e v e  in  what
t h e y  s a y  — t h a t  ou r  s o i l  h a s  been d e p l e t e d  and our s o i l  i s  be ing
p o i soned  w i t h  t h e  f a l l - o u t s  from c a r  i g n i t i o n s ,  o r  a n y t h i n g  l i k e  t h a t .  I t  
a l l  f a l l s  on y our  s o i l ,  so  your  s o i l  i s  n o t  l i k e  what  i t  used t o  be y e a r s  
ago .  So you have t o  t a k e  su p p lem en t s  t o  g e t  your  v i t a m i n s  and m i n e r a l s  
t h e  way you had them y e a r s  ago.

Al though t h e y  became e n t h u s i a s t i c  a b o u t  a l t e r n a t i v e  h e a l t h  promot ion and

t r e a t m e n t  m e thods ,  most  p a t i e n t s  and f a m i l i e s  saw th e m s e l v e s  a s  Informed and

r a t i o n a l  consumers  r a t h e r  t h a n  d e s p e r a t e  c u r e - s e e k e r s . They t h e r e f o r e  made

c l e a r  d i s t i n c t i o n s  be tween  what t h e y  c o n s i d e r e d  q u a c k e r y  and what  t h e y

c o n s i d e r e d  l e g i t i m a t e .

P eop le  keep  g i v i n g  me a l l  s o r t s  of t h i n g s .  "Oh, hey ,  I came a c r o s s  t h i s  
t o d a y .  Have you t r i e d  bee  p o l l e n ? "  "No. But I ' d  be w i l l i n g  to  g iv e  I t  a
g o . "  "Wel l ,  r e a d  t h i s  b o o k . ” Then somebody gave me a book ab ou t
d i s t i l l e d  w a t e r .  I n c r e d i b l y  p o o r l y  w r i t t e n ,  and I c a n ' t  imagine how 
p e o p le  would be t a k e n  i n .  You know, i f  you have enough th o u g h t  t h a t  you 
t h i n k  I would f e e l  b e t t e r  f o r  t h a t ,  I ' l l  re a d  I t .  I ' l l  t h i n k  a b o u t  i t .  I f  
somebody 's  n i c e  enough t o  t e l l  ab o u t  so m e th in g .  Mind you,  I somet imes  
have a b i g  laugh  (LAUGHS) because  you can s e e  r i g h t  th ro u g h  some of  th o s e  
t h i n g s .  Some p e o p l e  d o n ' t ,  and t h e n  t h e y  f a l l  f o r  i t .  But p eop le  a r e  
a lways  g i v i n g  me books  t o  r e a d .  [ I  j u s t  g o t  one in  t h e  m a l l ) .  And i t  was 
a n o t h e r  one o f  t h o s e  B i b l i c a l  on es ,  "You can c u r e  y o u r s e l f  i f  you b e l i e v e  
t h i s . "  T h a t  one r e a l l y  w o r r i e s  me more t h a n  any  o t h e r s .

Thus ,  t h e i r  e x p e r i e n c e s  In a l t e r n a t i v e  methods were a s o u r c e  of  comfo r t  and

r e l i e f  f o r  many p a t i e n t s ,  and a c h a l l e n g e  t o  t h e i r  e a r l i e r  f a i t h  In th e

s u p e r i o r i t y  of  m e d i c i n e .  For most ,  each sys tem  of  u n d e r s t a n d i n g  h e a l t h

problems had i t s  p l a c e .  As one woman e x p l a i n e d ,  " I d o n ' t  r e j e c t  t h e  m ed ica l
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system completely but I'm ju s t  you know, I'm trying to work with both things ."

In th i s  way, many of the pa t ien ts  and families found themselves asking

penetrating questions about the v a l id i ty  of the medical approach to heal th .

In conjunction with t h e i r  own growing acceptance of a l t e rn a t iv e

philosophies of heal th  and healing,  chronical ly  111 Individuals and th e i r

families became Increasingly aware of the intense re s is tance  tha t  most medical

prac t i t ioners  expressed in re la t ion  to such theor ies .  As one woman complained,

"They're blind to i t .  The cure is  going to be a medicine. That ' s  the way they

look a t  I t . "  Like many others ,  one woman expressed f r u s t r a t io n  a t  medicine's

shortsightedness in th i s  regard.

I get annoyed about them eliminating p a r t i c u la r ly  ideas r e la t in g  to 
natural  heal th ,  and vitamins, and exercise - -  well,  they seem to think 
exercise helps i t  — but,  you know. Like you read tha t  they c a l l  them 
phony cures,  you know, where people eat  ce r ta in  d i e t s ,  and then they get 
b e t te r ,  or they go on these f a s t s ,  and they get b e t t e r ,  and so on. And 
they tend to brush them off ,  and say, "Ho, we've t r i ed  I t ,  and we've done 
some t e s t in g  on those th ings ,  and we found tha t  no, d ie t  is  not the cure 
for a r t h r i t i s . "  And they brush i t  r igh t  away Instead of r e a l l y  checking 
into i t ,  because there may be some people tha t  are a ffec ted ,  and tha t  can 
be helped tha t  way...  And I think tha t  some of those "quack cures" may 
have something in them, and l ike  maybe the copper b race le t .  Again, i t  may 
not be the physical thing of the copper b racele t ,  but what i t  does to 
someone's mind in how they re la t e  to th e i r  disease.  Because i f  the 
disease s ta r ted  because of the body's'  mechanism a t tacking i t s e l f ,  then 
i t ' s  possible tha t  how you think about i t ,  through a disease process,  
a lso a f fec t s  how the disease continues. I r e a l ly  think they should do 
more research into how to work with people 's  minds and th e i r  bodies, and 
the body and mind be more a t  one — one piece. They don ' t  t r e a t  tha t .  
Especially rheumatologists.

Indeed, many pa t ien ts  and families began to r e a l i s e  tha t  medical logic  was

unable to deal with the issue of human var ia t ion  s u f f i c i e n t ly  to allow for the

p o s s ib i l i ty  tha t  individual benef it s  were not necessar i ly  those tha t  could be

proven as genera l iza t ions .  As one woman explained, while doctors saw diseases

as s ingle  e n t i t i e s ,  pa t ien ts  were more l ik e ly  to understand tha t  each

indiv idual ' s  chronic i l ln e s s  was d i f f e r en t .  "I think i t ' s  a very personal
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thing. I ' m  not sure that there 's anybody else out there th a t 's  got exactly the 

same k i n d  o f  as thma I ' v e  g o t ,  you know, any  more t h a n  we look  a l i k e  (LAUGHS)

s o r t  o f  t h i n g . "  Prom t h e i r  p o i n t  o f  v iew,  t h i s  was a s e r i o u s  f l aw  in  med ica l

r a t i o n a l i t y .

I  g u es s  I ' v e  come t o  r e a l i s e . . . t h a t  t h e r e  were d i f f e r e n t  r e a c t i o n s  t h a t  
my body h a s .  By t h e  way, I t h i n k  t h a t  t h e  d o c t o r s  d o n ' t  g e t  i n t o  t h a t ,  so  
t h e y  d o n ' t  have  a l l  t h e  answ ers  i n  t h a t  s e n s e  t h a t  I d o n ' t  t h i n k  t h e y ' r e  
l o o k i n g .  I c e r t a i n l y  r e a l i s e  t h a t  t h e y  o n l y  look a t  t h e  t e c h n i c a l ,  t h e  
c l i n i c a l  s i d e  o f  i t .  That  t h e y ' r e  n o t  l o o k i n g  a t  t h e  o t h e r  s i d e  of  i t .
How d o e s  my body r e a c t  a s  a  whole p e r s o n ?  And t h e r e f o r e  I l o s e  t h a t  
s e n s e  o f  t r u s t  i n  them t h a t  t h e y  a r e  n o t  w i l l i n g  t o  look a t  t h a t  o t h e r
s i d e .  I f  t h e y ' r e  n o t  w i l l i n g  to  look a t  I t  and d e a l  w i t h  t h a t  o t h e r  s i d e ,
t h e n  t h e y  d o n ' t  have  a l l  t h e  an sw ers .

However, I t  was c e r t a i n l y  a  l o g i c  toward which p h y s i c i a n s  were d e e p l y

c o m m i t t ed .

His  t r a i n i n g  s a y s ,  you know, w e ' r e  l o o k i n g  a t  t h e  m ed ica l  s i d e  o f  
t h i n g s ,  We' re  t r y i n g  t o  f i n d  o u t  why t h e  c e l l s  a t t a c k  each  o t h e r .  H e 's  
l o o k i n g  s c i e n t i f i c a l l y ,  s t r i c t l y ,  and I d o n ' t  know why. I d o n ' t  know why. 
H e ' s  c a u g h t  up In i t  f o r  some r e a s o n  — in t r y i n g  t o  s o l v e  I t  t h a t  
way. Of h a n d in g  o u t  d ru g s  — he t h i n k s  t h a t  i s  t h e  answer  t o  i t .  I d o n ' t  
know. H e ' s  on e-minde d.  He w o n ' t ,  Maybe he d o e s n ' t  want  t o  look a t  t h e  
o t h e r  s i d e .  Maybe he wants  a job  you know.

Thus t h e i r  own g e n e r a l l y  p o s i t i v e  e x p e r i e n c e s  w i th  a l t e r n a t i v e s  and t h e i r

p h y s i c i a n s  g e n e r a l l y  n e g a t i v e  a t t i t u d e s  a b o u t  t h e  same a p p r o ach e s  combined t o

c r e a t e  s e r i o u s  do u b t  a b o u t  t h e  s u p e r i o r i t y  o f  r e g u l a r  m ed ic in e  in managing

c h r o n i c  I l l n e s s .  From t h e  p e r s p e c t i v e  of t h e s e  p a t i e n t s  and f a m i l i e s ,  t h e

m ed ica l  p r o f e s s i o n  was m i s s i n g  Im p o r t an t  c l u e s  bec au se  o f  I t s  nar row app ro ac h

t o  i n t e r p r e t i n g  h e a l t h  p ro b lem s .

I f i n d  i t  r e a l l y  i r o n i c  t h a t  a t  ( t h e  a r t h r i t i s  c e n t e r ]  t h e r e ' s  a l o t  of 
o l d e r  c r i p p l e d  p e o p l e  s i t t i n g  a r o u n d ,  and a  c a r t  comes t h r o u g h ,  w i th  a  
v o l u n t e e r  p u s h in g  t h e  most aw fu l  packaged c h e m i c a l l y - l o a d e d  c o o k i e s ,  
c o f f e e  o u t  o f  an  o l d  t i n ,  a  b ig  bowl o f  s u g a r ,  you know, and t h a t ' s  what 
t h e y ' r e  f e e d i n g  them.  So, you know, I b e l i e v e  In a b a l a n c e d  s o r t  of 
t r a d i t i o n a l  and n o n - t r a d i t l o n a l  ty p e  m e d i c i n e .  And I do b e l i e v e  t h a t  
t h e r e  i s  a  p l a c e  f o r  v e r y  t r a d i t i o n a l  med ic i ne  d r u g s  and a l l  t h a t ,  b u t  I 
t h i n k  t h a t  t h e r e ' s  a l o t  o f  room f o r  t h e  o t h e r  a l s o .  And I t h i n k  p r o b a b ly  
a l o t  of  p e o p l e  do t h i n g s  on t h e i r  own, and t h e y  j u s t  neve r  t e l l  them - -  
nev e r  t e l l  t h e  d o c t o r .
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The Logic of Medical Science

Being aware th a t  th e i r  physicians were not merely being impolite but 

ra ther were voicing the object ions  of th e i r  own s c i e n t i f i c  approach to the 

issue,  many chron ica l ly  111 people and famil ies eventual ly  began to rethink 

the o b je c t iv i ty  and precis ion of medical science I t s e l f .  Some came to the 

conclusion th a t  what appeared to be s c i e n t i f i c  precis ion was merely the law of 

averages. An asthmatic woman made the following observations about drug 

therapy.

What I 'm finding out i s  tha t  sometimes I only need to do i t  for two or 
three days — t h a t ' s  i t !  Why take a two week dose? which is  the way 
they always put out the damn p resc r ip t ions .  Take th i s  twice a day for two 
weeks. The magic formula! What happens i f  I only need i t  once a day for 
two days,  or three days? So I 've  been doing lo ts  of personal 
experimenting around th i s  s tu f f ,  and I fee l  l ike I'm ge t t ing  a handle on 
i t . . .  That ' s  the other thing — you c a n ' t  find a doctor tha t  w il l  ever 
t e l l  you one puff.  They a l l  say two puffs of Ventolin. Now I get  along 
r e a l ly  well many, many days, with one puff .  Why would I take two? I t ' s  
l ike I want to look a t  the minimal, not maximal. Minimal amounts. If  I 
can contro l  t h i s  on one puff I d o n ' t  see any reason why I need to take 
two.

And a d iabe t ic  man had s imila r  concerns about controlled  d i e t s .

I t  doesn ' t  matter what you do, you know. I f  you're a t  home laying in bed, 
she w i l l  give you the same d ie t ,  according to the weight. I f  I 'm 200 
pound laying in bed, she will  give me tha t  d i e t .  I f  I'm 200 pound working 
l ike  a dog in lumber, she wil l  give me the same d i e t .  Know what I mean? 
I t ' s  not gonna work same.

In both of these ins tances,  the pa t ien ts  believed tha t  the imprecision of the

treatment order was beyond the comprehension of th e i r  physician.  One woman

explained why she thought t h i s  was so.  She sa id ,  "The system in and of I t s e l f

c a n ' t  — the way i t  functions and the way i t ' s  s e t  up - -  does not look a t  the

individual per se.  I t  tends to  look a t  the d isease ."

Some pa t ien ts  and famil ies a lso  began to recognize tha t  medical science

was often simply a matter of guesswork. One mother of two asthmatic children,
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for example, was astounded at what she considered the rather childish logic 

applied to de£LnitLve diagnosis.

I think i t ' s  kinda strange tha t  the only rea l  d e f in i t io n  of having asthma 
is t h a t ,  i f  these asthma medications improve your condition ,  you've got 
i t .  That ' s  what th e i r  a l le rgy  doctor said who, you know, deals  with 
asthma. I mean.. .!  And I asked him, "Do you have asthma?" He says, "Well 
I d o n ' t  r e a l l y  know?" And I'm going, "Geez," you know. Weird, eh?

Further,  many began to  understand tha t  the guesswork was based only upon

highly se lec t ive  information. For example, one man gave an example of an

observation which he thought linked factors general ly  Ignored In the medical

science approach to understanding i l ln e s s .

I d o n ' t  know If  you noticed,  but poverty brings infirms in family.
There's  so many lnfirms — children with only one eye, you know, and 
children a l l  crippled up. And I found the same thing in Quebec, where 
they were rea l  poor towns. A lo t  of people say i t ' s  because i t ' s  
intermarriage tha t  causes th a t ,  or Incest ,  I don ' t  know. But in Mexico, 
and the small towns in Quebec, I saw the same thing.  A lo t  of people have 
infirms in th e i r  family. And I r e a l ly  have to question.  Poverty and 
infirms come together i t  seems to me.

A woman offered another example of the se lec t ive  use of information in

medicine. She commented, "We label too many people hypochondriacs but they die

often within five years.  And hypochondria shouldn ' t  k i l l  anybody!"

Their awareness of these p e cu l i a r i t i e s  in medical thinking led many

pat ien ts  and families to the conclusion tha t  much of the knowledge derived

from medical science was a matter of opinion ra ther  than fac t .  As one young

man noted, " I t ' s  an opinion, (LAUGHS). You know, you come out with s t a t s  about

th i s  works b e t t e r ,  t h i s  works be t te r  with th is  type of person — but i t ' s

s t i l l  opinionated." Fur ther,  they also  developed the re a l iz a t io n  tha t  a

science in progress was always an idea pending re fu ta t ion .

Medical science has a long way to go and they don ' t  have the answer for 
everything and what was true yesterday is  not true  today. The treatment 
of yesterday has been discarded and a new treatment is given today. So 
you know.. .science marches on.
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Thus, their sense o£ the relationship between facts and science caused them to

wonder about the application of medical science to human problems.

In addit ion,  some pa t ien ts  and families commented on other Issues in

which the supposed o b je c t iv i ty  of medicine was debatable.  One woman, for

example, discovered tha t  the concept of a "rare disease" ac tua l ly  re ferred

more to the extent of medical knowledge about i t  than i t  did to s t a t i s t i c a l

indicators  of prevalence.

When they ' re  taught about scleroderma in medical school, you know, they 
have these lec tu res ,  and professors doing th e i r  lectur ing ,  and they jus t  
touch on the sub jec t .  They learn tha t  scleroderma's a rare disease,  they 
learn tha t  there is  no cure for i t . . . a n d  then they ' re  on to  things like 
rheumatoid a r t h r i t i s ,  and the things tha t  are in tha t  family. And th e re ' s  
l ike say 700 diseases in tha t  family, separate,  but a l l  together in the 
same family. So i f  they ' r e  teaching, and they don ' t  have time to go over 
700 things,  so they touch l ig h t ly  on each thing - -  t h e re ' s  no in-depth 
education.  So the doctor doesn ' t  know what to look f o r . . .  I f  you take a 
normal family medical book, i t  says, "Scleroderma — no known cause, no 
known cure." There is  another sentence,  i t ' s  not even a paragraph, "A 
rare d i s e a s e " . . .  Because i t ' s  s t i l l  the mentali ty tha t  is there,  tha t  
th i s  is  so ra re .

Another discovered tha t  disease names were merely indica tors of categories of

human problems that  medicine assumed shared some s im i la r i ty .

I think they've taken a lo t  of d i f f e r en t  diseases tha t  they know nothing 
about, and grouped them a l l  together.  I found out that  th e re ' s  a hundred, 
or a thousand d i f f e r en t  kinds of colds,  or ' f l u  you can 
g e t . . . s c i e n t i f i c a l l y  th e re ' s  a hundred, or whatever, and they group i t  
a l l  together as a cold.  Well, I think we're dealing with a lo t  of
d i f f e ren t  diseases here, and they've grouped i t  a l l  together as MS... I t
wasn' t un t i l  I s t a r t ed  doing my own research,  and my brain-picking of a l l
these people, tha t  I s t a r ted  to understand. I s t i l l  don ' t  know what MS
is .  I r e a l ly  don ' t  believe a l l  th e i r  bu l l .  I r e a l ly ,  r e a l ly  don ' t .  You 
c an ' t  group i t  a l l  together,  because the re 's  no two people a l i k e . . .  I 
think i t ' s  a lo t  of other d iseases ,  and i t ' s  l ike  one of those things 
where, a t  the end of the day, and th e re ' s  a bunch of junk here and you 
ju s t  swoop i t  a l l  into one drawer, you know? I t ' s  one of those kind of 
things.  I think i t ' s  a lo t  of d i f f e r en t  things.  Not jus t  l ike  th a t .  And 
i t  wasn' t u n t i l  I s t a r t ed  to  understand the whole system, and the fact  
tha t  they have so many ways to t e l l  you "I don ' t  know" without saying "I 
don ' t  know." You know what I mean?
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such insights shocked many chronically i l l  individuals and families into a 

profound questioning of the r a t i o n a l i t y  of medical science.  One man alluded to 

such questioning t h i s  way:

I also have known personally a lo t  of people who are physicians.  And so I 
guess my perception of medicine was fur ther  coloured by th a t .  Because I 
knew these people as f r iends ,  I d id n ' t  know them as p ra c t i t io n e r s .  And I 
l iked them, and respected them, and s t i l l  respect  them very much as very 
honest and upright Individuals.  And so I t  was Impossible for me to 
accept. I ju s t  never ever considered tha t  the profession which would 
include such members was incapable of a very thorough, ra t iona l  approach 
to my problems.

In many cases,  i t  led to doubts about the po ten t ia l  of medical research.  As

one woman came to believe ,  such research served to maintain an unreal optimism

about cure while doing nothing to deal with the very rea l  l iv ing  problems of

p a t i e n t s  and in f a c t  d i v e r t i n g  f i n a n c i a l  r e s o u r c e s  from them.

There Is nothing constructive.  There 's  nothing. The only thing that  
they've ever advanced in is  the support sys tem.. .  I don ' t  see anything in 
the future but more of th i s  MS research b u l l s h i t .  And, you know, I don ' t  
see any future a t  a l l .  There's  no hope of ever ge t t ing  a job, th e r e ' s  no 
hope of me being an independent person, t h e r e ' s  no hope. And I wil l  end 
up on Welfare again.  Right now, I inherited money. But eventually the 
money's gonna go. And i ' l l  have to go back on Welfare, And the kids will  
go on with th e i r  l i f e ,  and I ' l l  be alone, s t i l l  receiving two l e t t e r s  a 
year from the MS Society t e l l i n g  me about th e i r  research.

Thus,  many came t o  an  u n d e r s t a n d i n g  of  m ed ica l  s c i e n c e  a s  a  s y s t e m  of  b e l i e f s

ra the r  than a window into t ru th .

In considering the be l ie f s  inherent in medical science,  some of the men

and women in  t h i s  s t u d y  came t o  a  r a t h e r  c h i l l i n g  c o n c l u s i o n .  For example ,

many came to see medical science as the organ of a death denying culture

ra ther than a science about health .  "We want to l ive  longer than we l iv e ,  but

are we supposed to? What's the point of us l iv ing  longer,  i f  t h e r e ' s  no

qua l i ty  to i t ?  What's the point in me l iv ing to 80 if  I have nothing to do

from now u n t i l  I'm 80?" For those who had been forced to  face up to chronic

i l l n e s s ,  such  a  v iew was i n c r e d i b l y  u n r e a l i s t i c .
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I think I want to  have contro l  over ray l i f e .  I don ' t  want to have 
somebody t e l l  me you have to s tay  a l ive  — t h a t ' s  a l l  there is  to i t .  I 'm 
not su ic id a l ,  I d on ' t  want to k i l l  myself or anything l ike tha t .  I r e a l ly  
believe in natura l  process. I f  I choose tha t  I don ' t  want to l ive  th i s  
l i f e  in th i s  way, then I should have the r igh t  to l e av e . . .  I t ' s  kind of 
you . . . lea rn ing  to  accept your body the way I t  I s ,  and If  I t  gets worse, 
accept i t  tha t  way too.  I t ' s  l ike an old car ,  you f a l l  in love with 
i t .  My old Chevy, when i t  b i t e s  the dust ,  you don ' t  kick i t .  You ju s t  pat 
I t  on I ts  roof,  and so r t  of go, "You've been good to me, took me th i s  
f a r . "  I t ' s  tha t  kind of a t t i t u d e ,  r ight?

Therefore, although they valued many of the f r u i t s  of medical progress,  many

could not accept what they saw as the se t  of assumptions underlying i t .

The X-rays the blood t e s t s ,  the admission to  hosp i ta l ,  the scans, 
everything e lse  th a t  modern medicine and technology can offer is  always 
going to be the hook into t r a d i t io n a l  medicine. I t ' l l  always be there and 
I value th a t  and I think others do as well. Because I know i t  can make a 
contribution in terms of diagnosis and treatment.  But i t ' s  not the be a l l  
and end a l l .  I know th a t  as c lea r ly  as I breath a i r  and e x is t .

In the i r  analyses,  some pa t ien ts  and families came to understand tha t  the

fa i l in g s  of medical science were part  of a larger ideological  problem in th e i r

socie ty .  One woman, for example, likened chemical management of asthma to the

hazards posed by atomic defence on the environment.

God knows what the long-range e f fec t s  are going to be. I s t i l l  have a
fear of the po ten t ia l  of tolerance levels changing, you know. I f  I need 
th is  much now, what's going to happen five,  or ten,  or f i f t e e n  years down 
the l ine?  Is t h i s  in fac t  weakening my immune system in some way, you 
know - -  tha t  v i t a l  energy source, and I do believe we have one. I don ' t  
care whether you want to  c a l l  i t  soul,  or s p i r i t ,  or e ssen t ia l  being, or 
whatever name we want to put on to tha t .  I do feel  st rongly  tha t  there is 
a v i t a l  source In each one of U3. And part  of me feels  tha t  the drugs, 
the medications, may in some way be tampering with t h a t . . .  I wil l  take my 
chances with death versus Prednisone, because I think i f  you s t a r t  
get t ing  into th a t  s t u f f  you are choosing to r ea l ly  destroy tha t  v i t a l  
source. I think I t  gets so a l t e red .  To me, Prednisone Is l ike  the atomic 
bomb of the in te rna l  c e l l u l a r  level of the being. We ta lk  about atomic 
bombs blowing up the planet ,  I think when you get into those kinds of 
drugs we are doing the same thing,  In te rnally ,  on the most micro of
leve ls .  But to  me, t h a t ' s  the atom bomb of the medical world, these kinds
of drugs, and i t  h o r r i f i e s  me tha t  some physicians seem to be ro l l ing  
these drugs out as a kind of f i r s t ,  or second defence system, Instead of 
as an abso lu te ly  l a s t  possible a l t e rn a t iv e .
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Like many other people, tor whom chronic illness had brought new ways o£ 

understanding the world, t h i s  woman believed th a t  the dark side of medical 

progress was bare ly  recognized by her soc ie ty .

Thus, t h e i r  chronic i l ln e s s  experience brought many pa t ien ts  and families 

to a new analys is  of the Ideology underlying medical sc ience,  one man 

summarized his  analys is  t h i s  way.

I think th a t  we've been sold a b i l l  of goods, and we've swallowed the 
notion tha t  there is a small number of people who go to school and learn 
a ce r ta in  th ing  and t h a t ' s  ca l led  medicine. And we come to expect th a t  
they can intervene and solve problems which we consider to be medical 
problems. And to  an extent I think t h a t ' s  a consequence of the medical 
profession gaining a monopoly of the de l ivery  of heal th  serv ices .  I t ' s  
agains t  the law for anyone e lse  to ac tu a l ly ,  quote unquote, ac tua l ly  
adver t ise  themselves as p rac t ic ing  medicine. And so in e f f e c t  when you 
t e l l  a physician th a t  well ,  "You people r e a l ly  don ' t  know much," they 
might even admit t h a t .  But a t  the same time if  you say, "Well then why 
shouldn ' t  o thers  then be able to  be pa r t  of the heal th  system? Why 
shouldn ' t  they be covered by the overa l l  Insurance schemes?" And they 
say,  "Well no." That th ey ' r e  not medically t ra ined ,  th ey ' r e  shys te rs .  But 
we o r ig in a l ly  s t a r t  out bel ieving — or p a r t ly  from my own background — 
non-re l ig ious ,  non-mystlcal,  very science-oriented  background - -  r e a l ly  
so r t  of had an influence on tha t  — towards assuminq tha t  there is 
something ca l led  medical science.

By rethinking the bases upon which they had believed tha t  the doctor knows

what is  best  for people, th a t  regular medicine is  superior to a l l  other

healing approaches, and tha t  medical science is  the key to the questions of

health and i l l n e s s ,  the p a t ien ts  and famil ies in th i s  study challenged the

very Ideological  foundations of the health care system. With varying

soph is t i ca t ion ,  in r e l a t i o n  to  d i f f e r e n t  Issues,  and from a range of

perspectives,  many came to the conclusion th a t  health care ,  the way i t  is

curren t ly  conducted, is  a matter of philosophy ra ther  than fac t .
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Conclusions

Chronically i l l  people analyze the heal th  care system in order to make 

sense of what has happened to them within i t .  According to the informants in 

th i s  study, many of the experiences encountered by the chronically  i l l  in the 

health care system can be explained in the context of heal th  care p o l i t i c s  and 

health care ideology. From th e i r  perspective,  the heal th  care bureaucracy has 

become so complex tha t  i t s  primary incentive is to sus ta in  i t s e l f  ra ther  than 

to organize the de livery  of health care to  sick people. Because of i t s  

p e c u l i a r i t i e s  in regulations  and p o l ic ie s ,  the health care bureaucracy creates  

a major source of f ru s t r a t io n  for chronically  i l l  pa t ien ts  and families.

Another source of f r u s t r a t io n  for these people is  the t e r r i t o r i a l  

c o n f l i c t s  between the various stakeholders in health care.  Their experiences 

over time allow them to witness considerable co n f l i c t  between professions,  

between schools of thought, and between individual p r a c t i t io n e r s .  Making th e i r  

way through the system without being touched by th is  c o n f l i c t  is a major 

challenge.  In addit ion,  pa t ien ts  and families begin to understand the 

f inancial  Investment that  the health care Industry represents  In our socie ty .  

From th e i r  perspective,  p r o f i t  motives explain many aspects of policy,  

procedure, and even professional  decision-making. However, many a lso  s t a r t  to 

appreciate the degree to which they, the chronical ly  i l l ,  represent a 

lucra tive  natural  resource for the heal th  care Industry.

The second component of th i s  analys is  by chronical ly  i l l  people and the i r  

families is the Ideology tha t  supports the p o l i t i c a l  s t ruc tu re  of health care.  

Because th e i r  experiences demand th a t  they reevaluate th e i r  own ideas about 

heal th ,  i l ln e s s  and conditions for wellness,  these people begin to understand 

health care as founded upon a se t  of shared b e l i e f s ,  assumptions and values.
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They are forced to rethink their own socialized dependence upon physicians as 

the sole au thor i ty  on matters o£ the body. In so doing, they begin to 

recognize the existence of competing world views, some trendy and "new age," 

others as old as time, tha t  may provide the key to an enhanced qua l i ty  of l i f e  

in chronic i l l n e s s .  Because th e i r  successes in th i s  regard are met with 

deris ion and res is tance  by most of the i r  medical p rac t i t ione rs ,  the 

chronical ly  i l l  and the i r  families begin to question the very foundations of 

medical science.  While few could ever a r t i c u la t e  a coherent defence of the i r  

analys is ,  and few could construct  a scholarly  c r i t ic i sm  of s c i e n t i f i c  

pr inc ip les ,  there is ample evidence for those who choose to look that  these 

chronical ly  i l l  people gradually develop a c r i t i c a l  analysis of the major 

questions of ideology within science.

The accounts have demonstrated the extent and depth of analysis required 

by the chronical ly  i l l  to make sense of the i r  experience in health care.  By 

coming to understand the larger  context of the i r  d i s t r e s s ,  people with chronic 

Il lness  and the i r  families form an analy t ic  basis on which to refine  the i r  

coping s t r a teg ie s  and thereby navigate the troubled waters of health care more 

smoothly and ce r ta in ly .
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CHAPTER ELEVEN 

RESPONSE AND RESOLUTION

This chap te r ' s  purpose is  to consider the accounts of how chronically  i l l  

Individuals and families  respond to the health care system and resolve,  to  the 

best  of th e i r  a b i l i t y ,  th e i r  c o n f l i c t s  with i t .  As in the i r  individual health 

care r e la t ionsh ips ,  people with chronic i l ln e s s  often  t r y  out many approaches 

to the health care system over the course of the i r  I l lness  career .  The 

accounts w il l  reveal th a t  these people adapt in astoundingly c rea t ive  and 

determined ways so tha t  they may l ive  as well as possible with th e i r  i l lne s s  

and i t s  consequences. Through a descr ip t ion  of these s t r a teg ie s  and t a c t i c s ,  a 

f ina l  c r i t i c a l  piece of the chronic i l ln e s s  experience puzzle wil l  be 

revealed.

The accounts w il l  i l l u s t r a t e  various philosophical  and s t r a t eg i c  

approaches taken by chronica l ly  i l l  people and th e i r  families toward obtaining 

heal th  care Inside and outside the ex is t ing  system. The discussion in th i s  

chapter will  be organized according to four themes, each of which represents a 

common s t r a t eg i c  response pa t te rn  a r t i c u la ted  by many of these pa tien ts  and 

families.  The f i r s t  Involves the process of generating a philosophical  outlook 

upon the f ru s t r a t io n s  inherent in the heal th  care system. The second explains 

the tendency toward increasingly independent decision-making with regard to 

th e i r  i l lne s s  as i t  progresses over time. The th i rd  ou tl ines  a va r ie ty  of 

t a c t i c a l  maneuvers and s t r a t e g i c  s k i l l s  with which people negotiate th e i r  way 

through the maze of heal th  care.  F inally ,  the fourth reveals the formation of 

new re la t ionships  between fellow t r a v e l l e r s  in the common quest for the health 

resources necessary for a rewarding qua l i ty  of l i f e  with chronic i l l n e s s .
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According to the informants in this study, these four patterns of 

response and reso lu tion  are not mutually exclusive options.  Rather, they are  

ways of understanding an i n f i n i t e  range of t a c t i c s  and a t t i t u d e s  as the 

product of an informed analys is  of the nature of the health care system. Thus, 

they represent options considered by many of these pa t ien ts  and th e i r  families 

to be c r i t i c a l  to the development of a s t r a t e g i c  response to the problems in 

health care for chronic i l l n e s s .  The descrip tion of these approaches will  

therefore reveal a d iv e r s i ty  of s t r a t e g i c  options within a common framework of 

in te rp re ta t io n .  Thus, the accounts wil l  generate a p o r t r a i t  of the i n t r i c a te  

and wonderful pa t te rns  by which those who l ive  with chronic i l ln e s s  se t  t h e i r  

own unique course through the stormy seas.

Acquiescence

For many chronical ly  i l l  pa t ien ts  and the i r  families,  confrontations with

the health care system were In tolerable  over the long range. However, from

the i r  perspective,  continuing the feud between themselves and the system was

poin t less .  As several  commented, "You c a n ' t  change the system." Because of

t h i s ,  finding a philosophical  approach with which to address such

confrontations was a p r io r i t y  for many. The t r a n s i t io n  from anxiety to a more

comfortable philosophical  pos it ion  was perceived as conducive to health.

I think philosophically there is a t r a n s i t io n  going on, and I think i t  
has been kind of evolving, I would say, over the l a s t  year.  Some of i t  
has c e r ta in ly  been in coming to terms with th i s .  And i t  seems that  the 
more I come to terms with i t  tha t  the stronger and the hea l th ie r  I am 
fee ling.

While accepting the chronic i l ln e s s  I t s e l f  had been r e l a t iv e ly  

straightforward for many of the men and women in th is  study, accepting the 

events in the i r  health care was a much more complex proposit ion.  One reason
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was th a t ,  although th e i r  diseases  could generally  be a t t r ib u te d  to fa te  or bad 

luck, th e i r  experiences in the heal th  care system were more c le a r ly  a r e su l t  

of human f a i l i n g s .  Instead of acceptance, the re fore ,  many people developed a 

philosophical  stance which more c lo se ly  resembled a tolerance or a voluntary 

submission to  the system's inherent na ture .  As one woman expressed i t ,  "I can 

handle tha t  now, but I d o n ' t  l ike  Lt."

Minimizing the Negative

For some people, t h i s  a t t i t u d e  of acquiescence involved a determination

not to focus on th e i r  more negative experiences in health  care.  At times, such

a stance resembled a form of den ia l ,  in which the negative experiences they

described were afforded minimal Importance in the overa l l  experience.  For

example, one young man summarized h is  experiences th i s  way.

Most of my experiences have been good. You know, I 've  always had p re t ty  
good treatment and s t u f f .  Except from th a t  one surgeon, and then tha t  one 
nurse,  and th a t  other f loor nurse.  Most of the time i t ' s  been r e a l ly  
good.

In another instance,  a woman minimized the Intense f ru s t r a t io n  she had 

expressed on a previous interview. She noted, "I have f ru s t r a t io n  a t  d i f f e r en t  

spots a t  d i f f e r en t  times but genera l ly  speaking I ' d  say tha t  — I don ' t  know 

i f  i t ' s  me coping or I j u s t  manage - -  I don ' t  have any t rouble ."

For many pa t ien t s  and famil ies ,  th i s  stance required a r e ln te rp re ta t lo n  

of th e i r  own previous analys is  of the health care system to correc t  e a r l i e r  

c r i t i c i s m s .

But we are hypo c r i t i c a l ,  too. We ask or maintain th a t  the medical 
profession does not make mistakes,  because i t  can be very cos t ly ,  l t  can 
cost  you your l i f e ,  you see.  But we a l l  do make mistakes,  r igh t?  Luckily 
we a r e n ' t  in the medical profession ,  but i f  we were we would make 
mistakes a lso .  Now, ve caught one now, I caught one, and some of us 
might catch someone. For some of us i t ' s  too la te  by the time you catch 
l t .  But we are  ju s t  f inding out tha t  th ey ' r e  human — tha t  there are 
mistakes being made, r igh t?  I mean, we have to ad jus t  to them.
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At times, th is  re interpretation included finding fault- with their own 

p a r t ic ip a t io n  in taking re sp o n s ib i l i ty  for th e i r  heal th .

I c e r t a in ly  won't f a u l t  the medical profession for my lack of motivation 
in dealing with my back pain.  That is  the f l i p  side of any c r i t i c i sm  that  
I have. The health care response is th a t  I am not,  as a pa t ien t ,  
necessar i ly  doing a l l  tha t  I can for myself. And, as I focussed on 
before,  you have to do th a t .  You have to be in charge of what's wrong, 
knowing what's wrong with you, and determining how to correc t  i t .
Because i f  you c a n ' t  give th a t  to yourself  you're not gonna get tha t  from 
any medical professional .

At other t imes, i t  consisted of local iz ing  the f r u s t r a t io n  with health care in

a spec i f ic  service  or profess ional.  For example, one woman expressed complete

lack of f a i th  in a l l  aspects of the health care system on i n i t i a l  interview.

Several months l a t e r ,  however, she had th i s  to say.

I don ' t  think I 've  ever los t  t o t a l  f a i t h  in the health care system as a 
whole. You might lose f a i th  in ce r ta in  in d iv id u a ls . . .  I would say maybe 
there was lo ts  of times I was f ru s t ra ted  with the system, but I wouldn't 
necessar i ly  say l t  was a loss of fa i th  in the system. I always f e l t  there 
was a l i g h t  a t  the end of the tunnel, so to speak, you know — you could 
find your way out of tha t  pa r t i cu la r  problem or s i tu a t io n .  But l t  did 
come to i t  though th a t  you learned how to cope with those things and how 
to ad jus t  to the s i tu a t io n  or deal with l t ,  you know, on a d i f f e r en t  
l e v e l .

While such claims appeared on the surface to contradic t  the analysis that  

pa t ien ts  and the i r  families had expressed on other occasions,  careful probing 

seemed to reveal th e i r  s t r a t e g i c  and functional nature.  One woman with 

multiple s c l e ro s i s ,  for example, had been qu ite  convincing in her praise of 

a l l  tha t  had happened to her in the health care system. When asked by the 

interviewer what would happen if  she were given permission to be more 

c r i t i c a l ,  her reply was, "Well, I do tha t  r e a l ly ,  but I'm r e a l ly  sneaky about 

i t . ' '  Clear ly ,  she did have negative fee l ings ,  but was carefu l  about when and 

how she allowed them to surface.  For many people, l t  seemed far more pleasant 

to uphold a pos it ive  a t t i t u d e  than l t  was to remain negative and angry. Thus, 

denying or minimizing the d i f f i c u l t i e s  seemed a means by which chronical ly  i l l
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patien ts  and the i r  families could feel more comfortable with the i r  

circumstances in health care.

Emphasizing th e Posit ive

A re la ted  s t r a teg ic  approach toward developing an acceptable philosophy

was emphasizing the posit ive side of the overa ll  experience. For one woman,

th i s  was accomplished by attending to the exceptional health care

professionals she had discovered along the way.

I think tha t  in some way I began to connect with people within the health 
care system who saw a cer ta in  amount of power tr ipping and controll ing 
happening and who had found some way to work within tha t  system and yet 
not perpetuate i t .  And ju s t  in ta lk ing to them, or having used the i r  
services ,  i t  ju s t  made me feel tha t  there are some very good people —  
individuals,  working within that  system, who have somehow found a way to 
survive and s t i l l  do r ea l ly  good work, and not perpetuate the system.

For her, al igning with these wonderful people produced a sense of comradeship

in adversity.  Another pa tient looked to her experiences in health care as a

potentia l  aid to personal development. "I hope i t ' s  going to make me a more

loving, more compassionate person when a l l  is  said and done, and maybe a

l i t t l e  less impatient with other people and myself, you know."

For many others ,  negative aspects of the health care experience could be

neutralized by recognition of the excel lent learning opportunit ies tha t  they

had afforded. For example, one young woman explained how i t  had taught her

re sponsib i l i ty .

Something I d id n ' t  r e a l ly  know back then, because I was p re t ty  young when 
I had tha t  f i r s t  surgery,  (was] tha t  I re l ied  probably more on the health 
care system, which d id n ' t  give me any help anyways, so I d id n ' t  know 
anything d i f f e r en t .  But now I have to condition myself, i t ' s  not only the 
surgery, i t ' s  me, too, t h a t ' s  gonna make th i s  work, r ight?

Another a t t r ib u ted  her newfound se l f  esteem to her t rans i t ions  in re la t ing  to

health care workers. "You see, before — who knows, part  of i t  was obviously
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me — but I like a l l  these people now. Before, I don't remember liking them

very much, but maybe I d i d n ' t  l ike  myself. I t ' s  so r t  of hand in hand." A th i rd

explained tha t  her experience in health care had provided her with an

in te l l ig e n t  caution in managing circumstances in her l i f e .

I mean, obviously, I so r t  of changed my perception of what can 
happen.. .  I t  ha sn ' t  turned me off the health care system t o t a l l y .  Being 
much more wary of i t  has d e f in i t e ly  influenced, I think,  maybe the way I 
approach things when I'm dealing with people. I think i t  has made me a l l  
the more aware of things from the p a t i e n t ' s  point of view, the family's  
point of view. I t ' s  obviously - -  I went in and had a kid th is  year. I t ' s  
made me ten times more v ig i lan t  in terms of discussing beforehand tha t  
th i s  happens, I want th i s  to occur, or being much more v ig i lan t  myself. 
You know, what could happen for me. I guess i t ' s  ju s t  made me a l i t t l e  
b i t  more attuned to r e a l ly  needing to be very wary of s i tua t ions .

Thus, negative experiences in health care could be re in te rpre ted  as excellent

opportuni t ies to learn and grow.

The accounts revealed tha t  assuaging the negative emotions associated

with health care experiences could be an Important s t r a t e g i c  response for many

individuals and families.  By developing a coherent philosophical  approach to

what had happened, these people provided themselves with a comfortable

in te l l e c tu a l  basis on which to make sense of th e i r  ongoing experience.

You've probably figured out by th i s  long on th is  tape tha t  I'm f a i r l y  
opinionated now about the medical profession in general,  and treatment in 
general , because of my experiences,  the cumulative conclusions tha t  I 
have come to as a r e su l t  of the treatment I have received, you know. And 
now i t ' s  shaped i t s e l f  into a f a i r l y  d e f in i t iv e  be l ie f  system and 
response system to medical problems and medical help.

Self-Reliance

The second theme In the accounts of s t r a t e g i c  responses was the 

development of s e l f - r e l i a n ce  in chronic I l lness  management over time. For many 

of the men and women interviewed, s e l f - r e l i a n ce  became a strongly held 

philosophy as well as a t a c t i c a l  response to the i r  health care experience.
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Relying on themselves ra the r  than on the heal th  care system meant d i f f e r e n t  

things to d i f f e r e n t  people.  For some, s e l f - r e l i a n c e  meant complete withdrawal 

from formal heal th  care;  for many o thers ,  i t  meant continuing heal th  care but 

with rad ica l ly  d i f f e r e n t  motivations and ob jec t ives .  In e i th e r  case,  however, 

s e l f - r e l i a n c e  implied becoming well Informed and regaining contro l  over 

decision-making with regard to the chronic i l l n e s s .

Withdrawal

For some p a t ien ts  and famil ies ,  s e l f - r e l i a n c e  involved complete 

withdrawal from any Involvement in the health care system. The accounts of 

some of these people w i l l  i l l u s t r a t e  the ra t iona le  for such a d r a s t i c  

response. For many people, withdrawal from heal th  care was motivated by fear 

of what could happen i f  they remained involved in an invasive and d i s to r t e d  

system.

The whole incredible  system blew my mind (LAUGHS). Yeah, l t  r e a l l y  did.  
Just  the way people were t r e a ted ,  and what was happening with them in 
th e i r  famil ies ,  and the way they were ge t t ing  label led ,  and the way the 
whole system worked. I ju s t  thought I d i d n ' t  want to have anything to do 
with any systems. I don ' t  want them messing around in my family.

others withdrew because of a conviction th a t  continuing involvement would

inevitably  lead to disappointment and grea ter  f r u s t r a t io n .

I think what i t  p a r t ly  i s ,  is  for a couple of years you seemed to  be a t  
the mercy of everybody. I t ' s  as i f  you 're begging for help.  You're t ry ing  
to look for any kind of ins ight into what you can do d i f f e r e n t ly  to  help 
your kid,  and s t u f f  l ike  t h a t .  So you 're looking a t  the doctors and 
you're more or le ss  saying, "Please help me," and you're looking a t  other 
people and you're saying, "Please help me." And you fee l  almost 
handicapped yourself  because you have a handicapped (ch i ld ) .  And you are 
handicapped to  an ex tent .  I mean, you 're  r e s t r i c t e d  in the d i f f e r e n t  
things you can do, so you become s o r t  of handicapped yourse lf .  And then, 
a t  l e a s t  what 's  happened for us, I th ink ,  in the l a s t  year or so,  i s  tha t  
now perhaps we've both accepted l t  where l t  r e a l l y  doesn ' t  m a t t e r . . .  And 
we've s o r t  of sa id ,  "To h e l l  with l t . ” And we d on ' t  look to  other people 
for help any more. Ve've given up on the system and the government and 
the (char itab le  organization) and everybody e l s e .  I mean, they do help 
sometimes, and I won't say they d o n ' t ,  but they don ' t  o f fe r  the kind of 
help v e ' r e  looking fo r .  And th e r e ' s  nobody t h a t ' s  going to counsel you
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e i t h e r ,  so we becane counsellors  to  each o t h e r . . .  I to ld  Imy wife] a few 
months ago, I sa id ,  "To h e l l  with I t .  We're ju s t  going to  end up doing 
a l l  of t h i s  by ourselves.  L e t ' s  not even ask ."  Because you get sick of 
asking. You know, I f  somebody says ,  "Oh, why d o n ' t  you t r y  t h i s , "  or "Why 
d o n ' t  you t r y  th a t  agency, or t h i s  agency," or "Why don ' t  you t r y  
so-and-so?" And we go through the  motions again,  and a l l  you can do Is 
you can get disappointed.  You ge t  disappointed,  then you get mad, and 
then you say,  "To h e l l  with I t .  We'l l j u s t  do I t  ourselves ."

And s t i l l  others explained th a t  p a r t i c ip a t io n  in  hea l th  care made them

vulnerable to the p o s s i b i l i t y  tha t  some other sign or symptom could launch

them back into the medical merry-go-round once again.  One d iabe t ic  man

expressed such a fear.

I j u s t  don ' t  want nothing to do with the doctor.  I don ' t  want to  be 
bothered with i t . . .  He might f ind something. I 'm always a f ra id  he find 
something. I f  he takes my blood sugar,  then he finds i t ' s  too high, then 
he 's  going to  —. So, you know, i t ' s  l ike  everything e lse .  After a while 
you s t a r t  to  want something to  prevent t h a t .  You walk in there and you 
nope nothing happen. Even i f  i t  hur t ,  you say,  "Hey, I'm okay” (LAUGHS). 
You know what I mean?

And a woman with IBD outl ined a s im i la r  ra t io n a le .

I 'v e  detached myself from th a t nonsense. And I do n 't want to  be back in 
th e ir  hands, you see, because you lose your se lf-co n tro l in that 3ense 
and you give i t  over to  them. And they can keep you going for months on 
end with a l l  kinds of elaborate procedures.

F in a l ly ,  as one young p a t ien t  noted, heal th  care a c t i v i t y  could be

p a rtic u la r ly  depressing when one was feeling i l l .

After a while you ju s t  get  — every time I got s ick ,  I thought th a t  we 
go t ta  go through a l l  t h i s  s h i t  again — to the lab,  to the X-ray, to the 
doctor.  And when I'm s ick ,  sometimes I'm in t h a t  o f f ice  every s ingle  
day. And i t  is  so depressing.

C lear ly ,  for many p a t i e n t s ,  the inves t iga t ive  process t h a t  could be tr iggered

by unnecessary health  care involvement could be counterproductive to th e ir

physical  heal th  as well as to  t h e i r  emotional wellbeing.

I was fed up with the stabbing and probing and poking and not doing 
anything. And here I was, a lready dealing with a chronic disease process 
tha t  had climaxed, and s t i l l  a l l  they were doing was poking a t  me, and 
aggravating my bodily s t a t e ,  not r e a l l y  benef i t ing  from any of the 
medical things tha t  were happening. So I s o r t  of withdrew.
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In withdrawing from formal health care entire ly , these patients and

families had decided tha t  chronic i l ln e s s  care was best  managed by themselves

and tha t  the heal th  care system would be reserved for d ire  emergencies. As one

woman with Multiple Sclerosis  claimed, "I never see the doctor 'cause I don ' t

go unless t h e r e ' s  a horr ib le  emergency and I'm spurting  blood a l l  over the

place.  Then I might go." However, in many Instances,  they learned to  handle

health c r i s e s  tha t  the r e s t  of us would sure ly  have considered as emergencies.

For example, one woman with IBD described her procedure for managing a serious

bowel obstruction on her own.

I developed a procedure th a t ,  each time when the bowel would block or 
p a r t i a l l y  block, I had my own procedure for coping with i t .  So I d id n ' t  
even ever involve the doctor,  except when I would go in and t e l l  him that  
I had been i l l . . .  So what I would do is - -  i t  always was characterized by 
vomiting and dia rrhea,  and vomiting to - -  you know, I couldn ' t  keep 
anything down. But i f  I lay in bed a ce r ta in  number of hours, usually 
tha t  subsided enough so th a t  I could suck ice cubes. And then, the day 
a f t e r ,  maybe twelve hours a f t e r  I could suck an ice cube and not lose,  
you know — not have th a t  re f lex  action,  throwing up — I would progress 
the following day to c lea r  f lu ids ,  which is what they s t a r t  you on. I 
have learned th i s  in my experience (LAUGHS) i f  you have had surgery or 
something, you s t a r t  with the c lear f lu ids ,  then the creamy ones and so 
on. So by end of the week I would be back to my regular low-residue d ie t .

Another woman with chronic back pain explained the technique she had developed

to deal with episodes in which the pain became acute.

If  I'm s t a r t i n g  to have a lo t  of discomfort,  l ike of any so r t ,  I find 
every once in a while I ' l l  j u s t ,  I ' l l  smoke [marijuana! a b i t . . .  I don ' t  
f ly  --  I ac tua l ly  get  very level headed. But i t  does something to my pain 
and the discomfort and ju s t  so r t  of knocks i t  away and i t  relaxes me...  
And I don ' t  get the same problem as I do with the drugs and I'm fiddl ing 
tha t  the Tylenol, i f  I take one, l ike  I say, nowadays I'm taking only 
ha l f ,  but i t  wil l  a lso  bother my stomach, I 've  taken so many. Marijuana 
doesn ' t .  I 'm not saying th a t  I agree t o t a l l y  with marijuana, and the l a s t  
thing I ever want to do i s ,  you know, s t a r t  doing i t  every day, or 
anything l ike  th a t .  I 've  had i t  f ive times in the l a s t  year.  But I find 
th e re ' s  a point where I use i t  and i t ' s  for t h a t .

Thus, by developing techniques for managing both everyday symptoms and acute
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episodes of their chronic Illness, many patients and families were able to 

avoid involvement with the health care system.

Withdrawing from the health care system was therefore  a pro tective 

measure by which these chronically i l l  individuals  and t h e i r  families 

prevented what they saw as the hazards Inherent In the system from taking 

over. For some, i t  seemed far eas ie r  to r e ly  on th e i r  own ingenuity than to 

fight for what they needed in an inhospitable and unsympathetic heal th  care 

system.

Becoming well-informed

Naturally,  being s e l f - r e l i a n t  required tha t  chronical ly i l l  individuals

and the i r  families become highly Informed about th e i r  options for s e l f  care

and i l lness  management. In many cases,  t h i s  included learning as much as

possible about how medical science viewed th e i r  pa r t i cu la r  disease condition.

As has been noted in e a r l i e r  discussions,  the men and women in th i s  study were

remarkable in th e i r  range and scope of information In th i s  regard.

Being a student ,  1 have gone out to  the medical l ib ra ry ,  and done some 
looking a t  t h i s .  I learned a whole lo t .  I did read about a few research 
s tudies .  And t h a t ' s  about i t .  I'm in te res ted  in reading any l i t e r a t u r e  I 
can on i t ,  i f  i t ' s  not too s c i e n t i f i c  for me.

one mother of a young man with IBD described her e f fo r t s  to obtain the l a t e s t

s c i e n t i f i c  information about d ie ta ry  management of tha t  condition.

I have phoned every d ie t i c ian  within phoning dis tance .  I have phoned New 
York, I have phoned Texas, I have phoned Los Angeles, I have phoned to 
Toronto, Dr. H's o f f ice ,  everybody, to  get the l a t e s t  Information.

A woman with a r t e r i a l  sc le ros is  l i s t e d  her Information sources.  " I 've  been

looking to pharmaceutical books, p a r t ly  the physician,  p a r t ly  my reading,

d ic t iona r ie s ,  or manuals, you name I t . "  And a d iabet ic  woman explained her

encounters with health care professional as information opportuni t ies .
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I see the health care people more as resource people, so tha t  I can ask 
questions and get the information I need, and use i t  for what I need to 
do, and get on with i t .  So i f  I have the information, I can do tha t  thing 
and then be more Independent — use i t  as appropriate.

From the perspective of these chronically 111 Individuals and families,

obtaining th i s  type of information was key to being less  dependent on the

opinions of professionals .

Somewhere along the l ine  there you couldn ' t  help but gain a lo t  of 
knowledge because so much was going on to you, going on with you. Then 
a l l  of a sudden i t  j u s t  so r t  of evolved, I wanted to know more and more.
I c a n ' t  r e a l ly  explain t h a t . . .  Part  of i t  d e f in i t e ly  was the fact  tha t  I 
d id n ' t  want to be as re lying on these doctors.

Without a s c i e n t i f i c  background, many people had to struggle  to develop

confidence tha t  they could use complex and technical  information wisely on

the i r  own behalf .

You know, you question yourself  — i t ' s  funny, you know, a l l  these people 
— a l l  of them are smarter than you are ,  a t  some pa r t icu la r  thing,  but 
t h e re ' s  not one person who is  smarter than me about me, a l l  of my back 
problems — you know, espec ia l ly  as I went along. And so i t ' s  always 
t r i cky ,  because any of these pa r t icu la r  people, t h e re ' s  a cer ta in  area 
where they've got more knowledge, more exper ti se ,  they can ta lk  about 
i t .  But they don 't  see the whole as much as you. And you have to make 
your own decisions.

However, once they began to e f fec t  a s h i f t  in confidence, many described an

insa t iab le  hunger for knowledge, whether i t  was immediately applicable or not,

as one woman's comments i l l u s t r a t e .

Well, whether I'm i l l  or feeling  good,, i f  I see something about Crohn's 
disease tha t  I haven' t  seen before,  I ' l l  read i t .  And I s t i l l  belong to 
the two organizations loca l ly ,  and 1 read the s tu f f  tha t  I get from them, 
and I have a couple of books tha t  have been published by them, and I read 
about them. No, even though I don ' t  ta lk  about i t  and think about i t ,  i t  
never kind of leaves. Do you know what I mean? I mean, i f  I have an 
opportunity to learn more about my disease ,  and I'm feel ing f a n ta s t i c ,  
then I wil l  grab tha t  opportunity,  because I know I'm not going to feel  
f an ta s t i c  for ever. There 's  going to come a time tha t  I may need what I'm 
going to learn,  to be able to cope with the disease when i t  is ac t ive .

For many of these people, therefore ,  continued Involvement with the health
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care system became important as one o£ many possible sources of the

Information required to be success fu l ly  s e l f - r e l i a n t .

As they became aware of a grea te r  va r ie ty  of information sources and the

contradict ions  inherent in. them, these pa t ien ts  and families were forced to

develop a c r i t i c a l  approach to information.  While a few engaged in formal

systematic study, many described a s o r t  of constant comparative ana ly t ic

process by which they in te rpre ted  each new piece of formal knowledge in the

l igh t  of what they knew from th e i r  own experience.  One woman commented on such

a process in her learning.

Because I was privy to both my own experience,  the experience of o thers ,  
and the research tha t  was av a i lab le ,  whether i t  was valid ,  good research,
opinionative research,  or whatever, I ju s t  took i t  a l l  in, you know, so r t
of jus t  munch, munch, munch, munch, munch. I t  was a very serendipi tous  
process, because i t ' s  not very well-organized, and I could f i l t e r  i t
around in terms of actua l  experience of myself and others ,  and what
researchers  were saying, and what doctors were saying, and what nurses 
were saying. So I got a gleaming of what i t  was tha t  had to function as a 
concrete r e a l i t y .

From th e i r  perspective,  then,  s e l f - r e l i a n c e  was dependent not only on 

obtaining e ssen t ia l  information, but a lso on learning to appraise i t  

c r i t i c a l l y  before applying i t  to personal decision-making. The s e l f - r e l i a n c e  

that  was described by these chronica l ly  i l l  individuals and the i r  families was 

therefore  the outcome of exce llen t Information and c r i t i c a l  appra isal  of i t s  

a p p l i c a b i l i ty  to th e i r  pa r t i cu la r  circumstances.  Obtaining and in te rpre t ing  

Information from as many sources as possible was, in th e i r  view, an e ssen t ia l  

s t ra tegy  in chronic I l lness  management.

Regaining Control

For the pa t ien ts  and families  in th i s  study, a committment to s e l f -  

re liance  grew out of gradual recognition  tha t  they were, in fac t ,  the experts 

with regard to th e i r  own disease and i t s  repercussions.  The Inevitable
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conclusion tha t  they were the best  judge of th e i r  own unique circumstances was 

a d i f f i c u l t  discovery for many.

There c e r ta in ly  was a time where I s ta r ted  to change the way I thought 
and f e l t  about myself and my diabetes .  That was r ea l ly  the turning point,  
where I thought, "Yes, I do know what I'm doing. I 've  been doing the best  
I can for a l l  these years,  and I do know a lo t ,  and I t r y  hard. Yeah." I 
d o n ' t  know th a t  I would've said tha t  I f e l t  l ike  I was making judgments 
for myself — but t h a t ' s  what was happening then. That 's  what I saw.

I t  required a c lear  In te rpre ta t ion  of the l im it s  of health care in the case of

chronic i l l n e s se s .

Part  of the process of losing the fa i th  is  th a t  they don ' t  know more than 
me.. .  Faith implies a re la t ionsh ip  tha t  i s n ' t  based on knowing what the 
l im i t s  are .  I t ' s  to an extent blind.  And the dif ference is  tha t  a f t e r  a 
while you a r e n ' t  blind about your disease anymore.

I t  also required tha t  the l im it s  of people within the health care system be

acknowledged. As one pa t ien t  noted, "There are a lo t  of people in the health

care system tha t  don ' t  know what they ' r e  doing, and they don ' t  care e i th e r .

And I can do a b e t te r  job than they can." A young mother of a chi ld  with

Cystic F ibros is  pointed out the naivete of assuming tha t  health care

professionals  are well informed.

Doctors don ' t  know anything about I t .  When you ta lk  to these peop le . . . the
doctors in general ,  so many of them, they know nothing. They do not know
th i s  disease .  And what they know is 20 years out-of-date .  And they jus t  
do not know how i t ' s  being t rea ted  or anything.

Regaining control  required tha t  those with chronic i l lne s s  become

confident tha t  the i r  own understanding about general wellbeing was as va lid  as

any c l i n i c a l  or technical  exper tise  for making chronic i l lne s s  decis ions.

In my case, I r e a l ly  had to come around to i t .  Some people might be a lot  
more independent, or a lo t  more will ing to take on re sp o n s ib i l i ty .  At an 
in t e l l e c t u a l  level I would admit tha t  the physical health has a
psychological dimension and so on but a l l  t h a t  was theory. I t  d id n ' t
apply to me. I had to  learn on my own, through my own experience.  Maybe 
some people are p a r t i c u la r ly  stupid in tha t  p a r t icu la r  area — 
p a r t i c u la r ly  d e f ic ien t .  And only when they are h i t  by a two-by-four, not 
once but repeatedly over the head, does i t  sink in. And I think I'm very 
much a pachyderm in tha t  respect.  I t  has to be a two-by-four, and i t  has
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to be administered over a period of time. And then I finally say, "Oh 
t h a t ' s  what happens" and do I t .  I t  sinks in,  and I t  3ank in.

By understanding tha t  the i r  knowledge was as valid  and credible than was that

of health care professionals ,  these pa t ien ts  and families were able to regain

a sense of control  over the i r  own d es t in ie s .

I need these people, I need these s p e c i a l i s t s ,  I need to pick the i r  
brains .  But I d on ' t  believe th e re ' s  anybody out there,  and I don ' t  care 
what th e i r  degree i s ,  knows my metabolism or the things tha t  are going to
t r igger  i t  as well as I'm going to get to know i t  If I s t a r t  making the
time to tune in.

In th i s  way, they were able to create an a l t e rn a t iv e  to the f ru s t ra t ion  tha t  

seemed Inevitable  in allowing others to make decisions on the i r  behalf .

For those l iv ing with chronic i l l n e s s ,  control over the i r  own i l lness  

management gave a sense of harmony and balance to l ives  which had previously

been tossed and turned by the events of health care.  I t  gave them strength  in

the knowledge tha t  they were avoiding harm and promoting health by taking 

actions consis tent with an informed in te rpre ta t ion  of health and wellbeing. 

Their descrip tions  of how i t  f e l t  to be back in control  revealed a renewed 

sense of order and logic in i l lne s s  management, whether or not formal health 

care was involved.

For some pa tien ts  and families,  being in control  meant avoiding medical 

care as much as possible ,  as the comments of a man with chronic re sp ira tory  

disease i l l u s t r a t e .  "Now I know tha t  lo ts  of f lu ids  and lo ts  of re s t  and high 

doses of Vitamin C are a lo t  be t te r  for me than ge t t ing  a 10:30 appointment in 

the morning for the doctor to give me Amplcillin and destroy my Immune 

system." As an a l t e rn a t iv e  to medical care,  many managed the i r  I l lness  

through l i f e s t y l e  manipulation. A woman with a r t h r i t i s  explained how th i s  

approach had worked for her.
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Exercise is supposed to be r e a l ly  important, so I s ta r ted  swimming... I 
swim half  a mile a day now with no problem. Or i f  the a r t h r i t i s  comes up, 
and my jo in ts  s t a r t  to hurt ,  i t ' s  kept very minimal with swimming. And 
I 've  also been taking a lo t  of vitamins, and r e s t r i c t i n g  my d i e t .  I don ' t  
drink caffeine any more. I qu it  smoking, so I 've  been chewing gum, and 
s tu f f  l ike  t h a t .  I guess i t ' s  r e a l ly  important tha t  I s tay  quit  smoking, 
but sugar 's  another thing tha t  I need to cut out of my d i e t . . .  I ju s t  
couldn ' t  s i t  back and say,  "Fine, I ' l l  take eight Aspirins a day."

In other cases,  regaining control  meant determining the conditions under which

formal health care was appropriate and the type of heal th  care tha t  would be

to le ra ted .  In th i s  way, i t  allowed continuing pa r t ic ipa t ion  in health care

with a coherent plan for the predictable  fu ture,  as one woman's explanations

I l l u s t r a t e .

Once I began to gather up a b i t  more s t r e n g t h . . .and s ta r ted  to do some of 
my own personal research on some of these drugs tha t  I had been taking, I 
realized tha t  there was some f a i r l y  severe discrepancies tha t  had 
occurred insofar of ju s t  not having blood serum levels taken, and tha t  
some of those drugs — I feel now — continued to keep me a t  a
disadvantage ra ther  than the other way around. I mean, I was ge t t ing
tremendous side e f fec t s  from some of these medications. There 's  no way, 
when I look back now, tha t  I can believe tha t  those side e f fec t s  could've 
in any way helped support a healing process. They were in fact  negating 
tha t  very process tha t  I was try ing to be part  of.  The big thing i s ,  tha t
I feel  r igh t  now I'm more in control  of asthma than the doctors a re ,  or
the medications are ,  e tce te ra .  So t h a t ' s  been a s h i f t .  Now i f  I get that  
sick again, I hope, you know, tha t  tha t  research is going to stand me in 
good stead,  and I am going to be able to s i t  down with the s p e c ia l i s t  and 
say, "No, th i s  is  not going to work. Yes, I am prepared to t ry  th i s ,  but 

and give him some spec if ic  parameters. I t ' s  as though I did not ever 
want to be caught out a t  tha t  again in terms of my own innocence and my 
own Ignorance.

I t  also allowed for the p o s s ib i l i ty  of using multiple serv ices which would not

ord inar i ly  be considered compatible.

I see myself with a foot e i the r  side of the fence, you know. One where I 
can go to the medical doctors and get the prescr ip t ions ,  and the blood 
t e s t s ,  and the X-rays, and what I c a l l  technical  s t u f f .  And ye t,  for the 
h o l i s t i c  approach to my health and d i f f e ren t  things l ike remedies and 
things l ike  th a t ,  I am now into the world of a l t e rn a t iv es .

For some pa t ien ts  and families,  regaining control  meant outr ight non-

compliance with unacceptable aspects of a treatment plan tha t  was otherwise
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acceptable. The account of one family with a child with pku i llu s tra tes  such a 

stance.

I guess about three and a half  years ago, I s t a r ted  doing a lo t  of 
checking on when kids could come off d i e t .  And i t  r e a l ly  changes, 
depending on who you ta lk  to ,  and where they are .  I read some s tudies  
from Bri ta in ,  where they take the i r  kids off  between s ix  and eight years 
o l d . . .  There was a few of the doctors tha t  would turn over studies tha t  
they had gotten - -  not too many of them, th ey ' r e  not too good about tha t .  
Then I went — three years ago I went to Toronto, and I went to [a 
hospi ta l  there) ,  and I talked to one of the d ie t i c ian s  there .  And I 
wanted to know what they were doing down there ,  because my doctors up 
here had sa id ,  "No way. No way can she come off d i e t .  She's got to stay  
on d ie t  for maternal reasons."  Now tha t  becomes a very personal issue.  
They l ike  PKU g i r l s  to s tay  on d i e t ,  because they need to be on d ie t  
before conception to enable them to  have c h i ld r e n . . .  I have ra ised  [my 
daughter] with the b e l ie f  tha t  i f  she wants children,  she will  adopt 
them. I f  tha t  changes between now and the time she ' s  ready to have kids,  
t h a t ' s  grea t ,  t h a t ' s  wonderful, but i t  r e a l ly  becomes a very personal 
issue, I t h in k . . .  So, we ju s t  made the decision on our own — much 
against  the doctors.  They're not a t  a l l  pleased tha t  [my daughter] ' s  not 
on d i e t . . .  You see,  i t ' s  r e a l ly  hard. The doctors look a t  i t  from the i r  
point of view, and I'm looking a t  i t  from a mother's point  of view.

Although they often described such non-compliance as a d i f f i c u l t  decision to

a r r ive  a t ,  many explained how i t  l ibera ted them from the far more d i f f i c u l t

problems associated with giving up control .

But, I think,  now I have a much more pos it ive  outlook and feel more in 
control .  I know tha t  when I get involved with some medical profession,  £ 
don ' t  have to do what they want me to do any more. I t  took a lo t ,  but I 
re a l ize  i f  you want something, ju s t  say i t ,  and whatever the consequences 
come out,  if  somebody doesn ' t  l ike  i t ,  i t ' s  too bad. You know, you're the 
one tha t  has to l ive  with i t ,  not them. They go along and do th e i r  work, 
and they don ' t  re a l ize  how i t  i s .

In the i r  view, i t  was evidence tha t  they had freed themselves from e a r l i e r

fears of what would happen i f  they defied the a u th o r i t i e s .

I think in the beginning, I was more apt to l i s t e n  to  what they said and 
follow through with i t .  But the longer I had the d isease ,  I questioned 
everything. I mean, they ’l l  say something, and I know these guys are 
supposed to be tops ,  but I s t i l l  questioned i t .  And I'm not a f ra id  now to 
go ahead and do what I think is  r igh t  instead of ju s t  following exact ly 
what they t e l l  me to do.
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Whether they avoided professional health care as much as possible or continued

t o  used  i t  s e l e c t i v e l y ,  t h e  i m p o r t a n t  i s s u e  f o r  t h e s e  p a t i e n t s  and f a m i l i e s

was t h e i r  own a b i l i t y  t o  r e t a i n  c o n t r o l  o v e r  t h e  c o u r s e  o f  e v e n t s  in  t h e i r

i l l n e s s  management .  As one woman r e c a l l e d ,  "That  was t h e  s i n g u l a r  most

I m p o r t a n t  t h i n g  a b o u t  i t ,  and s t i l l  i s ,  i s  t h a t  I needed t o  f e e l  some c o n t r o l

o v e r  t h e  s i t u a t i o n . "  I n  a  s i m i l a r  s p i r i t ,  a n o t h e r  r e j o i c e d ,  " I ' m  in  c o n t r o l ,

and i t  f e e l s  g r e a t . "

A c co rd in g  t o  t h e  i n f o r m a n t s  i n  t h i s  s t u d y ,  s e l f  r e l i a n c e  i n  c h r o n i c

i l l n e s s  management was a  majo r  t e s t  o f  t h e  competence  and judgement  o f

p a t i e n t s  and f a m i l i e s .  D e s p i t e  a w aren e s s  o f  t h e  p o s s i b i l i t y  t h a t  t h e y  might

g u e s s  wrong,  t h e s e  p e o p l e  were c o n f i d e n t  t h a t  t h e  s t r a t e g y  was in and of

i t s e l f  b e n e f i c i a l .  One woman e x p l a i n e d  why.

I ' m  b e t t e r  o f f  in  t h e  lo n g  r u n .  I t ' s  s t i l l  k i n d  of s c a r y .  But a t  l e a s t ,  
i f  I ' m  g o in g  t o  d i e ,  i t ' s  g o in g  t o  be because  I ' v e  made t h e  m i s t a k e . . .
I ' m  n o t  g o in g  t o  w a i t  f o r  some d o c t o r  t o  l a y  i t  on me. You know what  I
mean? T h a t ' s  t h e  way i t ' s  g o in g  t o  b e .  So I ' m  r e a l l y  k ind of  g l a d  f o r
t h e  t h i n g s .  I t ' s  made me grow up a g r e a t  d e a l  t o  t a k e  t h e  r e s p o n s i b i l i t y  
of  t h i s  i l l n e s s  on t o  me. Wot on t o ,  "Oh, D o c to r ,  p l e a s e  t e l l  me w h a t ' s
wrong.  What can I do?  I w i l l  l i s t e n  t o  you.  I w i l l  do a s  you s a y . "  I
d o n ' t .

Thus ,  t h e  s e l f - r e l i a n c e  d e s c r i b e d  by t h e s e  p eo p le  was a p h i l o s o p h i c a l  and 

s t r a t e g i c  r e s p o n s e  t o  t h e  p o l i t i c a l  and i d e o l o g i c a l  prob lems t h e y  had 

e n c o u n t e r e d  in  h e a l t h  c a r e .  I t  o f f e r e d  them a ra n g e  of o p t i o n s ,  b o th  i n s i d e

and o u t s i d e  t h e  h e a l t h  c a r e  s y s t e m ,  and f r e e d  them from many of t h e  h a z a r d s

a s s o c i a t e d  w i t h  depend ence  on t h e  s y s t em .  By d e f i n i n g  th e m s e l v e s  a s  s e l f -  

r e l i a n t ,  t h e s e  c h r o n i c a l l y  i l l  i n d i v i d u a l s  and f a m i l i e s  took ch a r g e  o f  t h e i r

own l i v e s .  They used  t h e i r  own judgm en ts  a b o u t  t h e i r  h e a l t h  and w e l l b e i n g  a s

t h e  s t a n d a r d  a g a i n s t  which t o  d e c i d e  what  h e a l t h  c a r e  t h e y  would a c c e p t  and 

what  t h e y  would r e j e c t .
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S t r a t e g i c  Dependence

In apparent contras t  to the s e l f - r e l i a n t  approach, many pa t ien ts  and 

families a r t i cu la ted  s t r a t e g i e s  by which they could manipulate or enhance the 

heal th  care on which they f e l t  dependent. For various reasons, ranging from 

psychological dependence on the exper ti se  of professionals  to p rac t ica l  

dependence on resources only access ib le  through cooperation with those 

professionals ,  some chronically  i l l  individuals and the i r  families admitted to 

thorough dependence upon the health care system. However, ra ther  than 

maintaining the non-c r l t i ca l  dependence tha t  had created so much f ru s t r a t io n ,  

these people generated numerous c rea t ive  s t r a teg ie s  to increase the 

consistency with which they could get what they r e a l ly  needed from the system.

In general,  s t r a t e g i c  dependence re f lec ted  a combination of assert iveness  

and manipulation. As one pa t ien t  expressed i t ,  "You play the system." As with 

s e l f - r e l i a n c e ,  s t r a t e g i c  dependence required tha t  pa tien ts  and families begin 

to take re spons ib i l i ty  for the i r  health care encounters. "I think you can do 

something construct ive.  I don ' t  think you can have to ta l  control  or anything 

along tha t  l ine ,  but I think you can make changes --make things happen." This 

s t ra tegy  therefore depended upon th e i r  a b i l i t y  to make accurate judgments 

about what they needed from the heal th  care system. As one man explained, i t  

re f lec ted  dependence on service  ra the r  than a complete surrender of contro l .  

"The difference is tha t  I now approach the t r a d i t io n a l  medical profession with 

an eye to gett ing mechanical, technical  responses tha t  I al ready know are 

appropria te ."

In th i s  discussion,  four types of s t r a t eg i c  dependence wil l  be described, 

ranging from subtle manipulation of the goodwill of health care s t a f f  to 

outr ight challenges to the socia l  order of health care.  The descrip tion of
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each wil l  i l l u s t r a t e  a common theme, tha t  o£ manipulating a system upon which 

the chronical ly  i l l  pa tien ts  and families £elt  dependent. In so doing, i t  will 

demonstrate a se lec tion  of the marvelous va r ie ty  o£ creative t a c t i c s  by which

these people resolved some o£ the i r  most serious d i f f i c u l t i e s  with the health

care system.

Generating Good Will

From the perspective of many chronically i l l  individuals and families,  an

in te l l ig e n t  response to some of the human f r a i l t i e s  in health care was to

create  a sense of good wi l l  among human health care providers. By being

sociable ,  p o l i t e ,  g ra te fu l  and respec tfu l ,  many people found tha t  they could

exert considerable control  over th e i r  in te ract ions  in health care.  One man,

for example, explained the Importance of keeping track of names so as to

personalize his greetings to a large number of health care workers.

I even type th e i r  names down, in the bedroom, so I know who the people 
are tha t  have been giving me in jec t ions .  So the next time they come 
around I can a t  l e a s t ,  "Hi, June ,” or whatever, when they walk in the 
door, ra ther  than saying, "Hey, you," because "Hey, you," is  not a very 
personal greeting.  I know that i f  you don ' t  go out of your way to t ry  to 
recognize a person t h a t ' s  being some help to you, i t  i s n ' t  long before 
tha t  help might dry up.

Similarly,  a woman remarked on the success of her family member's pleasant

a t t i tu d e  in obtaining special  treatment during his hospital  s tays .

He very much is  the good pa t ien t ,  and would openly t e l l  me tha t  he was 
a f ra id  to say anything, in case somehow tha t ,  you know, they wouldn't 
come quite as quickly with his medication, or th a t ,  you know, they 
wouldn't be maybe quite  as lenient  about his v i s i t in g  hours . . .  He always 
got the nice room, which was t e r r i b l e  for everybody e lse ,  but he had a 
cross d ra f t  In a very hot un i t ,  so he had two banks of windows, he had a 
view, and everything. And they always would re -shuff le  folks,  for him.
And he had been the nice,  good, pa t ien t .

Another woman described a s imilar approach Involving a show of concern for the

feelings of nurses.
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I got to know the different personalities of the nurses. And you know, I 
knew when they were in a good mood, and I knew when they were in a bad 
mood. I knew i f  they had some bad pa t ien t s ,  and so I knew how to work 
around them.. .  I do fee l  l ike  I know how to read people, l ike  a f t e r  I get 
to know them, and I think tha t  r e a l ly  helps.  I know how to s tay  on 
people 's  good s ide ,  and I think t h a t ' s  important, because I think tha t  
probably what a lo t  of pa tien ts  forgot is  tha t  the nurses are human too.

Thus, s t r a t e g i c  adoption of the "good pa tien t"  ro le  seemed to serve these

people well in the i r  heal th  care in te rac t ions .

Overt demonstration of respect for the professionals  was described as

another useful means of generating good wil l  by some pa tien ts  and families.

One way in which th i s  was accomplished was s t r a t e g i c  use of questions designed

to reveal admiration for the p rofess iona l ' s  knowledge a t  the same time as

providing h in ts  of the p a t i e n t ' s  des i res .

If  the doctor suggests something, you say, "Hmm, yeah, I read about tha t .  
That sounds good." Or you can say to him, "I remember reading about 
t h i s .  Is th i s  an option?" And he says, "Well, no, because for th i s  reason
i t ' s  not an option." But pa rt  of i t  was the fac t  tha t  I ju s t  want to be
part  of what was going on, for the simple reason tha t  they weren' t  always 
making the r igh t  decis ions.

Another means of demonstrating such respect was through exhibi t ing compliance

with the prescribed treatment.  According to one mother, compliance provided an

excellent way of generating good wil l  from the professionals a t  her c l i n i c .

They know I'm Just not ta lk ing a lo t  of rubbish or, you know, I'm not 
into weird schemes for how we're going to  cure her tomorrow, or any of 
tha t  kind of nonsense and tha t .  You know, I have another friend who's 
feeding her daughter primrose o i l  and the c l i n i c  says you can do i t  i f  
you want to but you're wasting your time. You know, I don ' t  go into tha t  
kind of th ings,  off -beat s t u f f .  I kind of follow the i r  l i t t l e  track.  And 
I guess we're the kind of people we do what they t e l l  us to do. They know 
we're — they c a l l  i t  compliant.

By showing respect  and by demonstrating personal concern for the people

administering the i r  health care,  many pa tien ts  and families believed they were

able to se t  themselves apar t  from the general population and obtain a favored

posit ion as good pa t ien ts .  Thus, from the i r  perspective,  such a s t ra tegy  was
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an excellent means for maintaining c e r ta in  services  upon which they f e l t  

dependent.

Monitoring Professionals

Another form of s t r a t e g i c  dependence involved ca re fu l ly  monitoring the

behavior and decis ions  of the health professionals Involved in th e i r  care.

Such monitoring revealed concern tha t  professionals were not always one

hundred percent a t t e n t iv e  to the i r  r e s p o n s ib i l i t i e s .  One woman explained.

This is the only body I'm ever going to have, the only one. And tha t  
doctor is going to see hundred of in te s t in es ,  but th i s  is my only one and 
I want to make sure tha t  what he 's  going to  t e l l  me to do is  what's 
r e a l ly  going to be best  for me.

In some cases,  monitoring the professionals included maintaining carefu l

documentation of a l l  health care decisions and ac t ions .  One mother, for

example, kept de ta i led  records of her daughter 's  Cystic F ibrosis  care.

I have a book. I s t a r ted  a book r igh t  away, r ig h t  a f t e r  th a t  f i r s t  c l i n i c  
v i s i t .  And I went back on a l l  my records tha t  I have, every a n t ib io t i c  
she'd had up u n t i l  the diagnosis,  and I write down every a n t ib io t i c ,  
write down the whole thing off the s l i p  so I know exactly .  She's had two 
drug reactions ,  and I have a very good record of what happened with the 
drug react ion on the second one. I have a week's wri t t en  down of every 
d e t a i l  tha t  happened to her. And I have another section of i t  tha t  I have 
for height and weight, and s tu f f  when they measure her and weigh her 
there ,  because I want i t  accurate .  And the pulmonary function --  i f  I 
can, I always t r y  and get the number off the computer and keep a l i t t l e  
b i t  of information on tha t  for myself.

Similar ly,  a woman with Scleroderma found tha t  note-taking during off ice

v i s i t s  kept the professionals  on th e i r  toes.

I keep my own notes and things,  so tha t  often i f  I'm in the doc to r ' s  
o f f ice ,  I have my book there,  and when he 's  making notes I'm making 
notes.  And I find tha t  a very sobering thing to  do in a medical s i tu a t io n  
(LAUGHS)... I don ' t  get pushed around probably as I c e r ta in ly  did in the 
p a s t .

In other cases,  i t  involved seeing for themselves the bases upon which 

professionals  made decis ions .  For example, one mother recalled  sneaking a peek 

a t  her son 's  medical record.
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I was s i t t in g  there one day, and the huge thing was there, and I opened 
i t  up, and I s t a r t e d  reading i t .  And I thought,  " I ' d  r e a l ly  l ike  to look 
a t  th i s  more thoroughly." And I know the doctors,  If [they knew! I did 
th a t ,  would ju s t  about s h i t  br icks ,  you know. I mean, t h a t ' s  so r t  of l ike  
sacred papers, you know, and i f  you want to know, so r t  of maybe ask a
question,  he might peek in and look, and t e l l  you about i t . . .  But a lo t
is  hidden, you know. I t ' s  hidden from the parent.

From her point  of view, being able to  see the record for he rse l f  provided a

sense of s ecu r i ty .

By keeping track of th e i r  treatment over time, many pa t ien ts  and families

were able to ensure th a t  they were not lo s t  in the bureaucratic shuff le .  One

woman described such monitoring of her heal th  care schedule.

I make sure tha t  I go for those treatments,  you know - -  go in for the 
t e s t s .  I mean, i f  they 've forgotten to c a l l  me, I c a l l  them. I make sure 
tha t  my next appointment is  three months down the road and I t ' s  already
made before I leave the complex, so tha t  I 've  done everything I can do.

A male pa t ien t  explained tha t  such carefu l monitoring was e spec ia l ly  Important

in p ro trac ted  non-acute phases of his i l l n e s s .

I phone the doctor every once in a while and say, "I think you should
maybe do some blood work on me." They don ' t  monitor me now because they 
know I so r t  of know what's going on and I'm not having major problems or 
anything. So i t ' s  so r t  of l e f t  to my ends.

In add i t ion ,  i t  allowed pa t ien ts  and families to circumvent some of the more

f r u s t r a t in g  bureaucra tic  de f ic ienc ies .

When i t  f i r s t  began, I t  was, you know, you're s t i l l  s o r t  of in awe, you 
know...and you 're  so r t  of walking on eggshells ,  l ike  you're not sure what 
you're supposed to  do or s a y . . . .  And I found myself, anyway, I lo s t  my 
t im id i ty  with them, or whatever . . .  As you go along you get over tha t ,  and 
you s t a r t  knowing so r t  of a l i t t l e  b i t  more about what your r igh ts  are ,  
or what your c h i l d ' s  r igh t s  are ,  as a pa t ien t ,  and you're taking care of 
your ch i ld ,  looking out for his best  In te r e s t s ,  and so r t  of speaking up a 
b i t  more. . .  As you go along you learn what's r ig h t  and what's not r ig h t ,  
you know, and t h a t ,  and you know, okay, i f  they ' r e  coming a t  eight 
o 'clock for blood work, but you know the doctor said th a t  he a lso  wanted 
another kind of blood, work, too, tha t  when the technician gets there you 
make sure tha t  they got both orders and not ju s t  one, and tha t  t h e y ' l l  be 
back in an hour for another poke, you know. You so r t  of s t a r t  learning 
th a t  kind of th ing ,  and ju s t ,  you know, dealing with i t ,  and so r t  of not 
being walked a l l  over.
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Thus, monitoeing the professionals and the services they provided allowed them

to  take s teps toward ensuring the con tinu ity  and the q u a li ty  of health  care.

Another form of monitoring described by many patients and families was

s u r re p t i t io u s ly  evaluating professional recommendations p rio r  to  following

them. As one woman explained, she would look up drug p rescr ip tions  in the

pharmacopeia. Another telephoned respected hosp ita ls  across the continent to

inquire about th e i r  p o lic ie s  with regard to c e r ta in  treatm ents. And a th ird

compared the suggestions of other professionals  and pa tien ts  as well as

reading about the problem.

I would ask more than one person. I wouldn't ju s t  go to  one doctor and 
believe everything they sa id . I d e f in i te ly  would ask around. And I 
d e f in i te ly  would be asking people who had th a t  p a r t ic u la r  health  problem, 
what they thought. And reading --  th e re 's  a lo t  of books in the l ib ra ry .  
So I would check out by reading up on s tu f f .

Sometimes th is  a lso  Included checking up on the c red en tia ls  of the

professionals  and th e i r  se rv ices . One woman reca lled  such an investiga tion .

We checked into finding out i f  there was anybody who was supposedly 
b e t t e r . We were to ld  th a t  there were some who were more adept a t  
psychosocial needs or however you want to put i t .  Supposedly not anybody 
is  a c tu a l ly  b e t te r  a t  managing the physical s ide . We a lso  looked into 
a c tu a lly  changing h o sp ita ls .  And one of the places we looked a t ,  or one 
of the things th a t  she did was then check out in fec tion  ra te s .  And we 
found out th a t  th e i r  in fection  ra te  was ac tu a l ly  lower for TPN in the 
other places because th a t  became a major concern because he 'd been on TPN 
so much.

S im ilarly , one man described a s im ilar s tra teg y .

When I go to  see a physician or something, or whenever I seek out anybody 
like  a psychologist, a physician, a d e n t is t  — i t  doesn 't  matter who i t  
is - -  I inqu ire . I get a recommendation. I go on recommendations, or, 
l ike  I ' l l  do a l i t t l e  b i t  of research. Like, I'm re a l ly  consumer 
o r ie n te d . . .  I r e a l ly  believe in the consumer - -  tha t the consumer has a 
r ig h t  to consume, you know, and choose and have second opinions, and 
s tu f f .

Beyond these t a c t i c s ,  p a tien ts  and fam ilies described numerous add itional 

types of monitoring. One man described keeping track of the Insurable v i s i t s
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to various therapists to be sure that he obtained the maximum permitted in any 

calendar year. A woman described pumping nurses for information so tha t  she 

could judge the suggestions of doctors. And many pa tien ts  and families 

described a sense of vigilance during times of intense health care 

involvement, such as h o sp ita liza tio n .

At th is  poin t, i t  wouldn't matter i f  we were welcome or not. In our 
experiences, a t  th is  point, If we're welcome or not, we d o n 't  abuse i t ,  
we ju s t  want the pa tien t to see that they 're  a l l  r ig h t ,  and then w e 'l l  
s tay  out of the way.

By monitoring what was happening, these people f e l t  th a t  they were doing

something to ensure the best possible health care for themselves or th e ir

loved one.

I want to know what they 're  doing, so tha t  I could, again, I guess th is  
is to feel like  you have control over what's happening. I wouldn't want 
to ju s t  s i t  there and have them come and do things to her and me not know 
why.

By documenting th e ir  own care, checking out the c reden tia ls  or the 

recommendations of c e r ta in  professionals against other sources of information 

and by maintaining a stance of vigilance, these pa tien ts  and families f e l t  

tha t they were able to exert considerable control over the q u a li ty  of th e ir  

health care experience.

Withholding Consent

A more confrontatlve form of s t ra te g ic  dependence Involved developing 

c lear guidelines as to what was acceptable health care and what was not. While 

dependent pa tien ts  could ra re ly  d ic ta te  th e i r  treatment, the p o s s ib i l i ty  of 

withholding consent for aspects of health care was a powerful playing card.

The accounts reveal th a t  many pa tien ts  and families considered the option of 

saying "No" to be a c r i t i c a l  defensive s tra tegy  for those dependent on health  

care.

373

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



The idea that they could refuse to cooperate with what the health care

system expected of them was a remarkably l ib e ra t in g  discovery for many

pa tien ts  and fam ilies . Once they recognized the power of withholding consent,

many people were able to  eliminate some of the more f ru s t r a t in g  aspects of the

health  care experience. One mother's account i l l u s t r a t e s .

I t  does get eas ie r  to  a c e r ta in  ex ten t, as far as dealing with the 
people, when you can say no. I remember the f i r s t  time th a t  [my son) was 
in before his surgery, and he was somewhat of a r a r i ty ,  so every day i t  
was like  20 [medical s tu d en ts) .  And then f in a l ly  you reach a point like 
you take him in the buggy and run and hide around the corner u n til  
they 're  gone, because, you know, you want your ch ild  to get his s leep .
And you s o r t  of learn  tha t from being in there  for a few days, you know, 
th a t  you're not going to take th is  any more, you know. Like I'm not 
saying, "I hate you. You're a horrib le  person." I t ' s  ju s t  the system and 
the way i t  works.

The descrip tions  of withholding consent revealed tha t i t  could be useful

to p a tien ts  and fam ilies in many d if fe re n t  contexts. In one woman's case, for

example, i t  Involved refusing any medication or treatment unless the ra tiona le

was fu l ly  explained to her.

Unless they t e l l  me what the medication is ,  I do not take i t .  I f  somebody 
brings a p i l l  or a shot in, and I b lind ly  take i t  --  I 'v e  never done 
th a t .  I have to know what i t  i s .  And, I guess, i t ' s  when i f  something 
would come up th a t  I d o n 't  agree with, I d o n 't  understand --  I d o n 't  know 
why, or I think th a t  t h a t ' s  not in the best in te re s ts  for me — then I 
would refuse to have i t  done u n t i l  somebody would t e l l  me, and convince 
me tha t you know, th is  should be done.

S im ilarly , a young man's s tra teg y  Involved refusing any d iagnostic  procedures

th a t  he did not deem e ssen tia l  to  his wellbeing.

There are c e r ta in  t e s t s  they have to do, because i t  can t e l l  them a lo t .  
But an X-ray th a t ' s  only going to s a t i s f y  th e i r  c u r io s i ty ,  to me is a 
waste of money, and a waste of my pain, and s tu f f .  Yeah, I think you have 
to  know a l i t t l e  b i t .  I f  you go in th e re ,  l ike  I used to ju s t  go in and, 
" I t ' s  going to help me, they have to do th i s , "  then you get sucked in, 
you get through a l l  these t e s t s .  Now th a t  I 'v e  gone through them and I 
re a l ize  a lo t  of the diagnostic  procedures and what's necessary, what 
i s n ' t  necessary. I can d i f f e r e n t ia te  what I should have done.
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one woman described using a similar approach in deciding whether to accept or 

r e je c t  treatment recommendations made on her behalf .

There are lo ts  of medical procedures th a t ,  as fa r  as the disease or 
whatever you're dealing with, can a l le v ia te  or change. But the decision 
whether I 'd  have those medical procedures is  one th a t  I would make. And 
i t  wouldn't be based on medical needs. Possibly i t  would be based 
s t r i c t l y  on my own individual opinion.

And another outlined a s tra teg y  of withholding consent unless she was trea ted

as an equal partner in the decision-making process.

If  somebody t rea ted  me in a way th a t  d id n ' t  Include me in the decision 
making process about what we might do, and I was unhappy about th a t  or 
d id n ' t  understand th a t  as a procedure, then I would dig my heels in and I 
would not be a compliant p a t ie n t .  I feel th a t  I have some r ig h ts  in the 
s e t t in g ,  you know. You d o n 't  ju s t  so r t  of ju s t  play with what's inside of 
me for whatever reason .. .and  exclude me from th a t  process.

In another example, a young woman described an instance of withholding consent

to gain some control over which professional would perform cer ta in  procedures.

And then i t  was th is  whole rlgamarole. He had to do a vaginal, blah- 
blah-blah. I sa id , "You get me a woman, okay, f in e .  You d o n 't ,  you're not 
doing i t . "  "Oh, we have to do i t .  I t  do esn 't  h u r t .  Get on the tab le .
I t ' s  no big d e a l ,"  and on, and on, and on. And I sa id ,  "You get me a
woman, or you d o n 't  do i t . "  And then i t  was, " I t  d o esn 't  hurt in the
le a s t .  There's no reason you c a n 't  have i t  done. I'm tra ined  in i t , "  
b lah-blah-blah. I says, "Listen, Jake, you get on the fucking tab le ,  take 
the goddamned p os it ion , I ' l l  do a prosta te  exam, and w e 'l l  ta lk  about 
whether i t  hurts  or no t."  [He s a id j ,  "Nobody's ever talked to me like 
th a t  in my l i f e . "  I sa id , " I t ' s  about fucking time people s ta r ted"  
(LAUGHS). I sa id ,  " I 'v e  had i t .  I t  is  my body, and I w ill t e l l  you who 
does i t . "  I sa id , "You may think you're hot s h i t ,  but I d o n 't ,  and 
you're not touching me," you know. And then, of course, I got trea ted  
like  a piece of sh i t !  But I ju s t  refused to  give in to  i t .

In con trast to the open c o n f l ic t  apparent in th is  woman's s to ry ,  many

instances of withholding consent were handled with su b t le ty  and f inesse . One

p a tien t ,  for example, used the h in t th a t  she might refuse to cooperate with a

physician 's  teaching seminar as a t a c t i c  to obtain a spec ia l  favour.

I had to make a deal with the doctor. He wanted me - -  Myasthenia is quite  
ra re  — and he wanted me to  do a seminar to  h is  s tu d e n t s . . .  And I said , 
"Fine," i f  he'd l e t  me use the l ib ra ry  — the medical l ib ra ry  — if  he 
could get me a pass to use the medical l ib ra ry .
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In each of these cases, a c tu a l ly  or p o te n t ia l ly  withholding consent was a 

means by which p a tien ts  and fam ilies remained in control over th e i r  care in 

sp i te  of being quite  dependent on the system. From th e i r  perspective , the 

r e a l iz a t io n  th a t  they could say "No" was a c r i t i c a l  turning point enabling 

them to stand up for th e i r  own r ig h ts  as health care consumers. One woman 

described th i s  approach as an overa ll  philosophy toward health  care tha t 

implied being c r i t i c a l  about what was being done as well being sk i l le d  a t 

s e l f - a s s e r t io n .

Now I ju s t  handle things d i f f e r e n t ly .  Like, as an example, my grandmother 
passed away la s t  month, and I spent 48 hours a t  the hosp ita l with her. 
Now, i f  I would've gone back 14 years ago and they would've come in and 
t r i e d  to  do a l l  the blood work and everything, I would've ju s t  s a t  back 
and l e t  i t  happen, you know, because the doctors say, "This needs to be 
done." So I would've ju s t  s a t  the re . Whereas, when I was out there with 
her and they came in and they wanted to do th ings, I  ju s t  sa id , "Stop. 
You're not doing i t . "  Like, "You c a n ' t  give me a valid  reason why you
need to  do th is  kind of work on a dying lady, therefore  you're not doing
I t . "  Where before, I would never have done th a t .  I would've never 
questioned i t .  I f  they came to me and said , "We need to  do t h i s ,  th is  and 
th is  t e s t , "  f ine , do them. Now, I want to know why. Like d o n 't  waste my 
time with your garbage. I want to know why you're  going to  do i t ,  what 
purpose i t ' s  going to serve. So now I stand up to them, and I'm no longer
a f ra id  of them. Like I think people place doctors on l i t t l e  pedesta ls ,
and th e y 're  way up there , and they forget th a t  th ey 're  human - -  and 
t h a t ' s  my personal b e l ie f .  I mean, t h a t ' s  a l l  they are is human.

By merely deciding th a t  th e i r  consent could be withheld a t  any time for any

reason, these p a tien ts  and fam ilies were therefore  able to regain a sense of

con tro l over th e i r  health  care s i tu a t io n s .

I t ' s  been one of the hardest things to  learn . Like I d on 't  have to take
s h i t  and abuse any more. You know, I don 't  have to be t rea ted  like  a
piece of s h i t  from anybody — including doctors and nurses. You know, I 
have con tro l in th a t .  I d o n 't  have to  jump into a victim  Is tance],  and I 
d o n 't  have to  take i t .  You know, I can stand up for me, and my r ig h ts ,  
and who I am as a p e rso n .. .  They d o n 't  want me to have control over my 
body, or l i f e ,  is  b a s ica l ly  what i t  comes to .  They want i t .  "You do th i s ,  
th i s ,  and th i s ,  and do nothing e ls e ."  I'm so rry , but I refuse to give 
anybody th a t  contro l over me.
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Thuef for those dependent on health care in chronic illness, the threat of 

withholding consent was powerful ammunition in th e ir  confrontations with the 

health  care system.

ghallenqilflq_the SQC-Ial-Oider

At the polar extreme from the s tra teg y  of generating good w ill  was the 

re a l iz a t io n ,  made by severa l p a t ien ts  and fam ilies, th a t  they could wield a 

great deal of power by upsett ing  the normal soc ia l  order within health  care.

In co n tra s t  to manipulating the system by being "good" p a t ien ts ,  these people 

found th a t  being "bad" p a tien ts  could be equally s t r a te g ic .  One woman's s to ry  

I l l u s t r a t e s  the way th a t  re fusa l  to  cooperate with normal procedure worked to 

her advantage.

I gave [my doctor! a c a l l  and I sa id , "This is what's happening." And he 
sa id , "Well, maybe you should come in ."  I sa id , "Look, I d on 't  have to 
come in ."  This is  such a pain in the ass . The doctor l ives  here in 
(suburb), r igh t?  His o ff ice  is  in (town!. So i t  takes an hour to get in 
the re . I'm in his o ff ice  ten minutes. I have to  get up two hours e a r l ie r  
to get my p i l l s  going so I know what condition I'm going to be in before 
I leave, and get everything going, then i t  takes an hour to get in there . 
I'm in there five to  ten minutes and then I got to come home. What a 
waste of a day ju s t  so he can look a t  tha t and go, "Yeah, you're r ig h t .  
I t ' s  swollen," you know, "we're going to do such and such. I get so 
mad a t  him about t h i s ,  so I ta lked to him over the phone. I sa id , "This 
is what's happening. T ha t 's  what's happening, I would like  to go back on 
the Prednisone again, and then in another three months t ry  and come off 
of I t  again." So he sa id , "Fine." He had allowed me to do i t  over the 
phone, because I sa id ,  "I'm not coming in . You want to see me, you come 
here to my house, on your way to work one morning." He sa id , "I c a n 't  do 
th a t . "  "You c a n 't  do th a t , "  I says? "Well, I ' l l  make sure someone's 
here if  i t  makes you nervous about being alone in my place."  He says, 
"No, I c a n 't  do th a t . "  I says, "Well, I'm not coming in. I ' l l  meet you 
in my GP's o ff ice ,  how's that?" "No." I sa id , "Well, th is  is  what I 'd  
l ik e  to do. You give me the okay." Basically  what I say is ,  "I'm ca ll ing  
you to t e l l  you what I'm going to  do (LAUGHS). I'm Informing you of 
what's going on, and what I'm going to do, and how I'm going to  cope with 
i t . "  And I thought i f  there was anything re a l ly  bad about i t ,  he'd 
in s i s t  tha t I come in, but i f  h e 's  w illing  to go my way on i t ,  t h a t ' s  
Just f ine . So t h a t ' s  b a s ica l ly  how I handle myself.

Having won th a t  round, t h i s  p a t ien t  had been able to  regain control not only
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of the outcome of th a t  consultation , but a lso  of the process by which future 

decisions would be handled.

In another departure from the usual socia l order in health  care, some 

pa tien ts  and families believed tha t the th rea t  of lawsuit would make i t  

d i f f i c u l t  for professionals to  refuse reasonable requests ou tr ig h t.  While none 

admitted to ou tright th rea ts  or actions in th is  regard, many considered the 

fac t tha t they might have a legal case as a useful bargaining to o l .  Sim ilarly, 

some pa tien ts  and families challenged the socia l order in health  care by 

lodging formal complaints within the bureaucracy I t s e l f .  For example, one man 

admitted th a t  he often reported s t a f f  who were not t re a t in g  him as he expected 

to be tre a ted .  And one woman described reg is te r in g  a successful complaint 

about the f i l th y  conditions in her hosp ita l u n it .  Thus, for several of these 

pa tien ts  and fam ilies, the options of launching a lawsuit or f i l in g  a formal 

complaint were empowering p o s s ib i l i t i e s .

F ina lly , many of the pa tien ts  and families discovered th a t  overtly  

expressing anger was an extremely e ffec t iv e  challenge to the soc ia l  order in 

health care. In some instances, people described being aggressive with health  

care professionals . As one mother explained, "Unless I say something, or 

unless I throw my weight around, and unless I am a l e r t  to  whatever, i t ' s  not 

necessarily  assured that Imy c h i ld 's !  needs are going to get met." Through 

such techniques as blocking doorways, ra is ing  th e ir  voices, and refusing to 

leave waiting rooms u n t i l  they were seen, several people were able to 

demonstrate th e ir  anger with positive  e f fe c t .  In other cases, people described 

such extreme expressions as temper tantrums and creating  a disturbance. For 

example, one family found th a t  being loudly vocal about th e i r  f ru s tra t io n s  was
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an excellent- way to manipulate professionals into providing them with what 

they needed.

[Hy wife] and I get b e t te r  things for [our ch ild] now only because we've 
learned how to beat the system. You go in there and you scream your guts 
out and t e l l  them what you want. And a f te r  a while they get scared of you 
th a t  you're going to  do something b iza rre ,  and they give you what you 
want (LAUGH)... You get to  the point where you 're  so goddamned mad I t  
doesn 't  matter anyway. You d o n 't  feel l ike  you have to maintain some kind 
of degree of s an ity .  After awhile, you can go absolu tely  nutso and i t ' s  
kind of a r e l i e f  anyway.

Because anger was not consis ten t with the expected p a tien t  ro le ,  i t  could be

su f f ic ie n t ly  d is rup ting  to give the advantage to the chron ically  i l l

individual and family. Thus, for some brave people, calculated  departures from

the n o n c r l t ic a l ,  complLant and qu ie t role expected of them could be an

e ffec t ive  s tra teg y  in re ta in in g  some control despite  dependence on the health

care system.

What has been conceptualized here as s t ra te g ic  dependence Is therefore  a 

co llec tion  of too ls  and ta c t ic s  by which people sought to Increase th e ir  

advantage and re ta in  as much control as possible while remaining involved in 

health care. Although the ta c t ic s  described ranged from subtle  and unassuming 

to much more overt and v io len t ,  they were a l l  predicated on two basic 

p r inc ip le s .  The f i r s t  was th a t  complete dependence on the health  care system 

was unhealthy.

I'm not w illing  to  go into an off ice  or an in s t i tu t io n  and do the, "Oh, 
poor me. I'm so h e lp less .  My family is  he lp le ss ,"  and then have somebody 
come and rescue us, and say th i s ,  and th i s ,  so r t  of th ing . That ju s t  
takes away from your pride.

And the second was th a t  no one but themselves would take re sp o n s ib i l i ty  for

the whole process.

When I think of other people — because I fee l th a t  I have had a lo t  of 
experience with the medical world over those years, I am fa i r ly  
a r t ic u la te  in expressing the problem — I fe e l ,  "What on earth  happens to 
people who a r e n ' t  (confident and a r t ic u la te ] ? "  I t  is  very sad re a l ly .
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For these chron ically  i l l  people and th e i r  fam ilies ,  being c lever,  v ig i la n t  

and outspoken were therefore  e s se n t ia l  too ls  of the trade .

Making Connections

The fourth  and f in a l  theme in the accounts of how chron ically  i l l  

pa tien ts  and th e i r  fam ilies  responded to  the health  care system reveals the 

c r i t i c a l  importance they discovered in making connections with people of 

s im ila r  experience. In th is  d iscussion , the e f fo r t s  of those liv ing  with 

chronic i l ln e s s  to  f ind , crea te  or su s ta in  networks among themselves w il l  be 

the focus of a t te n t io n .

Alliances between people l iv ing  with chronic i l ln e s s  ranged from 

spontaneous d iscoveries  of common experience to formal so c ie t ie s  and 

organizations. In th is  study, the vast majority of informants reported some 

degree of cooperative Involvement for the purpose of dealing with the 

d i f f i c u l t i e s  inherent in obtaining health  care for a chronic i l ln e s s .  These 

formal and informal contacts  were described as having two c en tra l  purposes, 

Information and support. For the purposes of organizing the discussion here, 

these two major functions w ill  serve as broad categories  of networks. I t  w ill 

be recognized, however, th a t ,  the m ajority of the networks in which these 

pa tien ts  and families were involved Included both functions d i r e c t ly  or 

in d irec t ly .

Information Networks

The ch ron ica lly  i l l  ind iv iduals  and families in th is  study described a 

number of s e lf -h e lp  groups, non-profit  organizations and re la ted  networks 

whose primary objective was to  share information about the chronic i l ln e s s  and 

i t s  management. The accounts of th e i r  p a r t ic ip a t io n  in such networks revealed
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the value these patients and families placed on belonging to a larger social

phenomenon, sometimes re fe rred  to  as "the consumer movement."

Most ch ron ica lly  i l l  p a tien ts  and families made th e i r  i n i t i a l  contacts

with such agencies for the sp ec if ic  purpose of obtaining information deemed

e ss e n t ia l  for i l ln e s s  management. Their discovery of the existence of such

information networks was often quite  by accident.

A g i r l  I worked with, her cousin had Crohn's d isease , and she gave me the 
name of the [ in te s t in a l ]  Society, and I used to  go to  the meetings. And 
th a t  was a g rea t  help to me. Now you would think th a t  the h o sp ita l ,  the 
nursing s t a f f ,  or the doctor, would give me something. No, I ju s t  was 
fortunate  th a t  th is  g i r l  a t  work, happened to have a cousin th a t  had 
Crohn's d isease , and she said  she knew th is  In te s t in a l  socie ty . Well, I 
went to the meetings. I mean, I was too weak to drive the car y e t ,  but my 
husband used to go down with me and s i t .  And even though i t ' s  a le c tu re ,  
and th e re 's  no personal ta lk ing  going on between the people tha t are 
the re , or with the person th a t  lec tu res , th is  was a help to  me to  know 
th a t  there were other people in the room like me. I t ' s  i r r a t io n a l ,  I 
know, because I wasn't r e a l ly  ta lk ing  to anybody, you know, not on a one 
to one, or with a group of people. But i t  ju s t  helped me to  feel tha t 
there  was other people like  me.

The networks they discovered Included new sle tters , public meetings and

formalized s o c ie t ie s ,  each of which had an educational function. The

information Imparted through these means ranged from basic p a t ien t  Information

to  an a n a ly s i s  o f the cu rren t re sea rch  i s s u e s .  For example, one woman

explained some of what she had learned about recent developments in IBD

research from p a r t ic ip a t io n  in such a network.

The side of the medical profession tha t helped me most were the people 
th a t  researched d ie t  and the medications and how they a ffec ted  people on 
Crohn's th a t  take medication on Crohn's. Why i t ' s  not ac tive  - -  w ill not 
stop Crohn's s ta r t in g  again. I t  does not c reate  any preventative a c t iv i ty  
on the pa rt  of Crohn's. Whereas i t  does in c o l i t i s ,  i t  d oesn 't  in 
Crohn's. There 's extensive research to  show th a t .  And th a t  th ey 're  a l l  
saying d o n 't  be on a maintenance dosage because i t  does not in h ib it  
exacerbation or reac tiv a tio n  of the d isease . And i f  you are on i t  and you 
have to go on i t ,  you then have to Increase the dosage to a point where 
i t ' s  tox ic  and i t  in te r fe re s  with other organs of the body.
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Another woman described gaining an understanding of the meaning of medical

breakthroughs from a s im ila r  so r t  of information network.

I f  you go to  a l l  the meetings you get to  hear a l l  the doctors and 
speakers. And the l a s t  year we've had some r e a l ly  good speakers. Like 
l a s t  year with th a t  genetic break-through in January, ve had an 
ex ce llen t,  exce llen t doctor came and spoke to us. Hade i t  so c lea r .

For many people, becoming fam iliar with the research was comforting, and

provided the fee ling  th a t  they were doing something constructive . One mother

of a ch ild  with Cystic F ibrosis  described such a fee ling .

I ju s t  s ta r te d  going to  the meetings, 'cause I figure we have to figh t 
time. There 's got to  be something. There 's got to  be more research. 
There's got to  be something. Something has to happen. I take a lo t  of 
heart from the s t a t i s t i c s .

However, what p rofessionals  had to  say did not always match what patien ts  and

families wanted to  hear. As one woman complained, "And some of the things tha t

I went to ,  I a lso  f e l t  — as a lo t  of the Crohn's people do feel — that a lo t

of the invited doctors who stood up and spoke, spoke whereof they did not

know."

Although information networks provided an e f f ic ie n t  means of obtaining

the most recent techn ica l,  research, and c l in ic a l  information applicable to

th e i r  p a r t icu la r  health  problem, they also  confronted people with r e a l i t i e s

tha t could be extremely d i f f i c u l t  to face. One woman's s to ry  i l lu s t r a t e s .

I went to  the national convention la s t  year. The group here sent me as 
one of the de legates. And I talked to a lo t  of people back eas t about 
[Cystic F ib ro s is ] ,  And some of the things are r e a l ly  upsetting to me.
Like I went back to the room and I ju s t  wanted to  cry. Like I jus t 
cou ldn 't  deal with them. I don 't want to  think about th is  happening, you 
know --  people 's  s to r ie s ,  and th is  woman whose boy was dying, and her 
husband l e f t  her, and he wouldn't even go and see the boy. I come up to 
my room, and th is  is  ju s t  too awful, you know. Vhy should anyone have to 
go through tha t?  I d o n 't  want to hear about them dying anyhow. I don 't 
want to hear. I mean, i f  they say, when we have an executive meeting and 
the c l in ic  l ia iso n ,  three times th is  year, sa id , "We lo s t  another child 
th is  week." I mean, you ju s t  look around the room, and the people tha t 
have got the kids — th e re 's  people th a t  work for i t  tha t don 't  — the
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people that have the kids — I can eee people visibly tense up. They 
don 't  want to know, r igh t?

S im ilarly , another woman explained th a t  her family discouraged her from

p art ic ip a tio n  in such networks because of how d is t re s s in g  they could be.

I found I t  very d i f f i c u l t  to  be with other people, with the same so r t  of 
problems.. .simply in th a t  I fee l too sorry  for them, you know, e sp ec ia l ly  
i f  I see somebody who is  very th in  and r e a l ly  d e b i l i ta te d  by i t . . .  I 
generally  c a n ' t  s leep  a f t e r ,  you know. I t  brings i t  too much to the 
s u r fa c e . . .  My family - -  my mother and my husband — recognize how hard i t  
is for me and they get r e a l ly  upset whenever I volunteer to do anything 
(LAUGHS). They get very upset about i t .  And they fee l whatever a c t i v i t i e s  
I do should be d ls -assoc la ted  from health  problems. And I think th ey 're  
r ig h t ,  and maybe i t ' s  nice th a t  they fee l so s trong ly  about i t  because i t  
gives me an excuse to  go along with th e i r  wishes instead of putting 
myself through what, while i t  may be s a t is fy in g ,  could a lso  be a lo t  more 
pain.

Thus, such access to information could be simultaneously comforting and 

acutely d is tu rb ing  for the chron ically  i l l  p a tien ts  and fam ilies .

Beyond seeking information on th e i r  own behalf, a grea t many of the men 

and women in th is  study had active  Involvement with disseminating information 

to  other p a tien ts  and fam ilies . As w ill be reca lled  from e a r l i e r  d iscussions, 

many had experienced a great deal of d i f f i c u l ty  obtaining information about 

th e ir  own health  problem during the ear ly  adjustment period. Because of th a t  

experience, many believed tha t  they could make an important contribution  to 

those with le ss  experience as well as to  fu ture p a tien ts  and fam ilies . As one 

pa tien t explained, " I t  ju s t  gives you some purpose In l i f e  and gives you some 

self-esteem , and makes you fee l th a t  you're worthwhile, th a t  you can 

contribute in some way."

The work of disseminating information Involved a number of tasks th a t  

were themselves quite  demanding of these p a tien ts  and fam ilies , one mother, 

for example, found h e rse lf  giving public lec tu res .  She reca lled ,  " I t  wasn't 

easy for me to get up In front of the public. I t ' s  years since I have done

383

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



that. But I had my notes, and I got up shakily, and I got into i t  quite well."

Others became involved in organizing meetings, hosting le c tu re s ,  or preparing

new sle tters . The a c t i v i t i e s  Involved often brought people into contact with a

symbolic community of others in te res ted  In the same health  Issues. One woman

described her experience with discovering an information network and adding to

i t  through the development of a local organization.

In C alifo rn ia ,  they have the [name] Foundation, and i t  was the most 
wonderful th ing . You send in your membership, and you get these news 
l e t t e r s !  And to  find out th a t  there are a l l  these people, you know, there 
was something you never heard of before. And you have four, or five 
people, tha t  you find out r ig h t  here — th a t  was a good fee ling . But the 
information in those news l e t t e r s ,  and the research t h a t ' s  going on in 
the S ta tes  — th a t  was the fa n ta s t ic  part — th a t  somebody was try ing  to 
do something about i t .  So we met each month, sometimes every two or three 
weeks depending on what was happening, for nearly a year, try ing to get 
our l i t t l e  group off the ground. And when we got f in a l ly  as many as five 
of us together, we went and approached the [name! Society. They've given 
us a meeting room, and we have 43 members now. And we're ju s t  a year old 
from forming a group, so t h a t ' s  not too bad in the f i r s t  year to have 
th a t  many together. We've Just put out our f i r s t  news l e t t e r . . .  So we're 
on our way!

Another ou tline  the extensive in te rna tiona l connections her group had made in

obtaining information for i t s  local new sletter.

We became a member in the B ri t ish  PKU socie ty  — a c tu a l ly  the 
headquarters is  in Scotland, I th ink. And as a matter of fac t — th is  
might In te re s t  you — they had ju s t  a c a l l  for help for the Polish PKU's 
because they've done v i r tu a l ly  nothing, and they d o n 't  get any support 
for formulas and things l ik e  th a t ,  and you have to  be w ell-off to  afford 
th a t  s tu f f .  Here, you can get by with a b i t  of a less  wage. So there was 
a c a l l  fo r support to  send donations to  help the Polish PKU, so the 
B rit ish  one seems to in te ra c t  qu ite  a b i t  more in te rn a l ly  than any of the 
other ones. I 'v e  found in West Germany, they seem to be very much doing 
th e ir  own l i t t l e  th ing , and the Canadian is s ta r t in g  to  In te rac t with 
Washington, I know — with the American ones. And the west is  acting with 
the e a s t ,  which is  r e a l ly  something, you know. There 's some news coming 
out of Quebec. And i t  goes back and forth .

Often, the dissemination of information a lso  involved helping others negotiate

th e i r  w*y through the health  care system. One woman's desc rip tion  of her role
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as an executive o f f ic e r  of a local Information network I l l u s t r a t e s  her 

in te rp re ta t io n  of the information needs of p a t ien ts  and fam ilie s .

Whenever I hear of anybody t h a t ' s  got Crohn's or c o l i t i s ,  I ' l l  e i th e r  
send them l i t e r a t u r e ,  or say, "Listen, i f  you want someone to  ta lk  to ,  
any time, ju s t  phone me up." Whenever I run Into people, or somebody 
knows somebody, I j u s t  want to  help them. Ju s t  so th a t  they d o n 't  have 
the troub les  of finding doctors th a t  we went through. And I can see there 
are  more doctors around th a t  are  fam ilia r with i t ,  t h e r e 's  more GP's, but 
s t i l l ,  t h e r e 's  a lo t  of people I t ' s  taking a long time to  find out what 
they have. And th e y 're  going through h e l l  try ing  to  find good doctors and 
a l l  the f r u s t r a t io n s .  And ju s t  saying th a t  you've got to  ge t to a 
s p e c i a l i s t ,  and h e re 's  three  or four, pick one, but these are  good 
ones. I d o n 't  recommend our fr iend  (a s p e c i a l i s t ] .  But s t i l l ,  l ik e  I f  you 
were up in [northern c i t y ] ,  or [another c i ty ] ,  and th e r e 's  so many places 
in the province th a t  your GP might think I t ' s  the ‘ f lu  - -  might think 
i t ' s  c o l i t i s  — th e r e 's  a ha lf  dozen th ings , and you could be down and 
out, and how s ick .  And i t ' s  happening a l l  the time. But see , th e re 's  
these two organizations now [ in  th i s  province]. In the big 
h o s p i t a l s . . .people might hear about them, but If  you 're  In a smaller 
hosp ita l  they d o n 't  n ece ssa r i ly  have any l i t e r a tu r e  from e i th e r  
organization , or nobody's e i th e r  fam ilia r ,  or heard of these 
organ iza tions. So th e r e 's  s t i l l  lo t s  of people out there  th a t  d o n 't  have 
Information, or c a n ' t  ge t information, th a t  d o n 't  know about i t  —- d o n 't  
have good doc to rs .  And then th e r e 's  a l l  the f ru s t r a t io n s  of dealing with 
doc tors , nurses, and a l l  the r e s t  of I t ,  the whole carryon. So, r ig h t  
now, i t  gives me a l o t  of s a t i s f a c t io n  to  help other people, and t r y  and 
be supportive to  other people, or friends of people th a t  have I t .

F in a l ly ,  some of the men and women in  th i s  study envisioned th e i r  ro le  as

extending to fundraising and generating new Information for the purpose of

empowering p a t ie n ts  and t r e a t in g  the d isease . For example, one woman explained

th a t  her local group was seeking to emulate I t s  parent body in C alifo rn ia  In

the areas of fundraising and research .

They're very good fund ra is e r s  in the S ta te s ,  and they 've had 
c e l e b r i t i e s .  They've had Dick Smothers. I d o n 't  know whether I t ' s  h is  
wife t h a t ' s  got scleroderma, or sh e 's  involved with i t  somehow or o ther.  
Linda Smothers — I t  appears th a t  she has scleroderma. I 'm  not qu ite  sure 
myself If  she has or no t, but anyway they were Involved for q u ite  some 
time, being the c e le b r i ty  spokesperson. And...being down in C alifo rn ia  
she got name people to  be Involved in the group, and th e y 're  very a c t iv e .  
They'd have these big c e le b r i ty  things l ik e  golf tournaments, and th ings 
like  th a t  to  fundraise . And they have been very successfu l In ra is in g  
funds, and they have put the funds to  work. They have ten  d i f f e r e n t  
grants th a t  they give for research work.
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The work involved in such information networks was often complex,

sop h is tica ted ,  and demanding. P a r t ic ip a tin g  in such a c t i v i t i e s  became an

exhaustive committment for some people, as one woman's account i l l u s t r a t e s .

I t ' s  been a huge pa rt  of my l i f e  for three years. Like I am to ta l ly  
involved in anything th a t  th ey 're  doing. They always know th a t  they can 
count on me, tha t  I ' l l  be th e re , and th a t  I ' l l  do the l e t t e r ,  I ' l l  do 
whatever, I ' l l  pick i t  up. I ' l l  drive i t  in , because t h a t ' s ,  to  me, to  
have contro l of i t .  And by doing th a t ,  I fee l  I have con tro l .

Although demanding, th is  work allowed them to  make a meaningful contribution

to other p a t ien ts  and fam ilies and therefore  a sense of co n tro l .  Whether th e ir

involvement was confined to  obtaining Information or whether they became

Involved in the process of disseminating information to o thers , information

networks a ss is ted  chron ically  i l l  individuals and th e i r  fam ilies to  understand

th e ir  health care experience in a larger context and, the re fo re , to do

something constructive  about i t .

Support groups

Many p a tien ts  and fam ilies a lso  talked of th e i r  experiences in groups

whose primary objective included soc ia l  support for those with a p a r t ic u la r

i l ln e s s .  According to many of these men and women, hosp ita l  and c l in ic  waiting

rooms provided th e ir  f i r s t  such experience with such peer support.

The paren ts ' lounges are mini support groups on your own. You've got 
everybody with every problem in there , and i f  somebody sees somebody 
crying, th e re 's  always somebody w ill go over and put an arm around and 
say, "Hey, what's the matter?" If  somebody has a successful thing 
happen, everybody, you know, fee ls  th e i r  joy for them.

In many cases, the a l l ia n ce s  th a t  were formed in such circumstances created

the i n i t i a l  in sp ira tion  to  s e t  up a more formal support group, as one

p a t ie n t 's  experience i l l u s t r a t e s .

There was a couple of other people th a t  we met in the h o sp ita l ,  or one of 
us met. The three of us would sometimes go back and v i s i t  people in 
the re , and ju s t  ta lk  to  them, and then we'd meet other people who were
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going through what we did, and we talked to them. And i t  was sort o£
nice, you know, being able to put people a t  ease.

For th i s  young man and h is  f r iends , the obvious benefits  of mutual support

made a formal support group the next log ica l s tep .

As seemed evident In the accounts of what made Information networks so

popular, many of those liv ing  with chronic I l ln ess  f e l t  a burning desire  to

make contact with others who had encountered s im ilar experiences. One woman

recalled  how important such contact had been for her.

Well, I was wanting to  find out how other people f e l t  about the disease 
because I was alone with the disease up u n t i l  tha t  po in t. I d id n ' t  know 
anybody e lse  th a t  had a r t h r i t i s  except [my husband's] r e la t iv e .  He had 
a r t h r i t i s  but, you know, h e 's  a d if fe re n t  person, so you know I d id n 't  
r e a l ly  ta lk  to  him about i t  or anything. Too far away. But to re a l ly  know 
people my own age th a t  had a r t h r i t i s .  And I read - -  a c tu a l ly  i t  was ju s t  
because I read in the a r t i c l e  in the paper th a t  they were having an 
Annual General Meeting for the [suburban] branch and I went and they 
needed help desperate ly  because i t ' s  a volunteer organization. I got 
involved and I learned more and I was glad because I did get involved 
with people and the support groups where I could then meet other people 
who had a r t h r i t i s  l ike  I did. That was good for me. So th a t  turning point 
in the sense of communication with other people th a t  had the disease was, 
yeah, a turning point there , since t i l l  then I d id n ' t  know anybody else  
th a t  had the d isease.

Another woman remembered a s im ila r  urgency to connect with other pa tien ts  and

fam ilies . "The f i r s t  meeting I went t o . . . I  stood in the parking lo t for about

an hour and a ha lf  in the cold (LAUGHS) because I wanted to  ta lk  to  someone so

badly, you know. And th a t  was la te  a t  night too!" For many, such contact with

others in s im ilar circumstances helped them feel th a t  they were not alone.

Another lady came in from [a small town], and she suffered with d if fe ren t  
symptoms for 28 years. And a t  th is  meeting, ju s t  th i s  past Wednesday, was 
the f i r s t  time th a t  she had seen a group of people with scleroderma — 
a f te r  28 years! And t h a t ' s  exactly  how I f e l t  too, th a t  I'm the only one 
who has i t .  Everyone gives you the same, th a t  they f e l t  th a t  they were 
the only ones with th is  d isease.

Further, i t  provided them with an o u t le t  for th e i r  f ru s t ra t io n .

There i s ,  fo r tuna te ly , a support system going now... Oh yeah, there has 
to be. Otherwise, th e re 'd  be hundreds, and maybe thousands of these
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people s i t t i n g  watching game shows on te le v is io n ,  not knowing what 
th ey 're  doing, ox what to  do, or where to  go. And th e y 're  ju s t  going out 
o£ th e i r  minds.

For many people, the immediate appeal of such groups was the p robab ili ty  

th a t  they would find o thers  who could t ru ly  appreciate  what they were going 

through.

Now I found support groups amongst fellow p a tie n ts  Is okay. I t  works out. 
And, you know, a lo t  of times you d o n 't  ju s t  ta lk  about being s ick . You 
do i t  for the f i r s t  long time — you do i t  for the f i r s t  year or more. 
When you meet somebody, whenever you get together you ta lk  about being 
sick and s tu f f .  But a f te r  a while, you find th ings th a t  you 're  both 
in te res ted  in too, and I t  develops Into a c lose friendship  with a b a s is .  
You re a l iz e ,  okay, with Crohn's, I t ' s  reoccurring. I t ' s  basic  r e a l i t y ,  I 
mean, the reoccurrence ra te  Is 65 per cen t. And so If you get a 
fr iendsh ip , and one of you gets s ick , well you know th a t ,  and you go 
along with him, and you help him out, and ju s t  be there .

In such support groups, a great many soc ia l  d ifferences  paled in comparison to

the common bond th a t  fellow pa tien ts  and family members shared.

Well, I think I t ' s  r e a l ly  important to  be with a peer g roup .. .  Now we're 
a l l  d i f f e r e n t ,  we're from d if fe re n t  walks of l i f e ,  we're to t a l ly ,  t o t a l ly  
d i f f e r e n t ,  except th a t  we share something r e a l ly  common - -  we have the 
same d i s e a s e . . .  We a l l  have children with CF, you know. So even though in 
our ch ild ren , the d isease manifests i t s e l f  in d i f f e r e n t  degrees, we have 
something th a t  we can ta lk  about, and we can understand the f ru s tr a t io n  
b e tte r  than anybody who doesn 't  have i t ,  you know. And I'm to t a l l y  in
favour of a n y . . . r e a l ly  sp ec if ic  peer group.

Further, these men and women found the support group to  represent a context in

which th e i r  s to r ie s  about th e ir  disease and about i t s  health  care consequences

would be believed.

You can look across and you see other people, you know, th a t  th e re 's  one 
person, and i f  I to ld  them any of these s tupid things th a t  had happened 
t h e y ' l l  understand. T hey 'll  be lieve, and t h e y ' l l  understand, even i f  they 
d on 't  say anything. I know they know th a t  I'm not making th is  whole thing 
up. And they a l l  have th e i r  own ugly s to r ie s ,  you know. P a the tic ,  
t e r r ib le  th ings.

Besides understanding th e ir  s i tu a t io n ,  support group members could o ffer 

valuable suggestions for coping with the disease and i t s  consequences.
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well, you know, i t  helps to know that somebody else has the same problems 
as you, so r t  o f , eh? You know, t h e y ' l l  a l l  s i t  there  and say, "Oh, I 
d id n ' t  sleep l a s t  n ight. My legs were jumping a l l  n igh t. I co u ld n 't  
s leep ."  And someone w ill  say, "Well, did you t r y  th is? "  "Yeah, I t r i e d  
th a t ,  but i t  d id n ' t  work." And someone e lse  w ill  say, "Did you do that?" 
"No, I d id n ' t . "  "Well, t r y  th a t , "  you know. And a lso ,  you always see 
someone worse o ff than yourse lf .

From the perspective of many p a tien ts  and fam ilies , the ideas of others

prevented them from having to  learn  everything the hard way.

Why re-invent the wheel? I f  someone has the knowledge th a t  prevents me 
re trac ing  everybody e l s e ' s  s teps  by finding out over a long period of 
time, be i t  a year or two years, i f  I can find th a t  out in one day or two 
weeks, I'm so much b e t te r  o f f .  I mean why hide i t?  I f  they say th is  
worked for so-and-so, but th i s  worked for so-and-so, and a d i f f e r e n t  way
worked for so-and-so, I can t ry  those out. Why should I have to take a
year or two years to  figure  th a t  out for myself?

Further, they provided an a l te rn a t iv e  to formal health  care consu lta tion  In

decision-making about the i l ln e s s ,  as one young mother explained.

We a l l  so r t  of became r e a l ly  close fr iends , r ig h t  away. You know, like  no
matter how many times the doctor says to  you, "Feel free  to  c a l l  me a t
any time," you know, " i f  you're concerned," you ju s t  c a n ' t  do th a t ,  you 
know...And there  was a group of us, and i f  one of the kids were sick we'd 
a l l  phone each other f i r s t ,  and say, "Well, what do you think?" you know. 
"Do you think I should phone the doctor? Do you think I should take him 
back in?"

in th i s  way, support groups helped pa tien ts  and fam ilies understand th e i r  own 

experiences with a g rea te r  sense of perspective than they had been able to 

su s ta in  alone.

I guess we were so r t  of a s ta b i l iz in g  influence on each o ther, or ju s t ,  
you know, a tangib le  something tha t  you could touch — tha t you knew tha t 
they had gone through those same fee lings , and you weren't crazy, and 
there wasn't anything wrong with you for thinking th a t  way. And we a l l  
helped each other through some p re t ty  bad times. And we s t i l l  a re .

Thus, as one man concluded, "support groups are a big a ss e t  to every chronic

d isease ."

The accounts of what made support groups important to so many p a tien ts  

and families in th is  study, however, did not merely r e f le c t  th e i r  ro le  in
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support for living with a chronic disease. More Importantly, according to many
of the informants, they provided an source of support and Insight for dealing

with the health  care system.

Generally, I t ' s  been meeting other people and comparing notes, and 
ta lk in g  about, you know, how they handled some th ings b e t te r ,  you know, 
whether the doctors are good, and what a r e n ' t ,  and, you know, th a t  type 
of th ing . And t h a t ' s  why I th ink these support groups are  Important.

For many, the knowledge th a t  th e i r  f ru s t r a t io n s  were not unique was an amazing

rev e la t io n .  One man described h is  su rp rise  a t  th is  discovery during the

i n i t i a l  meeting of a f a th e r 's  support group.

A lo t  of s t u f f  I heard had to  do with the same kind of f ru s t r a t io n s  we 
were ta lk in g  about ton ig h t ,  with doctors not t e l l i n g  them what's wrong, 
and the health  care system ...  A lo t  of things were said  In tha t  way, much 
the same as I was saying. I was quite  su rp rised , because I thought — 
well, I d o n 't  know what I thought, but I d id n ' t  re a l iz e  th a t  there were 
so many th a t  f e l t  the same. You know, out of 12 guys, p r e t ty  well a l l  of 
them expressed the same f ru s tra t io n s !

Such support groups therefo re  helped people develop constructive  responses to

the shared problems they had encountered in try ing  to  obtain health  care . For

example, one woman explained how support group members helped her learn to

cope with a pecu liar  physician.

After ta lk in g  to  other people in  the heart group who had had (Doctor P] 
as well, you find out tha t  h is  hab it Is s o r t  of h is  dramatics, and th is  
f la r e  for th e a t r i c s ,  and once you get past th a t  with him, then h e 's  
okay. So long as you know t h a t ' s  what could happen when you're dealing 
with him, then you 're  able to  so r t  of, you know, cut through the 
b u l l s h i t ,  and ju s t  deal with him as a surgeon. And when he says
something, you know what to  l i s t e n  to  and what not to  l i s t e n  to .

Another woman reca lled  her advice to  other support group members with regard

to  standing up for your own r ig h ts  in health  care.

T ha t 's  what I to ld the people a t  th a t  meeting. I sa id ,  "Question your
doc to r."  I sa id ,  " I f  you 're  in  doubt, question him." And I sa id , " I f  
you 're  not happy with him get a second opinion." Ju s t  go and get th a t  
second opinion. And I sa id ,  " I f  you have a p a t ie n t  in h o sp i ta l ,  be on 
top of what is  happening, and question I t . "  I d o n 't  think you should be a 
p e s t .  I d o n 't  think a person should go there  and be a p e s t ,  and bug the 
doctor. But, I mean, you should know what's going on from day to day.
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one man explained how his wife's support group had provided them with access

to e s se n t ia l  Information about the health  care system th a t  they had been

unable to  obtain otherwise.

Even the [service club] th a t  is  in the "business" — if  you can use the 
word - of helping kids with cerebra l palsy and other handicaps, they 
d o n 't  even exchange information properly. Like you'd think they 'd  have a 
g ian t b u l le t in  board with a l l  the f a c i l i t i e s  th a t  are  ava ilab le ,  a l l  the 
d i f f e r e n t  re sp i te  cares or d i f f e re n t  doctors th a t  spec ia lize  in c e r ta in  
th ings , or suggestions for a family t h a t ' s  bringing in a handicapped kid, 
and s tu f f ,  but they d o n ' t .  So you b as ica l ly  find out by accident. [My 
wife] found out a lo t  of her things by going to  the morning b u l ls h i t  
sessions th a t  the wives have when the kids are g e tt in g  therapy.

And another woman thought her support group had bo ls te red  her courage to  be

more c r i t i c a l  in hex health  care encounters.

I think i t  might have been because of the parent group, because I was 
ta lk in g  to  other paren ts . Maybe because of th a t .  I d o n 't  know why, but I 
s ta r te d  saying, "Hold i t .  We d o n 't  need a soc ia l  worker. We d o n 't  need 
th a t .  Why are you wasting my time with a so c ia l  worker. We don 't  need 
th a t . "  She asks me, "How are things going?" I say, "Fine." "How's your 
marriage?" I say, "Fine." And we're ju s t  wasting your time, you know. 
And you're wasting my time. And then I s ta r te d  asking for copies of 
repo rts  because I ,  you know, they would t e l l  you th i s  — th a t  they were
looking normal range or something, you know, and I 'd  want to know the
d e ta i l s ,  you know. And I d o n 't  know whether th a t  was because of other 
parents ta lk ing  about them, saying th a t  they wanted repo rts ,  or whether I 
would have done th a t  on my own anyway.

Yet another woman found th a t  support groups helped p a t ien ts  and families

develop confidence th a t  th e i r  own judgments were no le ss  va lid  than were those

of p ro fess ionals .

I had one of the mothers phone me, who was having problems feeding. And 
she was ju s t  beside h e rs e l f .  And I ju s t  sa id ,  "So d o n 't  force i t .  Let 
them starve  t i l l  the next meal." Which I can say th a t  'cause I 'v e  been
through i t ,  and I 'v e  r e a l ly  learned the hard way th a t  I did i t  wrong, you
know. But having another parent say, "Hey, your kid i s n ' t  going to  die i f  
they d o n 't  take th e i r  formula," whereas i f  you phoned the doctor and 
sa id ,  "Look, I c a n ' t  get th i s  in ,"  [he would answer] "Well, you have to . 
They have to have so many ounces a day. You have to get i t  into them."
But they d on 't  t e l l  you how to  do that*.

Furthermore, some people reported using support groups as a forum for
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confronting some of the more d i f f i c u l t  and complex e th ic a l  issues tha t

involvement in the health  care system poses.

Another thing we ta lk  about sometimes Is euthanasia. We've touched on I t  
you know, we haven 't gone Into I t  re a l ly  In depth. But I t ' s  su rpris ing  
how tha t Is unanimous — everybody's In agreement — th a t  If you reach 
the point where you 're  no longer able to  " l i v e " ' . . . I t ' s ,  I think, quite 
natural to  say If th a t  ever happens to me, I hope th a t  they w ill not keep 
me plugged In.

Thus, for many people l iv ing  with chronic i l ln e s s ,  support groups were an

ex trao rd in a ri ly  valuable resource for learning how to cope with some of the

most d i f f i c u l t  issues in th e i r  health care experience.

Although these support groups were Immensely important to pa tien ts  and

th e i r  families in th is  study, many were ac tiv e ly  discouraged from such

involvements by th e ir  professional health care providers. Typically, the

professionals  fa i led  to mention the existence of support groups even for

p a tien ts  and families who openly expressed a need for such support. One woman

reca lled  her amazement a t  discovering how much res is tance  the health  care

system seemed to have toward providing pa tien ts  with th is  so r t  of information.

I d id n 't  know tha t such a thing even ex isted . I t  wasn't u n t i l  th is  la s t  
three years ago th a t  I found th a t  out tha t there are support groups! But 
yes, I wish the doctor, and I sa id , I 'v e  often said th a t  to  the A r th r i t is  
Society, "Why d id n ' t  you t e l l  me tha t there were support groups?" And 
they said , "Well we ju s t  don 't  have th a t  f a c i l i t y  within our organization 
to communicate tha t  to you." And I sa id , "Why d on 't  you s t a r t  doing tha t  
now? Why d o n 't  you s t a r t  handing out information and te l l in g  people? 
Here's the - -  i f  you want we can provide the physical help to you. We 
can have the Social Worker or we can have the Occupational Therapist, the 
Physiotherapist whoever, but i f  you need the moral support of the support 
group, h e re 's  a l i s t  of the ones in the lower mainland. Get in touch with 
them." But nobody hands tha t out and they s t i l l  d o n 't .  And they 
indicated something to  me to  the e ffec t  th a t  they cou ldn 't  do th a t .

One man experienced a s im ilar non-committal response when he approached a

Heart Association for information about support groups.

I went there once — and believe me, I used to donate to the Heart 
Association - -  and there was a big office  down Broadway here, a brand-new 
building, so r i t z y .  And I went in there and I said I had a heart a ttack
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and I 'd  like to  know where I can go. And they d id n ' t  give me nothing. All 
I was try ing  to  find Is a group l ik e ,  you know, the d iabe tic  one. After 
th a t ,  no way, you know. I mean, i t ' s  a brand-new building — m illions of 
d o l la r s .  You walk in there and the o ff ice  Is so spacious. They cou ldn 't  
even help me to  find a group. You think they would have, you know, 
because I figure  th a t  everybody th a t  has a heart a t ta ck ,  or anything, 
angina or heart t ran sp lan t ,  should get together and ta lk  i t  o v e r . . .  Like 
I say, a t  th a t  time I was so mad th a t  I sa id , "To h e l l  with th i s . "

S im ilarly , one mother remembered how much res is tance  there had been from the

physicians when a group of parents had t r i e d  to  s t a r t  a support group.

When we s ta r ted  the PKU group was re a l ly  hard. There was a couple of us 
th a t  thought we w eren 't g e tt ing  enough support. We weren't happy with the 
way new parents were t re a ted .  We knew how we f e l t ,  and we wanted a change 
made, and we decided we wanted to  get a group toge ther,  a PKU group. And 
we re a l ly  d id n ' t  ge t backing from the doctors . They sa id  r ig h t  from the 
beginning, "This group w ill  f lop . I t  w ill  go nowhere.” Which i t  d id .
But th a t  wasn't the poin t. I think they should 've been r e a l ly  supportive, 
and behind us, and try ing  to  help us make a go of I t ,  but they w eren 't. 
They d on 't  want PKU parents ta lk ing  to each o ther .  That 's  ray very strong 
b e l ie f .  Because we compare. I t  was l ik e  they t rea ted  us like  we were a l l  
s tup id . You know, we r e a l ly  f e l t  th a t ,  and t h a t ' s  not ju3t me. A few of 
the parents — we had met a t  c l in ic s ,  and th ings l ik e  th a t ,  and we 
decided tha t  we wanted to  put the group together, and they said  they 
would back us. And a t  one of our meetings, we did have the doctors come 
out to the meeting, and I t  was like  they were l ik e  p o l i t ic ia n s .  When you 
asked them a question, you never did get the answer to  the question. You 
got a g rea t big d e ta i led  explanation about something, but they never gave 
you the rea l  answer. And I d on 't  know If i t  was because they d id n ' t  know, 
or they d id n ' t  want us to  know, and they d id n ' t  l ike  us comparing the 
k ids. And i t  was almost as i f  they thought we were s tup id .

From the perspective of these chron ically  111 Individuals and fam ilies, thl3

same res is tance  was evident in such decisions as refusing to  grant meeting

space for support groups, withholding mailing l i s t s  on the pretense of pa tien t

c o n f id e n t ia l i ty ,  and even openly c r i t i c iz in g  support group leaders as

disturbed and d is rup tive  Individuals.

Support groups, the re fo re , offered those l iv in g  with chronic i l ln e s s  the

comfort of knowing others with s im ila r  health  problems but a lso  represented a

challenge to  the au th o r i ty  of the health  care system. As some professionals

c lea r ly  suspected, p a t ien ts  and families found support groups to  be a source
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o£ fuel for th e i r  c r i t ic i s m  of the health  care system as well as th e i r  non- 

compliance with I t s  expectations. Through th e i r  involvement with information 

and support networks, many chron ically  111 p a t ien ts  and th e i r  fam ilies were 

able to  forge connections with th e i r  peers to  respond to  th e i r  shared 

f ru s t r a t io n s .  The accounts reveal th a t  such conectlons addressed not only the 

immediate e f fe c ts  of the i l ln e s s  i t s e l f ,  but a lso  the health  care 

consequences. Thus, the consumer movement described by these informants 

represented a c r i t i c a l  soc ia l  force in d i re c t  response to  problems in health  

care .

Discussion

Following upon desc rip tions  of the confrontations ch ron ica lly  i l l  people 

and th e ir  fam ilies have in the health  care system and the in te rp re ta t io n s  they 

make of such confron ta tions , t h i s  chapter has reviewed some of the c rea tive  

and co lorfu l s t r a te g ie s  with which such individuals and fam ilies respond. I t  

has surveyed philosophical s t r a te g ie s  designed to  make the best of a bad 

s i tu a t io n  and to  take on as much personal re sp o n s ib i l i ty  as possib le , as well 

as t a c t i c a l  s t r a te g ie s  for manipulating the system as fa r  as possib le , 

Individually  and in the s treng th  of numbers.

The various s t r a te g ic  responses revealed in these accounts are a l l  

represented in the scho larly  l i t e r a tu r e  in some form. Such actions  as 

withdrawal from health  care , control-seeking, and exaggerated Independence in 

chronic i l ln e s s  tend to  be regarded as ra the r counterproductive within the 

health  care l i t e r a tu r e  (Arpin, F itch , Browne & Corey, 1988; Black e t  a l . ,

1986; Vlney, 1983). Usually, such responses are explained as indica tions of 

the powerlessness p a tien ts  fee l  in the face of a chronic condition ra th e r  than
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a6 evidence of their power in devising creative and in te lligent responses to 

an In to le ran t  health  care system (Mechanic, 1979; Nordstom & Lubkin, 1986). 

Further , the c en tra l  importance of information and support groups is  also 

widely acknowledged in the l i t e r a tu r e .  However, the meaning tha t  such 

cooperative networks have in the l ives  of chron ica lly  i l l  people is  usually  

understood as information and support with regard to  the disease  ra ther than 

i t s  care (Dallery, 1983; Lord, 1989; Williams, 1989).

I f  the response pa tte rn s  of Individual p a t ien ts  or fam ilies in th is  study 

were to  be considered sepa ra te ly , each would reveal threads of the categories 

described here and no two would be Id en tica l .  How each person l iv ing  with 

chronic i l ln e s s  responds to the problems they a l l  share seems therefore 

dependent upon a range of complex fac tors  inherent in the i l ln e s s  experience. 

Some p a t ie n ts  and fam ilie s ,  for example, can contro l th e i r  symptoms and 

experience a reasonable q u a li ty  of l i f e  without re so r t in g  to professional 

health  care; for o thers ,  withdrawal from supportive serv ices  would mean death 

or fu rther ser ious  d i s a b i l i t y .  Some p a tien ts  and fam ilies gain confidence 

about th e i r  i l ln e s s  and i t s  management by making successful judgments over 

time; in the case of some o thers ,  an ea r ly  weak judgement may have a la s t ing  

e f f e c t  on se lf-confidence . F in a l ly ,  some p a tien ts  and fam ilies  find supports 

inside or outside the formal health  care system which enable them to resolve 

th e i r  major c o n f l ic ts  ea r ly  in the game; for o thers , supports are never found 

and the c o n f l ic t s  never resolved. The variab les  of symptom co n tro l ,  

confidence, and supports, the re fo re , seem c r i t i c a l  in determining the unique 

p a tte rn  of response th a t  each individual and family c re a te s .

Despite v a r ia t io n s  in technique, however, the many s t r a te g ic  responses
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described by these patients and families follow a similar course through

dependence, to  anger and, f in a l ly ,  to a feeling of con tro l .

I 'v e  gone fu l l  c i r c l e .  I 'v e  gone from a t  the beginnings being, "Help me, 
help me. You've got to  help me. I know you can help me." And thinking, 
okay, h e re 's  the doctors and the medical profession , okay, t h e y ' l l  help 
you. Don't worry about I t ,  y o u 'l l  be okay. They're going to do something 
for you. And then g e tt in g  Into I t  more, changing to , "Who are you try ing 
to fool? You c a n ' t  help me. You guys are ju s t  making me worse and you're 
lying to  m e..."  (And then! to  being more open. And when they rea lized  
th a t  I turned th a t  way, my a t t i tu d e  became like  th a t ,  they would be more 
open to  me. I t ' s  l ik e  they rea lized  where I was coming from, and what I 
knew.

By examining the coping of the chronically  i l l  and th e i r  fam ilies in th is  

l ig h t ,  the s im i la r i t i e s  seem more prominent than the d iffe ren ces .  Such 

apparently  con tras ting  coping s ty le s  as compliance and non-compliance, 

politeness  and rudeness, independence and dependence, the re fo re , can a l l  be 

understood as means toward a s im ilar end, exerting control over what happens 

to them in th e i r  health  care encounters. In th is  manner, the accounts suggest 

th a t  we can no more in fe r  th e i r  analysis  from th e i r  coping behavior than we 

can assume th e i r  prognosis from th e i r  physical appearance.

From the perspective of the men and women in th i s  study, the range of 

ra t io n a l  responses to the in su lts  of health care for chronic i l ln e s s  seems 

in f in i t e .  Their s p i r i te d  and imaginative response s t r a te g ie s  c lea r ly  enable 

many people with chronic i l ln e s s  to live  well. However, as the accounts have 

revealed, th is  is often in sp i te  of ra ther than because of the health care 

they receive. By d is tingu ish ing  coping with health  care from coping with 

i l ln e s s  i t s e l f ,  th is  discussion has brought the p a t i e n t 's  and family 's 

in te rp re ta t io n  of th e i r  own coping s t ra te g ie s  to cen ter s tage . In so doing, i t  

has challenged us to  take another look a t  our analys is  of what we think 

adapting to and coping with chronic i l ln e s s  is a l l  about so th a t  we may t ru ly  

understand the chronic i l ln e s s  experience.
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When we read in the chronic illness l ite ra ture , therefore, that 

adaptations are required, th a t  there Is emotional d i s t r e s s ,  and th a t  support 

must be found, i t  seems no longer acceptable to assume th a t  these are a l l  

factors  wrought by the ravages of disease upon the person. Rather, we ought to 

In te rp re t  these as equally applicable to the v io la tion  th a t  ongoing 

involvement in the health care system seems to unleash upon those with chronic 

i l ln esses  and th e i r  fam ilies .

That so r t  of fascinates  me — th a t  aspect of egos and medical p o l i t i c s .  
And here we are a l l  with our l i t t l e  chronic d iseases tha t a re ,  sure, 
important and serious enough in our own way. But we are a l l  ju s t  try ing 
to get through the day. Really t h a t ' s  what i t  comes down to .
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CHAPTER TWELVE 

THE COURSE AHEAD

The chronic I l ln ess  experience has been conceptualized In the preceding 

chapters as a complex soc ia l  phenomenon emerging from fac tors  Inherent in a 

d isease , a socie ty , and In a health  care system. Digging ever deeper into the 

meaning of chronic i l ln e s s  in the l ives  of those a f f l i c te d ,  i t  has become 

Increasingly apparent th a t  the chronic I l ln ess  experience cannot be fu l ly  

appreciated without an analysis  of the health  care context in which i t  takes 

place. The pa tien ts  and families whose s to r ie s  have contributed to th is  

analysis  make a convincing argument in support of the conclusion th a t  th e ir  

thoughts, th e ir  actions  and th e i r  adaptations are a l l  profoundly influenced by 

th e ir  experiences in try ing  to  find a way through an ideologically  and 

bureaucra tica lly  complex health  care system. In order to  understand why 

chron ically  i l l  people behave in the way th a t  they do, the implications of 

health care must be factored into the ana lys is .

Despite experiences within the health  care system th a t  range from the 

f ru s tra t in g  and exhausting to  the horr ify ing , demoralizing and dehumanizing, 

the in f in i te  a d ap tab il i ty  of the human psyche and in te l le c t  helps these people 

find crea tive  ways with which to minimize the negative repercussions of health 

care for chronic i l ln e s s .  Because they must, they find a way through the maze 

and often accomplish incredible  successes in th e i r  l iv e s .  However, the anger 

and d i s t ru s t  with which they view the health  care system do not disappear. 

There is evidence th a t  n a tiona lly  and in te rn a tio n a lly ,  chron ica lly  111 people 

and th e ir  families are forming re la t io n sh ip s ,  gaining knowledge, and 

accumulating legal and p o l i t i c a l  s treng th . They a re , increasingly , a force 

which may shape the socie ty  of our fu tu re .
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In the face of th i s  growing population of c r i t i c a l  and d i s t r u s t f u l  

chron ica lly  i l l  individuals and th e i r  fam ilies ,  the health  care system lumbers 

along, rec rea ting  the same flawed s tru c tu re s  and perfecting  the same e r ro rs .  

While there is  acknowledgement of problems in health  care from many q uarte rs ,  

there  Is l i t t l e  agreement on what ought to  be changed. Typically , band-aid 

so lu tions  such as more money, more beds, and more doctors are proposed. What 

these would do to  solve the problems of chronic i l ln e s s  is  r a re ly  considered. 

As seems c lea r  to  c r i t i c s  both in the consumer movement and in health  care 

a n a ly s is ,  the problems Inherent in the health  care of today demand a ra d ica l  

and meaningful reform.

In th is  f in a l  chap ter, some v isions of the course ahead in health  care 

w ill be proposed. The discussion w ill  note some of the p o s s ib i l i t i e s  put forth  

by chron ica lly  i l l  p a t ien ts  and th e i r  fam ilies in the course of th e i r  analysis  

of health  care , and w il l  compliment these with reference to scho larly  

proposals recorded in the c r i t i c a l  health  care l i t e r a t u r e .  Although l i t e r a tu r e  

on the Canadian health  care system is most d i r e c t ly  applicable  to  th is  

a n a ly s is ,  the ideas of those w riting about other health  care systems w il l  not 

be disregarded. While there  are obvious national d iffe ren ces ,  th is  d iscussion 

w ill  draw upon some of the deeper, and perhaps more t e l l in g ,  s im i l a r i t i e s .  

Thus, through an examination of what some people think might make a 

s ig n if ic a n t  d iffe ren ce ,  a p o r t r a i t  of a health  care system more appropriate  to 

chronic i l ln e s s  w ill  begin to  take shape.

In con tras t  to  the t ig h t ly  coherent academic d isc ip l in e s  which confine 

much of the scho la rly  l i t e r a tu r e ,  the in te rp re ta t io n s  of ch ron ically  i l l  

p a t ie n ts  and th e i r  fam ilies  cross economic, s o c ia l ,  p o l i t i c a l  and 

philosophical boundaries to  form opinions about what ought to  change and how

399

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



change ought to be orchestrated. From their perspective, each contradiction in 

health  care is  entangled in o th e rs ,  each problem in health  care is  a piece of 

a larger problem, and each so lu tion  in health  care i s ,  the re fo re , dependent on 

other so lu tio n s .  The d iscussion  of these questions here w ill  be organized into 

three  in te r re la te d  but conceptually  d is tingu ishab le  themes drawn from the 

in te rp re ta t io n s  of p a t ie n ts  and fam ilies who pa r t ic ip a ted  in th is  study. Thus, 

the analys is  of the course ahead w il l  include in te rp re ta t io n s  of what ought to 

change in the general domains of health  care organization, biomedical ideology 

and, f in a l ly ,  so c ia l  po licy .

For many of the p a t ie n ts  and fam ilies in th is  study, the metaphor of 

technology gone wild dep ic ts  images of the Investment s t ru c tu re ,  in t r in s ic  

motivation and au th o r i ty  pa tte rn s  c h a ra c te r i s t ic  of the problems in the health  

care system today. Their v is ions  of the future ahead emerge in snippets  of 

an a ly s is ,  but are never presented as the complete p ic tu re ,  indeed, the 

humility re f le c ted  in the scho la rly  l i t e r a tu r e  suggests th a t  the complete 

p ic tu re  is  beyond the capacity  of most scholars as well. Among those who put 

forth  th e i r  ideas, there are few who confidently  claim to have answers, and 

even they are  quickly d isc red ited  by equally compelling but completely 

incompatible proposals. Like the opinions of the scho lars ,  the in te rp re ta t io n s  

of the ch ron ically  i l l  w ill  not provide f in a l  answers to  the raging questions 

which concern us here. However, they may help to  s te e r  us on a course whose 

navigation is  based, not upon changing currents  and f ick le  breezes, but on the 

most constant and shining c e l e s t i a l  bodies in the galaxy.
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Health Care Organization

As the accounts of the Individuals and fam ilies who p a rtic ipa ted  in th is  

study reveal,  the organization of chronic i l ln e s s  serv ices  within the ex is t ing  

health  care de live ry  system is  complex, in e f f ic ie n t  and f ru s t r a t in g .  From 

th e i r  perspective , major changes in the organization of health  care de livery  

could reduce some of the problems th a t  a r is e  from the current chaotic 

s i tu a t io n .

While they may have app lica tion  in some Instances of acute i l ln e s s  and

emergency care , many of the bureaucratic  po lic ies  embedded in health care seem

archaic  and destructive  in the context of chronic i l ln e s s .  According to  the

chron ica lly  i l l ,  the typ ica l  ru les  of h o sp ita l iza t io n ,  re fe r ra l  systems and

access to  information are p a r t ic u la r ly  f ru s t r a t in g .

The one thing I would w an t . . . fo r  the nurses to understand is  th a t  you 
have the r ig h t  to  say, "I'm not taking th a t  p i l l , "  and accept i t  instead 
of being angry a t  ae, because now they 're  going to waste time c a l l in g  the 
doctor, and i t ' s  going to  put them behind th e i r  work load, or whatever, 
you know — the d ie t ic ia n  i s n ' t  going to  throw her hands up in the a i r
because the p a tien t  has refused th e i r  food, you know. I would like  to  be
able to carry  through what I know I would do, and have the nurse who's 
taking care of me understand where I'm coming from, and re a l ize  I have a 
r ig h t  to do th a t ,  because i t  is  my body.

From th e i r  point of view, such ru les  often e x is t  only to maintain the

a u th o r i ty  s tru c tu re  within in s t i tu t io n s  and cannot be ju s t i f ie d  on the basis

of c l in ic a l  or socia l  welfare In te re s ts .  They r e f l e c t  the assumption tha t

p a tien ts  are mere resources to feed the system ra ther than the intended

b e n ef ic ia r ie s  of i t s  ex istence. Further, as pa tien ts  and fam ilies point out,

such s tandard iza tions are  Inherently  abusive where human wellbeing is

concerned. From th e i r  perspective, the p rinc ip le  of Individualizing care

cannot be Ignored i f  q u a li ty  of l i f e  is  the ultimate goal. One young man's

plea for f l e x i b i l i t y  was echoed by many of his  peers.
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well, i f  they just used their heads sometimes, these nurses too, a l i t t l e  
b i t  more, ra the r than ju s t  going s t r a ig h t  by the book, kind of thing — 
ju s t  a l i t t l e  common sense would go a long way. Like l is te n in g  to  the 
p a t ie n t .  And, you know, the doctor i s n ' t  always r ig h t .  Every time he says 
something, i t  doesn 't  mean i t ' s  gospel.

Thus, pa tien ts  and fam ilies propose th a t  many ru les  ought to be reconsidered

for th e i r  a p p l ic a b i l i ty  in chronic i l ln e s s  and modified accordingly.

Another aspect of health  care organization th a t  requires  modification

according to  pa tien ts  and th e i r  fam ilies is  the coordination of various health

care serv ices . As has been discussed e a r l i e r ,  the chron ica lly  i l l  are often

a f f l i c te d  in multiple organ systems, n ecessita ting  the involvement of multiple

professionals as consultants and advisors. Rarely does any professional

orchestra te  the input from these various d irec t io n s ,  and, in most Instances,

the pa tien t and family are l e f t  to t r y  and so r t  out the co n f l ic t in g  and

confusing advice on th e i r  own.

When you have something l ik e  th a t ,  you've got a l l  these symptoms, and 
they 're  happening months apart and sometimes a year ap a r t .  Something 
d if f e re n t  w ill  happen in some other part of your body. And you 're  going 
to a throat s p e c ia l i s t ,  and you're going to  an ear s p e c ia l i s t ,  and you're 
going to  a foot s p e c ia l i s t  and you 're  going to  a heart s p e c ia l i s t .  And 
you need someone to  put a l l  of th a t  together.

The individual who contro ls  access to  the r e s t  of the se rv ices , usually  

the general p ra c t i t io n e r ,  is  often inaccessible except by appointment and in 

person. To complicate the problem, general p rac t i t io n e rs  re fe r  p a t ien ts  to  

sp e c ia l is ts  when questions about the i l ln e s s  exceed th e i r  narrow scope of 

exper tise .  In such instances, both g en era l is t  and s p e c ia l i s t  can then abdicate 

re sp o n s ib il i ty  for coordinating the p a t ie n t 's  care. According to Mechanic 

(1987), such circumstances can absolve physicians from fee ling  responsible for 

con tinuity  of care. The s to r ie s  of p a tien ts  and families reveal many Instances 

of p a r t ic ip a t in g  in a merry-go-round of r e f e r ra l  only to  discover th a t  i t  was 

an exercise in f u t i l i t y ;  one more person confirms th a t  the problem e x is t s ,  and
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no one takes any re sp o n s ib i l i ty  £or doing anything toward a l le v ia t in g  i t .  One

man spoke for many when he envisioned a system in which a l l  p a r t ie s  a c tu a lly

communicate with each other to  define a coordinated plan for the p a t ien t .

I would love to  see i t  where you could go in to  a room a t  the end of the 
hallway, s i t  down with the do c to r . . .possibly  a surgeon and a 
gas tro en te ro lo g is t .  Well, to  get the two of them In the room th a t  would 
be something to s t a r t  with, you know, because one comes in , the other one 
goes o u t . . .  I 'd  love to  see a surgeon, a g as tro en te ro lo g is t ,  a d ie t ic ia n  
possib ly , and maybe the head nurse, or something, plus maybe your mother, 
your fa th e r ,  your r e la t iv e ,  your wife, whatever, s i t t i n g  down there  and 
a l l  so r t  of going, "What are the options?" And then everybody knows what 
the other one th inks , what the options a re , what the p a t ie n t  th inks , what 
h e 's  able to  cope with, kind of thing, and then go from the re . That'd be 
g re a t .  T ha t 's  what I 'd  love to  see. I think th a t  would be ideal.

An important element missing from health  care for chronic i l ln e s s  i s ,

the re fo re , the coordinating function.

A re la ted  problem is  derived from the influence th a t  reimbursement

p rac tices  are believed to  have on the c l in ic a l  decisions of p ro fess ionals .

Office v i s i t s ,  often  n ecess ita ting  s ig n if ic a n t  energy expenditure, discomfort

and f ru s t r a t io n  for the p a t ie n t ,  are the price  of the physic ian 's  agreement to

needed drugs and se rv ice s .  P a tien ts  and families seem well aware tha t

telephone consulta tions would be s u f f ic ie n t  under two conditions — th a t

physicians t r u s t  the p a t ie n t 's  claim without v isual confirmation, and th a t  the

physician is  w illing  to forgo the remuneration th a t  would have accrued from

the o ff ice  v i s i t .  Since these conditions would represent humility and a ltru ism

in the extreme among p ra c t i t io n e rs ,  the telephone r e f e r r a l  is  ra re ly  possib le .

Thus, o ff ices  are clogged with people who know th e ir  own needs but must have

an au th o rity  confirm i t  before they can gain access to  se rv ices .

They have myriads of people with myriads of symptoms and c o n d i t io n s . . .  
They c a n ' t  s o r t  out everybody's personal problems or symptoms in a f la sh . 
I understand th e i r  side of i t  too. But simply giving them proper 
information or d irec t in g  them to  somewhere where they can get i t ,  th a t  
wouldn't be too hard. That's  ju s t  as simple as giving a p rescrip tion .
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The contention th a t  remuneration schemes Influence c l in ic a l  dec is ion 

making is  a lso  expressed in  the professional l i t e r a t u r e .  Luft (1986), for 

example, be lieves th a t  economic incentives b ias  physicians toward laboratory  

t e s t s  and the rapeu tic  procedures in c o n tra s t  to  taking time with p a t ie n ts .  

Further, he repo rts  th a t  remuneration derived from supporting high technology 

may explain the tendency of many physicians toward highly technological 

c l in ic a l  op tions. In an analys is  of various payment schemes and th e ir  

influence on p rofessional behavior, Glaser (1986) repo rts  th a t  fee -fo r-se rv ice  

systems, such as those in nearly  every developed country today, provide l i t t l e  

incentive for the types of log ica l  so lu tions  th a t  these p a tien ts  propose.

Thus, the suspicion of p a tie n ts  th a t  th e i r  l ives  are f ru s tra ted  by procedures

whose so le  j u s t i f i c a t io n  i s  to  remunerate physicians seems well founded.

Although routine  r e p e t i t iv e  tasks  such as w riting p rescr ip tions  and 

making r e f e r r a l s  c rea te  few in t r in s i c  rewards in general medical p rac tice  

(Ben-Slra, 1988), they are far more luc ra tive  than are  such behaviors as 

counselling p a t ie n ts .  Because doctors are notoriously  too busy to  l i s t e n  to  

the concerns of p a t ie n ts ,  to  provide emotional support, and to p a r t ic ip a te  in 

the problem-solving required to  manage d a l ly  l iv in g ,  many p a tien ts  and 

fam ilies believe th a t  they are not the appropriate  professional to  serve as

system gatekeepers in the case of chronic i l ln e s s .

The chronic p a t ie n t  r e a l ly  shou ldn 't  go to a GP. I mean, the GP puts 
about 150 people through his o f f ice  a day, or some crazy amount. I mean, 
in the Middle Ages, they had court doctors , r igh t?  Even a t  th a t  time, 
the court doctor would look a f t e r  one a r i s to c r a t ,  and he would find out 
the h is to ry  of th is  person, and he would study i t .  That was his  l i f e  
study, r ig h t?  But i f  you put through 150 people a day, I mean, what are  
you going to  find out?

Many p a tien ts  and fam ilies  have found th a t  other p ro fess iona ls ,  generally  

but not exclusively  nurses, have a strong grasp on what the system has to
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offer  and how I t  may be applied to  s u i t  Individual health  care needs. However, 

they usually  lack the au th o r i ty  to  make recommendations without a physic ian 's  

approval. Further, they do not "belong" to the p a t ien t  In the way th a t  a 

physician does, and are generally  understood to  be Inaccessible  once the 

serv ice  of which they are  one part Is no longer requ ired . From the perspective 

of many p a t ie n ts  and fam ilie s ,  th e re fo re , the Ideal primary c l in ic ia n  for the 

organization of th e i r  health  care would be one with an In te re s t  in problem

solving from a broad b a s is ,  one who is  accessib le  for telephone consu lta tion , 

and one who can procure necessary health  care serv ices  on th e i r  behalf.

I think the  f i r s t  and foremost thing th a t  I would l ik e  Is somebody th a t  I 
could c a l l  on the phone and say, "This Is what's happening, you know. 
Should I bring her in? Should I not bring her in?” you know. Somebody 
th a t  would be availab le  ju s t  to  do some of th a t  troubleshooting a t  an 
i n i t i a l  s tage , without having to  make i t  a big d e a l . . .  I think th a t  would
be worth I ts  weight In gold.

In th e i r  opinion, access to  such a person would ease a tremendous amount of

pressure on the system as a whole.

I f  there would be a middle person, l ik e  a nurse c l in ic ia n ,  [I could phone 
and say] " I t ' s  ju s t  s ta r t in g  up, and th is  is what I think I should do, 
and how do you fee l  about tha t?  And I 'v e  got lo t s  of pain. I 'v e  having 
lo ts  of d ia rrhea , so I'm going to cut back to ju s t  a l l  l iqu ids , okay?
What do you think about tha t?  Okay?” That would be great to  have, 'cause 
sometimes t h a t ' s  a big void between the time my d isease  s t a r t s  to get 
ac tive  u n t i l  I get to  the doctor without having to  go through driv ing out 
to [the h o s p i ta l ] ,  or going to the lab , or whatever. There would be 
somebody I could pick up a phone and ta lk  to  on the telephone, 'cause I'm 
dying with pain r ig h t  now and I'm a fra id  to put anything In my gut. So 
wouldn't i t  be nice to  pick up the phone and say th i s  is [me] and i t ' s  
s ta r te d  again , and I ju s t  want to  throw some th ings o ff the wall a t  you, 
and see what you th ink . That would be nice to  have.

Pa tien ts  and fam ilies use such terms as "ombudsman for h ea l th ,"  "go-between"

and "advocate" to  explain how they imagine such a professional could act on

th e ir  behalf to  s te e r  them through the system and help them make sense of i t

a l l .  In the professional l i t e r a tu r e ,  advocates of such a ro le  term i t  a

405

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



"mediator" role (LaFargue, 1985). in the words o£ one patient, "You almost 

need somebody to educate people as to  how to work with the medical system."

For many p a tien ts  and fam ilies , the p o l i t i c a l  s trugg les  between health 

care professions are detrim ental to chronic i l ln e s s  care. Because physicians 

are the professionals  with formal au tho rity  but the nurses are often the ones 

th a t  have l is tened  to the p a tien t  and family a t  length, chronically  i l l  people 

commonly find themselves party  to  c o n f l ic t  between nurses and doctors with 

regard to th e i r  I l ln ess  management. The accounts on which th is  study was based 

reveal countless instances of nurses openly contesting  the decisions or 

actions of physicians Involved in the p a t ie n t 's  care . Such instances convince 

many chron ically  i l l  p a tien ts  th a t  nurses often know b e tte r  than doctors what 

would be an appropriate  course of ac tion . Thus, they propose tha t  measures to 

reduce the somewhat misleading s ta tu s  d i f f e r e n t ia l  (and salary) between nurses 

and doctors would be in the In te re s ts  of the chron ica lly  i l l .  For example, 

some expect th a t  improved working conditions for nurses might help Improve 

th e i r  s ta tu re  in health  care.

I think I 'v e  seen, to use a hackneyed phrase, th a t  nurses are evolving. 
And no longer are  they the hand-maiden of the physician who ce r ta in ly  
spoke down to  them and th e re 's  no question about th a t .  And they've got a 
long way to g o . . .  I f  nurses received b e tte r  pay in re turn  for th e ir  work, 
there  wouldn't be such a shortage. And I th ink a t  the same time, you'd 
have to ra ise  the standards and q u a lif ic a t io n s  and things and give them 
some more re sp o n s ib i l i ty .

Others propose th a t  nurses ought to become more p o l i t i c a l ly  demanding to

e f fe c t  some of these e s se n t ia l  changes in th e ir  re la t io n s  with doctors.

As far as nurses is  concerned (LAUGHS) - -  I 'm gonna get the ro l l in g  pin 
out — I th ink , myself, th a t  i t ' s  a crime the way they t r e a t  the nurses. 
I f  they want o ff ice  workers, s e c re ta r ie s ,  whatever, why do they educate 
them? Why drag them through four years of looking a f te r  the s ick , and 
then pen them up in an o f f i c e . . .  You go into a hospita l today, how often 
do you see a nurse? I t ' s  some nurse 's  aide th a t  d o n 't  know what she 's  
doing. And, another thing I think about nurses, I think they b e t te r  put 
th e ir  spines up, and s t a r t  ta lk ing  back to the doctors. Because the
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nurses, in the m ajority  o£ cases, the nurses know a h e l l  o£ a lo t  more 
than the doctor does.

The l i t e r a tu r e  contains ample evidence th a t  th is  view is  shared by many 

scholars and health  care an a ly s ts .  For example Lynaugh (1988) believes th a t  

modern health  de livery  systems tend to  deprive chron ically  i l l  p a t ien ts  of the 

serv ices th a t  nurses could provide by r e s t r ic t in g  reimbursement to the 

phenomena of in te re s t  to  physicians. She fu r ther suggests th a t ,  u n t i l  now, 

nurses have subsidized excessively  high physician Incomes "by remaining 

forever on the economic margins of the health  care system" (p. 36).

Another feature  of health  care organization of g rea t concern to 

chron ically  i l l  p a t ien ts  and fam ilies is  the degree to  which e rro r  and 

incompetence is to le ra te d .  From th e i r  perspective, p ro tec tion  of the autonomy 

of professionals  allows in sen s i t iv e ,  c ruel and dehumanizing ac ts  to  be 

ju s t i f ie d  from a c l in ic a l  perspective. In the absence of formal channels in 

which to express th e i r  c r i t ic is m s ,  these p a tien ts  and fam ilies re ly  on support 

groups and Informal networks to  advise others of whom to  avoid and whom to 

t r u s t .  However, they are adamant th a t  there ought to be more mechanisms within 

the s tru c tu re  of health  care de livery  for weeding out the most serious 

offenders. In th e i r  view, t h i s  would require  a s h i f t  in the a t t i tu d e  of 

professionals toward recognizing th a t  such abuses re a l ly  do take place in the 

name of c l in ic a l  p r iv i leg e .  A s im ilar view is  a lso  argued in the c r i t i c a l  

professional l i t e r a tu r e .  Mechanic (1979a), for example, describes the 

d is in c l in a t io n  of physicians to  control or sanction one another and debunks 

the myth th a t  medical school is  an e ffec t iv e  screening process for ensuring 

q u a li ty  and e th lc a l l ty .  He notes, however, th a t  the myth has served the 

profession well in l im it ing  ex ternal public sc ru tiny .
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A f in a l  major proposal with regard to health  organization re la te s  to the 

issue of control within the system. From the perspective of those with chronic 

i l ln e s s ,  control over as many decisions as possible  ought to  be afforded the 

ch ron ically  i l l  p a t ien t  and family. However, the system d ic ta te s  th a t  most 

major decisions be made by someone "In a u th o r i ty ,” usually  a physician or an 

o f f ic e r  of the bureaucratic  s tru c tu re  (Freidson, 1981). This places p a tien ts  

and fam ilies  in the unenviable position  of having to learn the cu ltu re  of 

health  care de livery  and, thereby, developing ways of influencing i t s  

decision-making on th e ir  behalf . From the perspective of pa tien ts  and 

fam ilie s ,  health  care for chronic i l ln e s s  ought to  be designed on the basis  of 

assumptions other than those applicable  in acute i l ln e s s ,  th a t  pa tien ts  are 

passive and compliant rec ip ien ts  of the generosity  of the experts . Analysts 

represented in the l i t e r a tu r e  tend to agree (Schwartz, 1987). One woman's 

suggestion captures such a w is tfu l d es ire  to  r e ta in  contro l over her own 

i l ln e s s  management. As she explained, ”1 would be my own health care 

p ro fess iona l.  That 's  the id ea l ."

Thus chron ically  i l l  p a tien ts  and th e i r  fam ilies think th a t  the health  

care system needs to  take heed of the way In which i t  views p a t ie n ts .  By 

t re a t in g  them l ik e  "guinea p ig s ,"  by withholding information or being 

dishonest about th e i r  d isease , and by assuming the r ig h t  to make decisions on 

behalf of p e rfec t ly  competent people, the hea lth  care system creates  an 

In to lerab le  climate for those with chronic i l ln e s s .  What i t  lacks, according 

to many of the p a tien ts  and fam ilies in th i s  study, Is " re sp e c t .”

I b a s ica l ly  believe, with everything, with a l l  ages, from Infants on, 
th a t  there has to  be an a t t i tu d e  of respec t for one another. And whatever 
the age, I think t h a t ' s  the e sse n t ia l  ingredient. Perhaps the medical 
person would respect me as a p a t ien t  and I would respect them for 
whatever, and not ju s t  in the line  of duty. Maybe t h a t ' s  where th e re 's  a
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f a i l in g  sometimes, Is  th a t  has to  be an a t t i tu d e  to  people In general, 
not ju s t  to  th a t  sp ec if ic  inc ident.

However, according to Fox (1990), such respec t i s  made almost impossible under

conditions of medical education and health  care work which a re  themselves

b ru ta l iz in g  and dehumanizing.

From the accounts of ch ron ica lly  i l l  people and the w ritings of health

care an a ly s ts ,  th e re fo re ,  health  care organization needs rad ica l  rev is ion  to

meet the needs of the ch ron ically  111. Bureaucratic regu la tion  and

standard iza tion , for example, should be revised to  allow for individual

d ifferences  and respec t the competent decision-making of those who are

fam iliar with th e i r  ongoing care . When m ultiple  serv ices  or p rofessionals  are

involved, a coordinating function is  e s s e n t ia l .  I t  seems th a t  primary care

physicians are  incapable of f u l f i l l i n g  th i s  ro le ,  la rgely  because remuneration

schemes serve as a d is in cen tiv e .  I f  they were made access ib le  to  p a t ien ts  and

families on an ongoing b as is ,  many believe th a t  nurses could successfu lly  f i l l

th is  gap. However, in order to do ju s t ic e  to  a coordinating function, nurses

ought to have more a u th o r i ty  in accessing serv ices  and b e tte r  p rofessional

working cond itions . In add ition , the ch ron ically  i l l  and the th e o r is t s  agree

tha t modification of reimbursement schemes to  permit non-technologlcal

so lu tions  Is of c r i t i c a l  Importance to  chronic i l ln e s s  care. F in a l ly ,  a l l  of

these proposals hinge on an a t t i tu d in a l  change th a t  is  badly needed. Until

p a t ien ts  are respected as human beings with r ig h t s ,  and u n t i l  the  ch ron ically

i l l  a re  respected as d i s t i n c t  from those with episodic s ickness, health  care

w ill continue to  c rea te  havoc in the l ives  of those with chronic i l ln e s s .
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Biomedical Tdeolngy

According to  the p rofessional analysts  as well as people who require 

ongoing involvement, an important s tep  in improving health  care for chronic 

i l ln e s s  cons is ts  of a l t e r in g  the degree to  which biomedical ideology has been 

u n c r i t ic a l ly  adopted in our so c ie ty .  Because i t  is  the framework underlying 

not only medical care but a lso  many of the p o lic ie s  in health  care de livery , 

the biomedical view of i l ln e s s  has been In f lu e n t ia l  in c rea ting  many of the 

health  care problems confronting the chron ica lly  i l l .  Because the lay public 

as well as the health  professions have t r a d i t io n a l ly  accepted the biomedical 

view, whether or not they understood i t  or a r t ic u la te d  i t  as such, a cu ra tive , 

d isease-orien ted  system has flourished everywhere in the developed world.

The chron ica lly  i l l  individuals and fam ilies in th i s  study t e l l  us th a t  

there is  an unacceptable lack of concern within medical science for the 

psychosocial components of i l ln e s s  experience. Because health  care is  d irec ted  

by a profession oriented toward the b io log ica l and pathophysiological 

implications of d isease , the subjective  s ta t e  of health  i t s e l f  does not figure 

into most health  serv ices  (Arney & Bergen, 1984; Fabrega, 1982). This mlnd- 

body d is t in c t io n ,  in which subjec tive  knowledge is  considered id iosyncra t ic ,  

i r r a t io n a l  and un re l iab le ,  derives from the Cartesian dualism underlying 

biomedical thought (Sullivan , 1986). As Gish has w rit ten , "the e s s e n t ia l ly  

socia l character of our l iv e s ,  including problems of health  and d isease , is  

a l l  but expunged once we en ter  the health  care system as p a t ie n ts ” (1984, p. 

337). According to Rawllnson, "medicine f a l l s  to recognize the su b jec t iv i ty  of 

i t s  subject by taking the human body as a mere corporeal th ing , ra ther than as 

a l iv in g , in ten tiona l embodiment (1983, p. 156).
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Patien ts  and Camilles a lso  make i t  c lear th a t  the biomedical view 

fragments an understanding of i l ln e s s  into organ systems ra th e r  than 

meaningful components of the l i f e  experience. As Kaufman explains,

"Individuals now want to  be viewed in th e i r  "wholeness" and r e je c t  being 

reduced to b io log ical processes" (1988, p. 339). Because each medical 

s p ec ia l ty  in te rp re ts  the whole p ic ture  according to  the unique d ic ta te s  of i t s  

p a r t icu la r  b io logica l components, pa tien ts  are given co n flic tin g  messages 

about th e i r  disease and i t s  implications. Cockerham (1986b) points  out tha t 

the biomedical perspective leads p rac ti t io n e rs  to deal with chronic i l ln e ss  in 

much the same way th a t  they formerly d ea lt  with communicable d iseases , 

although the conditions are fundamentally d i f f e r e n t .  From the pa t ien t  and 

fam ily 's  point of view, the re fo re , much of what is  considered medical service 

a c tu a l ly  s a t i s f i e s  the c u r io s i ty  of biomedical s c ie n t i s t s  ra the r than 

sa t is fy in g  the qua li ty  of l i f e  concerns of those with ongoing i l ln e s s .

The s c ie n t i f i c  basis  of medicine is a lso  called  into question by 

chron ically  i l l  p a t ien ts  and fam ilies . Because they are the rec ip ien ts  of 

co n f l ic t in g  opinions, erroneous assumptions and logica l incongru ities , many of 

those who live  with chronic i l ln e s s  come to  understand medical science as a 

form of argument ra the r than an objective window into the t ru th .  As D. 

Armstrong (1987) explains, t ru th  in medical science ac tu a l ly  re fe rs  only to  a 

momentary match with a c la s s i f ic a t io n  system which is  under constant rev ision . 

Further, according to  Zaner, "the prac tice  of medicine b r i s t l e s  with regions 

of e rro r"  (1983, p. 145). In ongoing s i tu a t io n s  such as chronic i l ln e s s ,  

medical t ru th  rap id ly  changes. Thus, over time, th e i r  exposure to  the frank 

su b jec t iv i ty  of d iagnosis, lab e l l in g ,  prognosticating and intervening leads 

those with chronic i l ln e s s  to re in te rp re t  medical science as anything but
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lo g ic a l .  According to  severa l th e o r i s t s ,  the p rinc ip le  o£ sp ec if ic  causation, 

ingrained in biomedical logic , is  responsible for the tunnel v ision of medical 

science. As Travis (1980) explains, the notion th a t  a l le v ia t in g  the sp ec if ic  

cause of a d isease  w il l  produce health  is  a gross oversim plifica tion  which 

continues to  be perpetuated in medical science.

The f i r s t  s tep  requ ires  a l e t t in g  go, in prac tice  as well as in theory, 
of the archaic b e l ie f  th a t  d isease is  something which "happens” to  us, a t  
the d irec t io n  of random forces "out th e r e .” I was taught in medical 
school th a t  germs cause in fec t io n s .  I am now convinced th a t  they are not 
the ac tua l cause, but are only the mechanism by which I manifest the 
in fec tion . The "bugs" are always around; but what caused me to  lower my 
res is tance  and get the in fec tion  when the person next to me d id n 't?  That 
question, i f  asked, would lead us to  the rea l  cause of the problem (pp. 
341-2).

Further, the ro le  of p ro fess ionals ,  espec ia lly  physicians, derives from 

th is  biomedical understanding of what co n s t i tu te s  i l ln e s s  and wellness. As the 

guardians of the mysteries of medical science, physicians and th e i r  a l l i e s  

have been well tra ined  in conveying an a t t i tu d e  of c e r ta in ty  th a t  th e ir  view 

is  co rrec t  and confidence th a t  th e i r  expertise  surpasses th a t  of a l l  others 

involved. This a t t i tu d e  is  so deeply ingrained in medical prac tice  tha t i t  

c rea tes  the pa tte rn  of what Cohen (1987) has described as a "benevolent 

paternalism" underlying chronic i l ln e s s  care.

This a t t i tu d e  a lso  explains the intense animosity between p ra c t i t io n e rs  

of " regu lar” medicine and the universe of a l te rn a t iv e  health  serv ices 

(Worsley, 1982). As Baer (1989) notes, the approach of biomedicine to 

a l te rn a t iv e  medical systems can be characterized  by the processes of 

a n n ih ila t io n ,  r e s t r i c t io n  and absorption. Although they are generally  

d iscred ited  as u n sc ie n t i f ic ,  there is  evidence tha t  some of the b e l ie fs  

inherent in these a l te rn a t iv e s  are shared by much of the population, Including 

health  care professionals  themselves (Hepburn, 1988; H l l l le r ,  1987; Roberson,
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1987). As an Indication of the extent to which non-traditlonal health care is

entrenched in western soc ie ty , Halpern, Fisk and Sobel (1984) estimate the

size  of the American health  care counter-system a t  th ree  percent of th a t

country 's  GNP. However, despite  th e i r  increasing popularity , a l te rn a t iv e

treatment systems are  marginal to  the health  care system in a l l  western

nations (Kleinman, 1984; Taylor, 1984). For ch ron ically  i l l  p a t ien ts  and th e i r

fam ilies , the animosity between regular medicine and i t s  competitors in h ib i ts

ra t io n a l  co llabora t ion .

I think i f  everybody could ju s t  kind o f . . .  have a basic understanding of 
the p rac tice  of other professions, I think they could see th a t  th e y 're  
not being cut out by these other people, but th e y 're  ju s t  other 
supportive areas th a t  each can support each o the r ,  and form a c i r c l e ,  you 
know, th a t  would be able to  completely take care of the whole person. And 
tha t one can help the person or the other can help the person, you know.
And th a t  they can ju s t  kind of re fe r  back and fo r th  a l l  over the place,
you know. I guess th a t  would be the best ,  you know, because then i t  seems
like  everybody would be using th e i r  a b i l i t i e s  to  the best .

Because the ch ron ically  i l l ,  by the very nature of th e i r  a f f l i c t i o n ,  must

become competent in the everyday management of th e i r  i l ln e s s ,  c o n f l ic t  between

health  care professionals  and chron ically  i l l  p a t ien ts  seems inev itab le .  The

accounts of p a t ien ts  and fam ilies r e f le c t  th e i r  d i f f i c u l ty  overcoming the

ingrained assumption th a t  lay persons are  Incapable of making decisions with

regard to  th e i r  own health  care . Indeed, i t  has been argued th a t  a l l  members

of western soc ie ty  have been system atically  Indoctrinated toward deferring  a l l

health  issues to  doctors . For example, Shorter (1985) c i te s  a 1935 medical

advertis ing  campaign in which the p o ten tia l  r isk s  in se lf -d iag n o sis  of the

common cold are depicted In morbid and graphic terms. C learly , the message

underlying th a t  p a r t ic u la r  campaign was th a t  untold miseries re s u l t  from

try ing  to  take re sp o n s ib i l i ty  for even simple health  decis ions . In the

aftermath of such so c ia l  indoctrination  during the medical p ro fess ion 's
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evolutionary phase, the overwhelming public willingness to relegate health 

decisions to  doctors seems qu ite  understandable. Thus, from the pa tien t 

perspec tive , the s o c ia l ly  constructed medical ro le  of expert in a l l  health  

matters requ ires  a rad ic a l  rev is ion  in order to  adapt to  the needs of the 

chronically 111.

Biomedical ideology a lso  emerges in the o r ie n ta t io n  of physicians and

other health  p ro fess iona ls  toward cura tive  serv ices  (Margolese, 1987). Because

the human body is  understood as a machine, the goal of medicine becomes fix ing

broken pa rts  (B erline r ,  1984; O 'N eill,  1985). In the case of chronic i l ln e s s ,

cures are not forthcoming. Thus, from the p a tie n t  and fam ily 's  perspective ,

the health  care system loses In te re s t .  Because s ta tu s  in professional medicine

is  derived from cures , e sp ec ia l ly  dramatic ones, the ch ron ically  i l l ,  with

l i t t l e  hope for a cu re , a re  re legated  to the lowest s ta tu s  among pa tien t

populations (Hahn £ Kleinman, 1983).

Suffice i t  to say th a t  the humdrum, the prosaic and the mundane have 
l i t t l e  place e i th e r  in medical education or in much of the acquired s e l f -  
understanding of health  p ro fess ionals .  The prominence of combative, 
m il i ta ry ,  or warfare metaphors is  c lea r  enough, as are the various values 
they evoke: bravery, perseverance, valour in the face of overwhelming and 
implacable odds (Zaner, 1984, p. 59).

Even among those who e le c t  to  p rac tice  th e i r  profession among the chron ically

i l l ,  remnants of the  saviour mentality are  apparent in the  overwhelming need

of p ro fessionals  to  be the au th o r i ty  on a i l  aspects o£ i l ln e s s  management.

Thus, the Ideology s e ts  up conditions in which ch ron ica lly  i l l  pa t ien ts  are

forced to pretend to  a subservient a t t i tu d e  while re ta in in g  contro l of th e i r

l iv e s .

While ch ro n ica lly  i l l  p a t ien ts  and fam ilies  are not adverse to  medical 

research toward a cure for th e i r  d isease , many come to  view the cura tive  

imperative as an exerc ise  in academic medicine, advancing professional careers
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ra ther  than generating a genuine source of information for the betterment of

p a t ie n ts '  l iv e s .  From th e i r  perspective , there are numerous aspects of i l ln e ss

care which beg immediate f in an c ia l  support and pressing questions about

q u a li ty  of l i f e  which demand study. Because of the biomedical o r ien ta t io n  to

hea lth , d ive rting  economic resources to  what would help p a t ie n ts  is  often

impossible because they have been committed to the pursu it of a science which

might someday provide answers (Black, Dornan & Allegrante, 1986; Thomasma,

1984). One woman's desperation is  evident in her analysis  of th is  dilemma.

I wish there was more funding for people like  th a t .  They need more, 
desperate ly , because the HS Society can do some great th ings , you know,
by ju s t  ta lk in g , l i s te n in g ,  understanding. They c a n ' t  answer some
questions — t h e y ' l l  answer them as best they can. There has to  be more 
funding for th a t  so r t  of th ing . They've cut i t  back so badly. I t ' s  a l l  
gone into research, you see. There 's no money l e f t  over for p a tien t 
se rv ices . Veil, there  was money, but not enough, you know. And I think 
they 're  probably duplica ting  a lo t  of th e ir  research a t  a l l  these 
d if f e re n t  u n i v e r s i t i e s . . .  You know, some people are desperate for 
somebody to ta lk  to . Desperate. And I'm one of them, I guess. I 'v e  been
rambling on, for what — three hours?

The Impact of a cu re -o rien ta t lo n  on medical research funding has been

well documented in the l i t e r a t u r e .  According to  Sanders (1985), c e r ta in

p o te n t ia l ly  curable conditions are highly researched and highly resourced.

Other more "class conscious" d iseases , such as b ronch itis ,  tend to  be ignored.

From his perspective, th e re fo re ,  "The most p ro f i tab le  sec to rs  of the market

are  catered for" (p. 117). Zaner (1983) fu r ther a t t r ib u te s  curren t d irec tions

in medical research to i t s  h i s to r ic a l  marriage to  the na tu ra l sciences and the

problems Inherent in the Cartesian t r a d i t io n .

If  nature, a f te r  a l l ,  Is thought to  be nothing but p a r t ic le s  in motion 
and definable by mathematical formulas, then everything no so construable 
must be cas t  aside or into  the "merely sub jec tive ."  And so far as 
mathematical measurement became the paradigm of knowledge I t s e l f ,  
anything not amenable to th a t  mode of expression had to  be regarded 
e i th e r  as reducible to  q u an ti ta t iv e  data ( i f  i t  were to  be knowable), or 
i f  not th a t ,  then taken as nonexistent or in s ig n if ic an t  - -  tha t  is ,
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without efficacy and thus to be Ignored as such. But this includes, after 
a l l ,  the e n tire  range of values and thereby th a t  of l i f e  (p. 143).

Dubious about the goals of medicine in soc ie ty , Thomasma asks, "Is  there any 

reason to  believe th a t  our s te a d i ly  Increasing tendency to  ask only small 

questions and t r e a t  definable problems w ill decrease in the future?" (1984, p. 

39).

From the perspective of those with chronic i l ln e s s ,  the biomedical 

imperative c le a r ly  Is not the ideal framework from which health  care planning 

ought to be conducted. Burish and Bradley (1983) agree, and claim th a t  

app lication  of the biomedical model toward problems in chronic i l ln e s s  is in 

pa rt  to  blame for the current c r i s i s  in health care. Because i t  is  so deeply 

ingrained in the public psyche, and so strongly  entrenched in health  care 

organization, biomedical ideology is  understood to be a major roadblock to 

e ffec t ing  meaningful changes in health  care. As one p a tien t points out, " I t ' s  

ju s t  something th a t  for some reason we've a l l  conjured up th is  image. I don 't  

know why, or how... I t ' s  a public image tha t  needs to be changed."

The l i t e r a tu r e  reveals ample evidence to  confirm th a t  the assumptions, 

categoriza tion  systems and princ ip les  th a t  underlie biomedical thought are 

thoroughly Imbedded in western cu ltu re  (Hahn & Kleinman, 1983; Lazarus & 

Pappas, 1986; van der Steen & Thung, 1988). As Mechanic and Aiken point out, 

for example,

The b e l ie f  in the technological Imperative is  not simply a physician 
value. Biomedical science and technology has captured the imaginations of 
almost a l l  of us and are powerful forces th a t  give high-technology 
medicine much of i t s  momentum and c re d ib i l i ty  (1986, p. 5).

Further, the l i t e r a tu r e  suggests th a t  the transmission of these ideologic

messages in health  care in te rac tions  is  generally  an unintentional process,

dimly perceived by the p a rtic ipan ts  involved, (Waitzkin, 1984; 1986).

416

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



"Providers usually  impose "correct" s tru c tu r in g  on consumers of health  care 

and perpetuate i t  in th e i r  professions through codes of p roprie ty  In t ra in in g , 

problem recognition , and problem solu tion  in pathology and dysfunction" 

(Romanuccl-Ross, 1982, p .6). Thus, according to Waltzkln, "The n o n -c r l t lc a l  

nature of medical discourse encourages c l i e n t s '  continued functioning in a 

soc ia l  system th a t  Is often  a major source of th e i r  personal problems" (1986, 

p. 135).

Although there  have been numerous e f fo r t s  to  modify the highly 

a n a ly t ic a l ,  lo g lco -ra t lo n a l  way of thinking th a t  has come to characterize  

biomedical Ideology, I f  not Western thought I t s e l f ,  such cognitions have 

proven highly re s l s te n t  to  change both Inside and outside of the medical 

profession (Fox, 1990). However, there  are some who foresee a revolution in 

the way westerners understand the world. According to P e l le t i e r  (1980), 

paradigm s h i f t s  in science and the h o l i s t i c  health  movement In medicine are 

evidence of t h i s  trend . What Is c le a r ly  needed In th is  regard, is  a major 

th ru s t  in health  care c r i t ic is m  toward unravelling the myth of biomedical 

su p e r io r i ty  in health  care planning for chronic I l ln e s s .

From the perspectives of the lay c r i t i c s  and professional analysts  

presented here, i t  seems evident th a t  biomedicine cu rren tly  serves as a 

powerful soc ia l  and c u l tu ra l  underpinning to  the de livery  of health  care 

serv ices  for the ch ron ically  i l l .  In i t s  place, a system which values people 

over machines, q u a li ty  of l i f e  over cure, and competence over subservience is  

badly needed, A thorough c r i t i c a l  review is  c le a r ly  required in professional 

education, public awareness and in the organization of health  care de livery  

systems. Toward th i s  end, health  care consumers and policy  analys ts  a l ik e  have 

urged public c r i t ic is m  of medical dominance and the biomedical imperative.

417

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



social .Ealicy

A f in a l  theme in the analysis  of the course ahead re f le c t s  an 

in te rp re ta t io n  of health  care as a matter of so c ia l  po licy . Underlying the 

changes needed in both health  care organization and biomedical ideology is  a 

serious need for modifications in the p o lic ie s  which permit them to f lo u r ish .  

As was made evident in the accounts of chron ica lly  i l l  people and th e i r  

fam ilies , d is t in c t io n s  between health  and other aspec ts  of soc ia l  l i f e  are 

q u ite  a r t i f i c i a l .  Vellbeing, from the perspective of the ch ron ically  i l l ,  

requires  f inanc ia l  s e c u r i ty ,  supportive so c ia l  r e la t io n s ,  p roductiv ity  and 

d ig n ity .  Where these are denied or inaccess ib le , h ea lth  is  inherently  in 

jeopardy. This manufactured d is t in c t io n  between health  and other sec to rs  of 

soc ie ty  has been addressed by many health  care a n a ly s ts .  They too argue th a t  

the position  of health  care organization within the so c ia l  s tru c tu re  ought not 

to  dominate our in te rp re ta t io n  of the health  f ie ld  to  the exclusion of such 

equally s ig n if ic a n t  fac to rs  as human biology, environment and l i f e s ty l e  

(LaLonde, 1980; S iler-W ells , 1988).

Within the health  sec to r ,  people with chronic i l ln e s s  report Inequities  

which they deem detrim ental to th e ir  a b i l i t y  to obtain  the services necessary 

for an acceptable q u a l i ty  of l i f e .  F i r s t ly ,  they express f ru s t r a t io n  a t  major 

Investments in hosp ita l  and in s t i tu t io n a l  care a t  the expense of more 

economical serv ices th a t  would allow people to  remain in the community.

You know, th is  is  the part th a t  gets me. I c a n ' t  understand why sometimes 
t h e y ' l l  leave you lying around in a bed and ju s t  leave you reading a book 
for days and days. You know, i t  doesn 't  take very many days when you're 
inactive  th a t  a l l  your muscles ju s t  abso lu te ly  go to  j e l l y  and i t  doesn 't  
take more than a week u n t i l  you can hardly l i f t  a cup of tea  to  your 
mouth. And th is  is  what gets  to  me. I think th a t  when they ta lk  about 
therapy in the h o sp i ta l ,  ju s t  get with i t  and give a person therapy. And 
i f  the government is  to  blame then t h a t ' s  who you should go a f te r  and 
say, "Looklt, th i s  is  something th a t  we have to  have." I would ju s t  l ike  
to  be able to  say th a t  somebody would come to  the house here and give me
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therapy once a day, or once every second day, or whatever — anything! 
Even attempt to make me stand, or something, even i f  I could be drawn by 
brute force to  a standing p os it ion , even i f  th a t  was done with e levator 
device under my arm pits , or something.

That the system favors hosp ita l  care over less  expensive options is  well

documented in the l i t e r a tu r e  (Arney & Bergen, 1984).

Nield and Mahon (1981) o ffe r  th i s  explanation of the preference for expensive

forms of health  care de live ry .

I t  is  safe to  say th a t  a major b a r r ie r  within the health  care system is  
the system I t s e l f .  I t  seems to operate on an acute i l ln e s s  model. I t  is  
well known th a t  acute care s e t t in g s  are more co s t ly  to  the consumer and 
y ie ld  more p ro f i t s  for the provider than community based s e r v ic e s . . .  I t  
is  p ro f i tab le  for h o sp ita ls  and health  care providers , regard less  of 
c l i e n t  needs, to  maintain fu l l  census in the more e laborate  hosp ita l 
a reas .  More s p e c i f ic a l ly ,  i t  is  monetarily more advantageous for the 
health  care system to maintain and promote c r is is -g en e ra ted  care (p. 27).

Anderson (1990) agrees th a t  the absence of e f fec t iv e  home care support systems

makes sense only in the context of the c a p i t a l i s t  world system, in which the

corporate e l i t e  has considerable input in to  health  policy . I t  has c le a r ly  been

recognized a t  a global level th a t  making te chn ica l ,  hospital-based medicine

ava ilab le  to  the m ajority  of the world is  impossible (Vorsley, 1982). Thus,

Schwartz notes th a t ,  ra the r  than soc ia l  policy, the "prerogatives and vested

in te re s t s  of physicians and h osp ita ls  determine how and where health  care is

delivered" (1987, p. 475).

Where home support serv ices  e x i s t ,  however, th e i r  exclusion c r i t e r i a  are

seen as excessively  r ig id ,  re f le c t in g  a highly a rb i t r a ry  d e f in i t io n  of what

c o n s t i tu te s  health  se rv ice .  For the chron ically  i l l  person, support for a bath

but not a shampoo is  unnecessarily  r e s t r i c t i v e .  As Walkover points out, "In an

era of cost containment, the f i r s t  p r io r i ty  of many soc ia l  programs is  to

narrow the pool of p o ten tia l  b e n e f ic ia r ie s  by e s tab lish in g  r e s t r i c t iv e

e l i g i b i l i t y  c r i t e r i a "  (1988, p. 246). While they recognize th a t  such
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regulation is  probably the system's way o£ protecting i t s e lf  against an 

onslaught of customers should I t  expand I t s  serv ices  too far from basic 

support for medical care, p a t ien ts  and families point out th a t  such regu la tion  

leaves them no option but to manipulate the system. From th e ir  point of view, 

the costs  of running a system In which people are constan tly  manipulative must 

be far higher than the costs  of offering  some of the basic serv ices tha t  

people fee l  they need in order to  maintain a reasonable q u a li ty  of l i f e  with 

chronic i l ln e s s .  Further, they expect th a t  there are numerous less  r e s t r i c t iv e  

ways th a t  necessary con tro ls  could be exerted . As one family proposes, "Well, 

i t  could be equalized through the tax system somehow, you know. You can 

equalize i t  by ju s t  ge tting  i t  back from your taxes a t  the end of the y e a r .” 

Secondly, the Informants In th is  study note the absence of e f fec t iv e  

family support for coping with chronic i l ln e s s  in the home. One mother 

expresses the need for such support in the context of caring for chron ica lly  

i l l  ch ild ren  a t  home.

I think th e r e 's  a serious lapse in the kind of a t te n t io n  th a t  the health 
system, in p a r t ic u la r  in medicine, but the health  system in general, can 
do for fam ilies  th a t  do have kids th a t  have problems th a t  c a n ' t  be fixed. 
I think th a t  th e re 's  more of a need for h o l i s t i c  care, for of an 
a t te n t io n  to  other people in the family, other than ju s t  the child  and 
more than ju s t  the physical needs, but looking a t  other parts  of i t .

An adu lt p a t ien t  expresses a s im ilar need on behalf of her family.

Outside of the h o sp ita l ,  dealing with i t ,  i t  would be g reat to have 
someone who could give support to  a l l  of us, whether to  come into the 
house — for me, th a t  would be the best th ing , because my fam ily 's  not 
going to  go wherever there  i s ,  and the only place to  get support for them 
is through these groups, and th ey 're  re a l ly  not aimed a t  the fam ilies . 
Their main function is  to  the p a t ie n t ,  so I could see someone coming into 
the home and th a t  could be twofold, th a t  could be to help the p a t ien t ,  
a lso  get more Information, and to  cope with the d isease , and to  help the 
family cope with l iv ing  with somebody with a chronic d isease .

From th e i r  perspective , the family serves as a s ig n if ic a n t  source of health

care for the ch ron ica lly  i l l .  However, formal recognition of tha t  contribution
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and support for I t s  maintenance is  sadly lacking. This serious gap has a lso

been acknowledged in the health care l i t e r a tu r e  (Anderson, 1986; Meister,

1989; Voods, Yates & Prlmomo, 1989).

Chronically i l l  people and th e i r  fam ilies  fu r ther note th a t  preventative

and health  promotion serv ices , by far the most co s t-e f fec t iv e  option in th e ir

opinion, receive an in s ig n if ican t  portion of a l l  health  care funding. For

those with chronic i l ln e s s ,  access to  the resources necessary to  prevent acute

episodes and to  maintain the best possible level of wellness seem log ica l  from

both a humane and a f inancial perspective. One man's descrip tion  of his

extended physiotherapy i l l u s t r a t e s  th is  view.

I 'v e  had the luxury (of seeing a physio therapist]  because I'm on an 
extended medical plan, and we had hour-long appointments to  r e a l ly ,  
re a l ly  focus, and communicate, and ta lk  in a slow, thorough way, and feel 
like  we were working together, co-operating in tens ively  on my body. And 
some people could s o r t  of say, "Well, gosh, t h a t ' s  thousands of d o lla rs  
th a t  t h a t ' s  c o s t ."  That's  t ru e ,  but now, a f te r  a l i t t l e  a f te r  a year of 
doing th a t ,  before long I'm not going to be costing anybody anything 
more. And I'm sure th a t  i f  I hadn 't done some of these th ings , th a t  I 
would've been a burden for years, and years, and years, and years. So, to 
me, r e a l ly  ge tting  th a t  q u a li ty  time, and focusing, and communicating, 
and doing the r ig h t  kind of work is  worth the time, even money-wise, even 
though in the short run i t  doesn 't  look th a t  way, 'cause i t  costs  a lo t  
of money.

In essence, these pa tien ts  and families see the curren t pa tte rns  of resource 

a l lo ca tio n  as locking the barn door a f te r  the horse has f led . This dismal view 

of the t r a d i t io n a l  approach to chronic i l ln e s s  care is  shared by many health  

care analysts  (B u tte rf ie ld , 1990; Warr, 1981). However, because prevention is 

scarcely  apparent in most medical school cu rricu la  (Cockerham, 1986b), 

medicine is  hardly l ik e ly  to lead the way in the d irec t io n  of preventative 

care. Thus, one important socia l policy s h i f t  required for e f fec t iv e  health  

care system reform Involves widening the extremely narrow vision of health  

th a t  charac terizes  the ex is t ing  health  sec to r .
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Another area in which those with chronic i l ln e s s  notice incongruity is  

the sa la ry  d i f f e r e n t ia l  between various health  care workers. In th e ir  view, 

c e r ta in  workers, such as medical s p e c ia l i s t s ,  are able to  command excessive 

s a la r ie s  in re la t io n  to  the benef it  they give p a t ie n ts .  Others, such as 

hosp ita l  nurses and paraprofessionals, are grossly  underpaid for the obvious 

e f f o r t  they expend on the p a t ie n t 's  behalf .

I a lso  think th a t  what i t  would take would be l ik e  health  care 
professionals  who were g e tt ing  a decent wage for perhaps working less  
hours, so th a t  th e y 'r e  not under a lo t  of s t r e s s .  So th a t  they could be 
on, and productive, when th ey 're  doing th e i r  work, because I think tha t  
people are only human, and working In bad working conditions a t  low wages 
for long hours is  ne t very good for health  care people. People then they 
get burned out, and they c a n ' t  give th e i r  bes t .

I t  seems tha t consumers in the health  care system support decent remuneration

as long as i t  demonstrably benefits  the health  of p a t ie n ts .  As one of the

s tu d y 's  informants points out, " I t  goes r ig h t  back to where our values as a

cu ltu re  l i e . "

In the current scho la rly  l i t e r a tu r e ,  there Is considerable evidence th a t

a s im ila r  argument is being posed by health  care analysts  and economists.

While the t r a d i t io n  in western countries has been to allow medicine

su b stan tia l  input into health  policy and resource a l lo c a t io n ,  i t  has been

argued th a t  there is  no basis  in biomedicine for considering the la rger soc ia l

benefit  of various health  care decis ions . Because biomedicine's ta rge t is

exclusively  the ind iv idua l, success is  measured in the context of individual

gains ra ther than any c o l le c t iv e  b e n e f i ts .  Further, i t  is  generally  understood

th a t  the consuming public demands th a t  th is  be the case. As Halpern, Fisk and

Sobel (1984) claim,

Health consumers view health  care p r in c ip a l ly  as a personal service 
provided by individual professionals  in one-on-one encounters with them 
as c l i e n t s .  They do not judge the e ffectiveness  of systems of de livery .
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They evaluate the individual q u a l i t ie s  and actions  of each professional 
provider whom they encounter (1984, pp. 268-269.

The accounts of the ch ron ica lly  i l l  p a t ien ts  and fam ilies in t h i s  study

suggest th a t ,  a t  le a s t  In the case of chronic i l ln e s s ,  health  care consumers

are capable of a s u rp r is in g ly  soph is tica ted  analys is  of the la rg e r  p ic tu re  in

health  care . In c o n tra s t ,  health  care planning has often  resembled c l in ic a l

decision-making more than i t  has so c ia l  analysis  (Drummond, 1987).

In te rp re ta t io n s  of the health  of s o c ie t ie s ,  by physicians as well as many

other health  care a n a ly s ts ,  have tended to r e f l e c t  the biomedical d e f in i t io n s .

"Conventional "health  in d ica to rs ,"  for example, measure not health  but the

number of physicians and h o sp ita l  beds per head of the population” (Sanders,

1985, pp. ix -x ) .

Complicating the matter is  a death-denying western cu ltu re  in which 

preservation  of human l i f e  is  the highest standard agains t which to  evaluate 

the co s t-b en e f l t  r a t io  of any medical in te rven tion . Whether or not the cost of 

any llfesav lng  measure Is ju s t i f i a b le  In terms of the health  of the socie ty  as 

a whole is  beyond the scope of biomedical theory. F a iling  to  recognize th a t  

l im ita t io n ,  proponents of biomedicine continue to bankrupt so c ie ty  to "save" 

individual l iv e s  without having to  account for the la rge r  des tru c tiv e  

implications th a t  such p o lic ie s  inev itab ly  c re a te .

Further, as Sanders (1985) explains, most of the world 's  population l iv e s  

in ru ra l  a reas ,  and most of the spending on medical care is  in urban a reas , 

where most doctors and other health  care workers re s id e .  However, three 

quarte rs  of deaths are due to  conditions th a t  can be prevented a t  low co s t ,  

while th ree  quarte rs  of the medical budget is  spent on cura tive  se rv ices , many 

of them a t  high cos t  (pp. 98-99). Indeed, m ald is tr ibu tion  is  reported to be a 

s ig n if ic a n t  problem in the health  care systems of a l l  c a p i t a l i s t  countries
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(Light, 1986; S ta r r ,  1981; waltzkin, 1983b). Thus, because they are seen as

the domain o£ other sec to rs ,  such esca la ting  so c ia l  problems as homelessness,

in fan t m orta li ty ,  drug addiction and a l ien a tio n  are  not figured into the

accounting of how health  resources ought to be d is t r ib u te d  within a soc ie ty .

As S ch ill ing  (1981) points  out, although the e th ic a l  dilemmas ra ised  by

acute i l ln e s s  have a t t ra c te d  more a t te n t io n ,  those inherent in chronic i l ln e s s

care are no le ss  important. Increasingly , chronic i l ln e s s  is  overrepresented

in two population groups with l i t t l e  p o l i t i c a l  c lo u t ,  the aged and the poor

(Funkhouser & Moser, 1990). Such trends w ill  increasingly  confront policy

makers with the necess ity  of facing d i f f i c u l t  questions about the m orality  of

allowing c o s t ly  health  care decisions to be made a t  individual levels  while

e n t i re  populations are su ffe r ing .

Most people accept the proposition th a t  i l ln e s s  caused by soc ia l  
conditions can and should be ind iv idually  solved by professional medical 
in terven tion  or individual preventive ac tion . Consequently any thoughts 
of a co lle c t iv e  a ssa u l t  on the roots of i l ln e s s  - -  which are soc ia l  — 
are undermined. This is  one of the Important ways in which the medical 
profession serves the In te re s ts  of those in power and strengthens the 
s ta tu s  quo (Sanders, 1985, p. 119).

Travis a t t r ib u te s  th is  commonly held assumption to biomedical Ideology. "The

medical model approach usually  t r i e s  to  make the symptoms go away, ra the r  than

deal d i r e c t ly  with the underlying problem" (1980, p. 342). However, as

Waltzkin points out, "Physical i l ln e s s  may demand techn ica l In tervention as

therapy, but so c ia l  problems require re s is tan ce ,  activ ism , and p o l i t i c a l

organizing" (1984, p. 376).

These questions of co s t-e f fec t lv en ess ,  evaluation and e th ic s  a l l  demand

some s o r t  of moral evaluation within socie ty  with regard to how i t  ought to

t r e a t  i t s  members. Is  professional autonomy worth the price of escalated

suffering?  What is  the soc ia l  value of any given human l i f e ?  How long can
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the In te re s ts  of individuals be protected if  the r ig h ts  of the co llec t iv e  are 

threatened? And who w ill  u ltim ate ly  decide? Such questions w ill  increasingly  

demand answers not only in theory but a lso  in so c ia l  policy .

Remuneration schemes are  another Important element in the soc ia l  policy 

of health care for chronic i l ln e s s .  Canadian ch ron ica lly  111 p a tien ts  and 

th e i r  families appreciate  th a t  they do have access to  some health  resources 

whose cost might be p roh ib i tive  in countries without an adequate health 

Insurance scheme. However, they a lso  have serious concerns about the 

Implications of health  serv ice  reimbursement under the ex is t in g  system. As has 

been mentioned previously, they believe tha t current fee-for service b i l l in g  

regulations often overload the<3ystem ra ther than control i t s  use e ffe c t iv e ly .

Further, they notice th a t  these same regulations seem to  bias decision

making toward obtaining the most expensive a l te rn a t iv e s ,  such as 

h o sp i ta l iza t io n ,  unnecessary diagnostic  procedures, and sp ec ia l ty  

consu lta tion . As an I l l u s t r a t io n ,  they point to the con tra s t  between the 

frequency with which physicians re fe r  them to p sy c h ia tr is ts  to  deal with th e i r  

emotional d i s t r e s s ,  and the Intense res is tance  of those same physicians to 

pa tien t support groups. From th e ir  point of view, the lack of f inancial 

incentives to provide p a tien ts  with the most economical and logica l service 

delivery  options c rea tes  a climate in which professionals  take l i t t l e  

re sp o n s ib il i ty  for th e i r  excesses. At the same time, spokespeople for the 

medical profession, in explanation of acce lera ting  health  care c o s ts ,  often 

blame pa tien ts  for overextending the system (Salmon, 1984).

The lay  and scho la r ly  analyses a lso  point out th a t  remuneration schemes 

and p ro f i t  motives Influence health  care s ig n if ic a n t ly ,  even in a highly 

regulated system. They suggest th a t  the myth of the a l t r u i s t i c  health  care
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professional ought to  be given proper b u r ia l ,  and the s e l f - i n t e r e s t  of the

professions openly challenged. As Sanders points out,

Doctors want-to market th e i r  commodity p ro f i tab ly .  Therefore, those in 
private  prac tice  in developed countries w ill  work predominantly in those 
lo c a l i t i e s  th a t  house the r ic h  and w ill perform th a t  s o r t  of care — 
mostly high-technology cure — th a t  can be e a s i ly  sold to buyers who can 
afford  i t  (1985, p. 120).

Swartz (1977) fu r ther notes t h a t ,  in systems with g rea ter  public regu la tion ,

those who benefit  the most are the professions, not the p a t ie n ts .  Thus, s e l f -

in te re s t  is  evident desp ite  the remuneration pa tte rn .

The arguments on how remuneration p o lic ie s  a c tu a l ly  Influence health care

are intense and heated in the scholarly  l i t e r a tu r e .  Because Canada and the

United States  hold s im ila r  e th ic s  of professional autonomy but d if f e re n t  ru les

with regard to  how serv ices  w ill  be remunerated, for example, the two are

often compared for in s igh ts  on how remuneration enacts socia l  policy

(Sullivan, 1990). Kaufmann (1987) charac terizes the e sse n t ia l  policy

d is t in c t io n  as one of defin ing health  care as a r ig h t  (Canada) or a commodity

(the U.S). However, In both nations, the t ra d i t io n a l  res is tance  of physicians

to nationalized health Insurance schemes has been Intense (Kaufmann, 1987). in

addition , both have been able to  maintain a remuneration s tru c tu re  th a t  r e l i e s

heavily upon fe e - fo r-se rv ice .

Although the medical profession ty p ica l ly  argues th a t  fee -fo r-se rv ice  is

an e sse n t ia l  req u is i te  for autonomous professional p rac t ice ,  there are many

who feel tha t  i t  e sp ec ia l ly  influences service delivery  and even c l in ic a l

decisions in chronic i l ln e s s  care , since the services needed by the

chronically  111 are notoriously  low on the remuneration sca le .  While the

tendency with fee -fo r-se rv ice  is  th a t  the most lucra tive  serv ices  become the
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most popular, pre-paid schemes can c reate  d i f f e r e n t  so r ts  of dilemmas for

chronic i l ln e s s  care according to  some th e o r is t s .  As Schleslnger w rites ,

Public policy in the United States Is often  based on a quest for soc ia l  
panaceas. Ve discover In s t i tu t io n a l  forms th a t  work well for sp ec if ic  
purposes and proceed to heap upon them a l l  the unresolved so c ia l  problems 
of the day. This c rea tes  something l ike  a Parkinson 's  law for 
in s t i tu t io n s  — add itiona l r e s p o n s ib i l i t ie s  are  added u n t i l  the 
organizational form r i s e s  to  a level of so c ia l  incompetence. This seems 
the case for prepaid plans under curren t public policy  <1986, p. 209).

By way of explanation, he points out th a t ,  instead of biasing c l in ic a l

decisions toward what is  most immediately lu c ra t iv e ,  such schemes tend to bias

decisions tovard what is  most cost e ffec t iv e  for the plan. In both cases,

then, the ch ron ica lly  i l l  may be the hardest h i t ,  since a c tu a l ly  quantifying

the co s t-e ffec t iv en ess  of preventative and health  promotion a c t i v i t i e s  in

chronic cate  is  o ften  impossible.

Thus, the ch ron ica lly  i l l  and the health  care analysts  agree th a t  how

professionals  are remunerated Influences the serv ice  th a t  they w ill  provide.

Because the requirements of the chronically  i l l  are often ra d ic a l ly  d i f f e re n t

than those with episodic i l ln e s s ,  however, i t  seems probable th a t  remuneration

schemes in chronic i l ln e s s  care ought not to  borrow models designed in

re la t io n  to  other types of health  care . Social policy in th is  regard,

th e re fo re ,  demands th a t  the specia l requirements of various forms of health

care be analyzed d i f f e r e n t ly ,  perhaps requiring a v a r ie ty  of remuneration

schemes within a s ing le  health  care system.

A re la ted  economic issue of grea t concern to chron ically  i l l  pa t ien ts  and

fam ilies  i s  the r e a l i t y  th a t  c e r ta in  sec tors  of soc ie ty  make a p ro f i t  from

health  care . While the p ro f i t  motive may be less  v is ib le  in a system which is

n a tio n a lly  insured, i t s  influence is  f e l t  nonetheless. Those l iv in g  with

chronic i l ln e s s  point to the pharmaceutical and medical supplies industr ies  as
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being d i r e c t ly  Invested In re ta in ing  a market £or th e i r  products ra the r than 

promoting wellbeing. As a population whose needs are often  ongoing, the 

ch ron ically  i l l  feel p a r t ic u la r ly  vulnerable to  such market manipulations in 

health  care.

In add ition  to  th e i r  chagrin about the p r o f i t  motive of health  

In d u s tr ie s ,  ch ron ica lly  i l l  p a t ien ts  and th e i r  fam ilies have grave concerns 

about the degree to  which health  care professionals  themselves stand to  p ro f i t  

from the various c l in ic a l  decisions they make. They recognize th a t  re la t io n s  

between these professions and the health  in d u s tr ie s  are  cozy, and suspect 

there are many in the health  care and the p riva te  sec to r  whose livelihood 

r e s ts  on th e i r  remaining i l l .  As Splcker (1988) points out, i t  is  d i f f i c u l t  

for the public  to  view physicians as "d is in te res ted  t ru s te e s"  in soc ia l  

planning ro les  i f  those same Individuals are stakeholders in the business of 

investing in the misfortune of o thers .

While the en trep reneu ria l  ro le  of physicians in Canada is  c le a r ly  more 

r e s t r ic te d  than i t  seems to be south of the border (Reiman, 1987), there is  no 

doubt th a t  f in an c ia l  Incentives within a l l  c a p i t a l i s t  so c ie t ie s  make the 

health  care industry  a lu c ra t iv e  investment. According to Vaitzkin (1983a), 

there is  no mechanism in c a p i t a l i s t  so c ie t ie s  to  prevent the ex p lo ita tio n  of 

I l ln ess  for p r iv a te  p r o f i t .  Further, there is  l i t t l e  p o s s ib i l i ty  of 

re s t ra in in g  the p riva te  sec to r  from influencing soc ia l  policy regarding health  

care If  there is  a p ro f i t  to  be had (Altman, 1986). Even more horrify ing  

perhaps, is  the knowledge th a t  there  are perhaps b e t te r  p ro f i t s  to  be made in 

manufacturing i l ln e s s  than in curing i t  (McKlnlay, 1981a). Thus, while 

p a tien ts  and th e i r  fam ilies may focus on sp ec if ic  Industr ies  as being
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p a r t ic u la r ly  invested in th e i r  i l l  hea lth , i t  seems th a t  the problem may in 

fac t be much more pervasive and insidious in our so c ie ty .

Consideration of the  arguments in favour of m ultisec to ra l  policy, 

accoun tab il i ty  for resource a l lo c a t io n ,  remuneration schemes appropriate  to 

chronic i l ln e s s  and r e s t r i c t io n s  on the p r o f i t  p o te n t ia l  r e f le c t s  the adamant 

position  of both consumers and health  care ana lys ts  th a t  the problems in 

health  care ought to  be considered within the la rge r context of general soc ia l  

policy. For those with chronic i l ln e s s ,  the resources necessary for health  

include those within the domains of many sec to rs ,  but con tro lled  by the 

d e f in i t io n a l  frameworks of a s ing le  o r ien ta t io n  to  health  and i l ln e s s .  Because 

policy  is  often enacted within and not between s ec to rs ,  coordinated chronic 

i l ln e s s  care is  next to  impossible. Thus, health  reform for chronic i l ln e s s  

c le a r ly  requires  s t ru c tu ra l  rev is ion  within governing bodies a t  both local and 

national levels  (Mlllo, 1988).

In western c a p i t a l i s t  s o c ie t ie s ,  health  care models based on competitive 

incentives are often considered e s se n t ia l  motivators in improving health  care 

(Ben-Sira, 1988; Rogers & Barnard, 1979). Analysts who re f ra in  from c r i t ic ism  

of the dominant mode of production are therefore  r e s t r i c te d  to health  care 

reform proposals th a t  consider ways of humanizing the ex is t ing  system by 

c rea ting  f inanc ia l  incentives for th e i r  proposed changes (de Vries, Berg & 

Lipkin, 1982). In c o n tra s t ,  as has been apparent in the discussion thus fa r ,  

many health  care analys ts  believe th a t  cap ita lism  I t s e l f  a c tu a l ly  poses one of 

the most serious th re a ts  to  health  care reform. As Swartz (1977) explains, no 

c a p i t a l i s t  soc ie ty  is capable of e f fec t in g  p o l ic ie s  which place co lle c t iv e  

consumption above personal consumption, or human development over economic 

development. The accounts of p a t ien ts  suggest th a t  such po lic ies  are Indeed
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what would be needed for e f fec t iv e  reform of health  care for chronic I l ln e s s ,  

However, the ex ten t to  which the expressed In te re s ts  of the public can 

influence health  policy  a t  the soc ia l  level in a c a p i t a l i s t  s ta t e  is 

questionable (Navarro, 1984).

Capitalism fu r ther produces Inherent res is tance  to  such policy reforms as 

equitable resource a l lo c a t io n ,  local community involvement, and the emphasis 

on preventative health  (Baer, Singer & Johnsen, 1986). Because of i t s  tendency 

to  reproduce s t ru c tu re s  of c lass  re la t io n s ,  capita lism  a lso  permits those 

invested in technological biomedical care systems to  maintain and enhance 

th e ir  grasp over policy  within the health care system. As Sanders (1985) adds, 

medicine's Investment in the developing world, for example, has served to  

reinforce p o l i t i c a l  and economic systems th a t  are  the d i re c t  cause of i l l  

hea lth . Thus, as many have argued, i t  seems l ik e ly  th a t  the concern for 

cap i ta l  accumulation, in combination with the p ro f i t  promotion of the medical 

industry , is  a t  the root of many of the problems in health  care today (McKee, 

1988).

Among c r i t i c a l  th e o r i s t s ,  there are many who see hope for the future in

so c ia liz ing  the health  care industry. As Waltzkln explains,

Cost containment w ill  remain l i t t l e  more than rh e to r ic  unless we begin to 
address the linkages between cost and p ro f i t .  An i n i t i a l  s tep  Involves 
support for p o lic ie s  th a t  c u r ta i l  private  p r o f i t .  Unlimited corporate 
Investment in medicine must en d . . .  Because th is  w ill  not happen 
v o lu n ta r i ly ,  compulsory r e s t r ic t io n  of p ro f i t  in health  care and eventual 
public ownership of medical Industries must occur, e spec ia lly  In 
pharmaceutical and medical equipment manufacturing... Socia lization  of 
medical production is  no more fancifu l than public ownership of 
u t i l i t i e s ,  t ranspo rta tion  f a c i l i t i e s ,  or schools (1983a, p. 678).

From his perspective, true  reform in health care is  impossible without a

revolution in the soc ia l  and p o l i t i c a l  system such as has been attempted in

Marxist s ta te s  (1983b). Pointing to the success of Cuba and other s o c ia l i s t
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countries in advancing preventative medicine, Vorsley (1982) explains th a t  

reform which does not change the monopoly of biomedicine, the professional 

autonomy of physicians, and the Involvements of corporate In te re s ts  w ill  have 

l i t t l e  e f fe c t  on the system overa ll .

By e levating  the discussion of health  care reform to  the level of massive 

so c ia l  and p o l i t i c a l  reform, the complexity of the problem in modern health  

care is  made evident. C learly , there are no obvious so lu tions . Even when the 

overa ll  goals are remarkably s im ila r ,  there is  extreme d iv e r s i ty  of opinion on 

how to  reach them (Mechanic, 1979a). In concert with the movement toward 

understanding health  reform as socia l  reform, however, there  are many whc 

locate  hope for the fu ture  in the c r i t i c a l  mass of people whose in te rp re ta t io n  

of health  care has extended far beyond s e l f - i n t e r e s t .  According to  many 

an a ly s ts ,  the existence of a s e lf -c a re  movement, a voluntary co llabora tive  

e f fo r t  between people who have recognized problems Inherent in the t ra d i t io n a l  

way of understanding health  care, may be the key to  forging s ig n if ic a n t  health  

reform in the future (Ferguson, 1980; Sanders, 1985). The ingredient 

underlying the success of th is  movement is  i t s  a b i l i t y  to  free health  care 

consumers from the bonds of in d iv idua lity ,  and to confront them with th e ir  

c o l le c t iv e  s treng th  (Labonte, 1987). C r i t ic a l  change agents within the health  

care sector of many western countries  are now beginning to develop 

increasingly  imaginative methods for drawing out th is  co llec t iv e  po ten tia l  

within local communities and foste ring  i t s  influence over public policy 

(Hancock, 1987).

Such a trend is  consis ten t with what the World Health Organization has 

advocated for global health  reform (Law & L ariv iere , 1988). As Milio (1988) 

points out, short of ra d ica l  socia l revolu tion , the use of broad public policy
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to  e f fe c t  major changes In health  care organization , de livery  and d e f in i t io n  

Is the only availab le  option. The concept of "healthy public policy" Is 

beginning to  appear in the l i t e r a tu r e  as an o r ien ta t io n  toward evaluating a l l  

so c ia l  policy on the basis  of i t s  e x p l ic i t  concern for health  and equ ity , as 

well as I t s  accoun tab il i ty  for health  Impact (O 'N eill, 1989/90).

In order to e f f e c t  change, however, th i s  new c r i t i c a l  mass movement w ill  

have to  overcome the in te rna lized  values of the m ajority  with regard to  the 

ro le  of biomedicine in health  care . Because a so c ia l  movement such as th i s  has 

l i t t l e  access to  the means by which such values are soc ia lized  and no capacity  

to  change the In s t i tu t io n a l  reward in f ra s tru c tu re s  (Turner, 1986),

Ideological 3 h lf ts  In health  care w ill obviously be painful and p ro trac ted .  

Because biomedical Ideology is  so ingrained In our western c u ltu re ,  a 

w illingness for intense c o l le c t iv e  in trospection  w ill  therefore  be 

Indispensable to the forces of change.

More o p tim is t ic a l ly ,  the growing s tren g th  of the health  care consumer 

movement and the increasingly  vocal c r i t ic i s m  by health  care planning analys ts  

may be In terpreted  as hopeful signs of a paradigm s h i f t  In progress. That 

chron ically  i l l  people d iscern  the same issues and log ica l flaws as do 

scho la rly  health  care analys ts  speaks to  the v a l id i ty  of th e i r  c o l le c t iv e  

in te rp re ta t io n s  of the nature of the health  care c r i s i s .  As MacGregor (1974) 

argued some time ago, the steps toward so lu tions  in health  care are contained 

within the Ingredients of western thought I t s e l f .  From his point of view, a 

new o rien ta tio n  to  thought could form the basis  of the eventual so lu t io n s .  He 

recognized a l i fe -cen te red  philosophy over the aggrandizement of the human 

species , co llec tiv ism  over individualism, naturalism  over ra tiona lism , meaning 

over materialism, and change over growth as e s se n t ia l  s h i f t s  In the way we
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view ourselves and our universe. As we know, such arguments have been put 

forward by many c r i t i c s  of western thinking, and have become comfortable ideas 

for an Increasing percentage of thoughtful westerners.

I t  seems th a t  h ea lth  care reform is  not a problem d i s t i n c t  from a l l  of 

the others th a t  c u rre n t ly  face us as we look toward the end of a century of 

unprecedented "progress ."  Perhaps, as health  care an a ly s ts ,  environm entalists, 

human r ig h ts  a c t i v i s t s  and a l l  manner of d i s s a t i s f i e d  people learn to 

appreciate  the  commonalities within th e i r  s trugg les ,  a meaningful socia l 

change can be envisioned. As we s t r iv e  to ask questions outside of our own 

universe of concern, as we look to  the leadership of so c ia l  c r i t i c s  of a l l  

o r ie n ta t io n s ,  and as we learn  to  respect the value of the s trugg le  i t s e l f ,  

perhaps we can begin to  make the necessary cognitive links  to  see ourselves as 

p a r t  of a global community in evolu tion .

The s to r ie s  of the ch ron ica lly  i l l  have enlightened us about what I t  

means to have ongoing i l ln e s s  in our soc ie ty . They have h o rr i f ie d  us with the 

d i s t r e s s  th a t  a troubled health  care system can i n f l i c t  on such a vulnerable 

segment of the  population. Hopefully, they have a lso  convinced us tha t  

something Is t e r r i b l y  wrong In health  care, and th a t  ra d ica l  reform is  the 

only so lu t io n .  As we go about deciding the form and the process of th is  

reform, perhaps we ought to  take counsel from the wisdom of these genuine 

experts in chronic i l ln e s s .  They have faced the demon, struggled to understand 

i t ,  and have found c rea tiv e  and rad ica l  ways to  propagate meaningful l i f e  in 

I t s  path. The voyage th a t  the ch ron ically  111 make through the troubled waters 

of health  care may not be shared by a l l  of us. Ve a l l ,  however, have an 

enormous s take In ensuring the safe passage of the ch ron ica lly  111 to some as 

yet unseen d e s t in a t io n .
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APPENDIX 1

LITERATURE REVIEW: CHRONIC ILLNESS EXPERIENCE

The phenomenon of chronic I l ln e s s  has always a t t ra c te d  l i t e r a r y  and 

scho la rly  d e l ib e ra t io n .  Why some people become i l l  and others d o n 't ,  why 

people behave the way they do when i l l ,  and what i l ln e s s  means e x is t e n t la l ly  

are questions th a t  have a t t ra c te d  the a t ten t io n  of poets and philosophers as 

much as they have s c ie n t i s t s  and hea le rs .  This review w ill  summarize some of 

the current thought about the nature and meaning of chronic i l ln e s s .  I t  w ill 

draw prim arily  from the work of epidem iologists, so c io lo g is ts ,  

an th ropolog is ts , psychologists and health  care s c ie n t i s t s ,  a l l  of whom have 

examined the phenomenon from the vantage point of th e i r  own p a rt icu la r  

in te r e s t  or expertise  in explaining the unexplainable. The general 

organization of th is  review w ill move from the most objective  to the most 

sub jec tive , beginning with re levant s t a t i s t i c a l  and demographic information, 

moving on to a n a ly t ic  th eo r ie s ,  and concluding with the more in te rp re tive  and 

e x p e r ien tia l  perspectives on what i t  is  to have chronic i l ln e s s .

The Epidemiological Picture

Despite the cherished myth in our socie ty  th a t  chronic d iseases are not 

t e r r ib ly  serious (or are a t  le a s t  not l i f e - th re a te n in g ) ,  most of us will 

eventually  die because of one (Burish & Bradley, 1983). Of the ten leading 

causes of death in the United S ta te s ,  e ight have been described as chronic 

diseases (p. 3). While "chronic disease" is  not a d iagnostic  e n t i ty  unto 

I t s e l f ,  but ra the r an umbrella term encompassing many long-las ting  conditions, 

the impairment th a t  ensues from a wide number of d iseases is  generally  

re fe rred  to as "chronic i l ln e s s"  (Hanson, 1988).
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The epidemiological picture o£ chronic illness is extraordinarily 

d i f f i c u l t  to  portray with any accuracy. Mo regulations govern formal reporting 

of most chronic conditions; the e tio logy of many such conditions is 

m ultifac to ra l  (in the absence of known e t io lo g ica l  agents, diagnostic  te s t in g  

is u n re liab le ) ;  there is  a long la te n t  period and an indefin ite  onset for many 

such d iseases , making precise information about new cases Impossible to 

obtain; there are many known d i f f e r e n t ia l  e f fec ts  of various factors ( e .g . ,  

poverty) on the incidence and course of d isease; and, since the cause of death 

is often a re la ted  e f fe c t ,  d isease -sp ec if ic  m ortality  ra tes  are impossible to 

tease out (Anderson & Bauwens, 1981; Wood, 1989). Thus, a number of fac tors  

re la t in g  to the way th a t  i l lnesses  are categorized as chronic or acute, the 

formal diagnosis of such i l ln e s se s ,  and the measurement of the Impact of 

i l ln e s s  on such measures as m ortality  ra te s  make i t  d i f f i c u l t  to determine 

with any precision who does or does not experience a chronic i l ln e ss  a t  any 

given point in time (Schach, 1988).

Despite such problems, a l l  estimates suggest th a t  chronic i l ln e s s  is ,  

without doubt, the most serious health problem of the l a t t e r  half of th is  

century (Myers, 1988). For example, a survey conducted by the U.S. Public 

Health Service in the la te  1960s produced the estimate tha t  f i f t y  percent of 

the c iv i l ia n  population ( i . e . ,  excluding residents  of in s t i tu t io n s )  had one or 

more chronic conditions during the two-year survey period (Strauss, Corbin, 

Fagerhaugh, Glaser, Haines, Suczek & Weiner, 1984). While the majority of such 

conditions are undoubtedly minor, in the sense th a t  they crea te  minimal 

d isruption  or discomfort, data on persons with lim ita tions  in a major a c t iv i ty  

as a re su l t  of chronic i l ln e s s  suggest th a t  a s izeable proportion of the 

population is  profoundly affected by chronic disease (see Table 1).
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Table 1: Persons with Limitations in a Major A ctiv ity :

Under 17 years 2.0%
17 to 44 years 5.4%
45 to  64 years 19.1%
65 years and over 39.2%
All Ages 10.9%

1981 National Health Interview Survey Published by National
Center for Health S ta t i s t i c s  (Source: Strauss e t  a l . .  1984. d . 4)

An add itiona l conclusion the  s t a t i s t i c i a n s  in th i s  study reached was th a t  

Income level was a c r i t i c a l  va riab le .  In th is  case, the lim ita tio n  ra te  for 

a l l  ages ranged from 10.4% in the upper Income bracket to  26.6% in the lower 

(p .5). Thus, the data beg in te rp re ta t io n  from a soc ia l  as much as from a 

biomedical perspective.

More recent methodological refinements suggest th a t  such estimates may in 

fact be low. Newacheck, Halfon & Bedetti (1986), reporting on a range of 

surveys having to do with the health  of ch ild ren , noted th a t  50% of the 

a c t iv i ty  Limitations in ch ildren  are from chronic conditions. They further 

estimated th a t  about 3.8% of children were a f f l i c te d  with an a c t iv i ty - l im i t in g  

chronic d isease . Analysis of the most recent U.S. s t a t i s t i c s  reveals tha t 

the proportion of persons with an a c t iv i ty  l im ita t io n  from the selected 

chronic conditions surveyed was over 30% (U.S. Bureau of the Census, 1989, p. 

115). While d iscrepancies are obviously a product of various reporting methods 

and inclusion c r i t e r i a ,  the point is  well made th a t  chronic I l ln ess  is 

epidemic.

Lohr, Kamberg, Keeler, Goldberg, Calabro and Brook (1987) used c l in ic a l  

and survey data obtained on the decade-long Rand Health Insurance Experiment
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(a randomized con tro lled  t r i a l  o£ a l te rn a t iv e  e f fe c ts  of financing health 

serv ices) to  estimate the ac tua l prevalence of se lec ted  chronic d iseases , 

including those th a t  had not been formally diagnosed. They concluded tha t 

about 30% of the population su ffe rs  from one of ten conditions (anemia, 

angina, chronic obstruc tive  airway d isease , congestive heart f a i lu re ,  d iabetes  

m elli tu s ,  hypertension, hypercholesterolemia, jo in t  d iso rders ,  peptic  u lcer 

d isease , and thyroid d isease) and th a t  about 16% have two or more of these (p. 

91). In th e i r  opinion, d isease  impact from most these conditions is  generally  

mild, with low ra te s  of physician care or serious discom fort, but the 

prevalence ra te s  for chronic disease is  probably far g rea te r  than most 

o f f ic ia l  reports  would ind ica te .

Last (1987) reported the sp ec if ic  chronic conditions most c lose ly  

corre la ted  with a c t i v i ty  l im ita t io n s .  The following l i s t ,  rank ordered 

according to the percentage of the population so a ffec ted ,  was the r e s u l t  of a 

1979-1981 study, a lso  in the United States  (see Table 2).

Table 2: Percent of Population Limited in A ctiv ity  Due to  
Ten Most Limiting Chronic Conditions

1 Chronic S in u s i t is 13.8%
2 A rth r i t i s 12.3%
3 Hypertension 11.3%
4 Deformities/Orthopedic Impairments 8.4%
5 Hearing Impairments 8 . 0%
6 Hay Fever 7.7%
7 Heart Disease 7.6%
8 Hemorrhoids 4.0%
9 Visual Impairments 3.9%
10 Dermatitis 3.7%

(Source: Last. 1978. p. 249)
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Thus, while heart d isease , cancer and cerebrovascular diseases represent the 

chronic conditions roost l ik e ly  to prove f a ta l  (Burish & Bradley, 1983; Hanson, 

1988), a host of le ss  c l in ic a l l y  t h r i l l i n g  diseases have a tremendous 

influence on the q u a l i ty  of people 's  everyday l iv e s .  As a global ind ica tion , 

World Health Organization reports  estimate th a t  one-tenth of the world's 

population su ffe rs  the burden of some so rt  of d i s a b i l i ty  (Wood, 1989).

A number of trends in modern l iv in g  are cred ited  with the increasing 

prevalence of c e r ta in  chronic conditions in urban in d u s tr ia l iz ed  nations. In 

th is  regard, Last (1987) c i t e s  the aging of the population, the impact of 

automobiles, major l i f e s ty l e  changes (espec ia lly  tobacco use and physical 

in a c t iv i ty ) ,  and c e r ta in  so c ia l  and behavioral pa tte rns  (in p a r t ic u la r ,  the 

use of aggression to  solve human problems) as important con tributors  to  the 

esca la ting  r a te  and changing pa tte rns  of chronic i l ln e s s  in our soc ie ty  (pp. 

253-4). Hanson (1987) noted th a t  control of many Infectious and p a ra s i t ic  

d iseases through immunization and san i ta t io n  has increased the prevalence 

ra te s  for the more chronic d iseases a t  younger ages as well as enlarging the 

population of e ld e r ly  most prone to such conditions. In his analysis  of the 

projected trends over the next quarter century, using National Center for 

Health S t a t i s t i c s ,  Jekel (1987) noted th a t  the proportion of th a t  growing 

population over 65 which has a c t iv i ty  l im ita tio n s  due to  chronic diseases w ill 

Increase from 35% to  40% (p. 439).

Thus, epidemiological data provides us with evidence th a t  chronic disease 

is widespread and th a t ,  for a s izeable  proportion of the population, q u a li ty  

of l i f e  is  compromised. While incidence and prevalence ra te s  provide some 

d ire c t io n ,  very l i t t l e  is  known about the epidemiology of the course of 

d isease . Kasl (1983), in a major review of what has been attempted thus fa r ,
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concluded that the current picture remains fragmentary. Because so many 

variab les  confound the r e s u l t s  of most of what is  published, i t  is  c lea r  th a t  

e x is t in g  methodologies are  as yet inadequate to the task to  quantifying 

d isea se -sp e c if ic  health  s ta tu s ,  s e v e r i ty  of i l ln e s s  and co-morbidity. As Kasl 

remarked, "The grea t need is  to develop a b e t te r  appreciation  of individual 

d ifferences  in c ru c ia l  c h a ra c te r is t ic s  of pa tien ts  and to  develop in te rac t iv e  

ra the r  than un ivaria te  formulations" (p. 700).

In sp i te  of the epidemiological d i f f i c u l t i e s  th a t  chronic disease 

ana lys is  poses, c e r ta in  conclusions are  Inescapable: chronic i l ln e s s  is  

widespread, i t  a f fe c t s  more of us a l l  the time, i t  invariab ly  favors the most 

vulnerable segments of soc ie ty  (the old and the poor), and i t  represen ts  a 

ser ious  detriment to  q u a l i ty  of l i f e .

S o c i a l - I n t e r a c t i o n  Approaches

The socia l analys is  of chronic i l ln e s s  experience has been strongly  

Influenced by a number of Important t ra d i t io n s  in the in te rp re ta t io n  of the 

ro le s ,  behaviors and b e l ie f s  inherent in health and i l ln e s s  in general. While 

much of th is  analysis  derives from the more general questions of sociology, 

and medical sociology in p a r t ic u la r ,  the influence of anthropology and soc ia l  

psychology have been co n s is te n t ly  f e l t  in th is  t r a d i t io n .  For the purposes of 

th i s  review, d iscussion of the s o c ia l- in te ra c t lo n  in te rp re ta t io n s  w ill  be 

categorized according to four of the most important th eo re t ic a l  o r ien ta tio n s :  

s ick  ro le  theory, i l ln e s s  behavior theory, the health  b e lie fs  model, and the 

explanatory model approach.

According to  Herzllch and P le r r e t  (1985), sickness and patlenthood are 

markedly so c ia l  constructions  the h is to ry  of which helps us gauge the 

r e l a t i v i t y  of our own conceptions. They have argued th a t ,  in previous
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cen tu ries ,  the widespread suffering  inherent in epidemics shaped de f in i t io n s  

of "sickness" In moral and e x is te n t ia l  terms. Several conditions were 

necessary for the development for our more modern in te rp re ta t io n  of sickness. 

Sickness had to cease being a mass phenomenon, medicine had to  develop 

s u f f ic ie n t ly  efficacious  treatments to  ju s t i fy  taking the sick out of 

re lig ious  in s t i tu t io n s ,  and, through soc ia l  le g is la t io n ,  the notions of health 

and i l ln e s s  had to be linked with productiv ity  and labor.

Our modern understanding of the a l te red  re la tionsh ip  of a sick person to 

socie ty  has been dominated for several decades by the seminal work of Talcott 

Parsons (Alexander, 1982; Levine & Kozloff, 1978). A fu n c t io n a l is t ,  Parsons 

(1951a; 1951b; 1979) in te rpre ted  sick role as constructed of a se t  of four 

mutually agreeable obligations and p riv i leg es : 1 ) exemption from soc ia l  

re sp o n s ib i l i ty ;  2 ) va lida tion  of in a b i l i ty  to  achieve wellness simply by 

decision or w ill ;  3) the obligation  to  seek wellness; and 4) the 

re sp o n s ib il i ty  to  seek and to cooperate with techn ica lly  competent ass is tance  

(Lambert & Lambert, 1985; Melels, 1988). According to Parsons' formulation, 

the ro les  of pa tien t and physician were complementary, and the ra ther  parent- 

child  nature of the re la tionsh ip  was considered ideal (Lubkin, 1986). Further, 

th is  role re la tionsh ip  was desc rip tive  of a temporary imbalance, both in the 

power d i f f e r e n t ia l  and in the emotional regression of the p a tien t  (Lldz,

Meisel & Munetz, 1985). The simple logic of th is  analysis conferred i t  

considerable au thority  during a ra ther In f lu en tia l  period in the evolution of 

modern medical p rac tice  (Cockerham, 1986b).

More recently , Parsons' sick ro le  theory has been the subject of 

considerable and harsh c r i t ic ism  (Levine & Kozloff, 1978). One of the major 

issues of contention is tha t i t  is  generally  inapplicable to chronic i l ln e ss
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(Meleis, 1988). As Alexander (1985) rep o r ts ,  the chron ically  i l l  are not 

absolved of other ro le  r e s p o n s ib i l i t ie s  in our soc ie ty . However, they are 

often  held responsible for th e i r  i l ln e s s  and expected to maintain a constant 

s t r iv in g  to  vacate the sick ro le .  Toward th i s  purpose, they are expected to 

seek and to cooperate with expert a ss is tan ce ,  even though they must accept 

re sp o n s ib i l i ty  for the vast majority of th e i r  own health  care (p. 365). Some 

of the c r i t i c s  have offered enlargements to account for the d i f f e r e n t ia l  

ob ligations and expectations when the i l ln e s s  is  ongoing. Examples Include 

a r t ic u la t io n  of an "impaired ro le"  as the a l te rn a t iv e  availab le  to those 

chron ically  i l l  persons whose condition was not deemed serious (Lubkin, 1986) 

and an " a t - r is k  role" for those whose condition requires  them to be v ig i la n t  

about po ten tia l  th re a ts  to health  maintenance (Melels, 1988).

In defence of Parsons, i t  should be remembered th a t  he studied the 

sp ec if ic  subsystem of medical prac tice  as a microcosm of the la rger socia l 

system, hoping to address much broader questions of soc ia l  control and 

deviance from th is  perspective (Levine & Kozloff, 1978). Further, his 

a r t ic u la t io n  of the sick  role as "ideal" did not imply conviction th a t  the 

obligations of normal so c ia l  l i f e  should be l i f t e d  for a l l  who su ffe r  a health  

problem, ra ther th a t  the exemption, when app licab le , was a highly functional 

one within the larger system. In fac t ,  as Levine and Kozloff have char itab ly  

noted, many of his  c r i t i c s  may not have read him c a re fu l ly  on th is  point ( p , . 

317).

Among the many developments building upon Parsons' work have been 

advances in a r t ic u la t in g  an in te ra c t lo n is t  sick ro le .  Meleis (1988) has 

explained th a t  th is  approach attempts to  account for the complex, dynamic, 

multidimensional and continuous processes of ro le learning, role acq u is i t io n ,
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and ro le  relinquishment (p. 367). In her view, such an approach is useful in 

explaining the d iv e rs i ty  of chronic i l ln e s s  experience in terms of ro les  tha t  

are  not simply assumed in to ta l  but may be v ar ious ly  in teg ra ted , 

compartmentalized or discarded according to  the syn thesis  of individual 

s i tu a t io n a l  and contextual conditions. Thus, she suggests th a t  e s se n t ia l  

components for describ ing , explaining or p red ic ting  such sick ro les  might 

include:

1. Expectations of s e l f  in health  and i l ln e s s ,
2. Meaning ascribed to s i tu a t io n  by s e l f  and o the rs ,
3. S ign if ican t other ro les  enacted in re la t io n s h ip  to  s e l f - r o le s ,
4. Expectations of s ick ro le  by others In the health  care s i tu a t io n ,
5. Congruency or incongruency between s e l f  and o the rs ' expectations and

meaning,
6 . Pa tte rns  of communication regarding expectations and meaning attached

to them, and
7. Behaviors and expressed fee lings  of s e l f  and others in h e a l th - i l ln e ss

s i tu a t io n s  (and unexpressed fee lings  to  the ex ten t th a t  they can
be accura te ly  in ferred ) (pp. 368-369).

Such v a ria tio n s  on a fixed and s t a t i c  so c ia l  ro le  are of In te re s t  to a 

number of th e o r is t s  whose work is  generally  concerned with what is  termed 

" I l ln e s s  behavior." The concept of i l ln e s s  behavior derives from the 

re a l iz a t io n  th a t  people do not uniformly conclude th a t  they are  i l l  on the 

basis of s im ila r  symptoms, i n i t i a t e  help-seeking for s im ila r  reasons, or even 

come to  s im ila r  conclusions as to  whether or not they require  medical 

treatment (Morgan, Calnan & Manning, 1985, p. 76). As soc ia l  and 

epidemiological s tud ies  began to  show th a t  experienced i l ln e s s  was ac tu a lly  

far in excess of what came to o f f i c i a l  a t te n t io n ,  medical so c io lo g is ts  s ta r ted  

to  pay c loser  a t te n t io n  to  the c r i t e r i a  which influenced the decision  to  seek 

help (Zola, 1973). Such s tud ies  made i t  c lea r  th a t  non-medical factors  were 

highly in f lu e n t ia l  in such decis ions .
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Mechanic is  one of the most pro lific  authors in the study of i l ln e s s  

behaviors. Although he was forced to abandon his e a r ly  attempts to develop a 

model which would account for the re la t io n sh ip  between a l l  re levant v a r iab les ,  

Mechanic a r t ic u la te d  a convincing p o r t r a i t  of many such fac to rs ,  including 

v i s i b i l i t y  or perceptual sa lience  of the symptoms; perceived seriousness of 

the symptoms; ex ten t to which they d is rup t a c t i v i t i e s ;  frequency and 

pers is tence  of symptoms; to lerance threshold; availab le  information and 

c u l tu ra l  assumptions; perceptual needs; needs competing with I l ln ess  

responses; competing possible in te rp re ta t io n s  of symptoms; and a v a i l a b i l i ty  of 

treatment resources (Morgan e t  a l . ,  1985, pp. 79-80).

This ea r ly  work inspired a large volume of s tud ies  into aspects of 

chronic I l ln ess  behavior by Mechanic and many others (Mechanic, 1982; 1983). 

For example, Nerenz and Leventhal (1983) r e l ie d  upon i t  to  develop a model of 

s e lf - re g u la t io n  to  explain the adaptation process in chronic i l ln e s s .

According to th e i r  model, i l l  people construct both concrete and ab s trac t  

rep resen ta tions  which guide th e ir  coping responses. In the context of the 

chronic i l ln e s s ,  such representa tions  include cognitions with regard to the 

linkage between the s e l f  and the i l ln e s s - reg u la to ry  mechanisms. Thus, 

organization of the s e l f  is  c r i t i c a l  in determining the various coping 

options, from in teg ra ting  the i l ln e s s  into the s e l f  to viewing the i l ln e s s  as 

a l ien  to  the s e l f .

As a ra th e r  open and generic concept, the i l ln e s s  behavior model provided 

a framework for a great deal of exploration into sp ec if ic  diseases and soc ia l  

behaviors (Alonzo, 1984), as well as a host of other determinants of responses 

(Frankel & N utta l,  1984). Through th is  Investiga tive  process, i l ln e s s  behavior 

came to  be generally  understood as the complex in te rac t io n  between ce r ta in
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fea tu res  of bodily dysfunction, sociocu ltu ra l and psychological o r ien ta tion , 

and the demands of the Immediate socia l context (Mechanic, 1986b; 1989).

The I l ln e s s  behavior approach was a lso  Instrumental In generating 

c r i t i c a l  analysis  of the larger context of health  care. For example, Leventhal 

and colleagues examined the information-processing mechanisms Inherent in 

symptom appra isa l In order to analyze c r i t i c a l l y  the epidemiological data from 

which policy formation and health  planning derive. Since what gets recorded is 

inev itab ly  an outcome of c e r ta in  psychological processes, they argued tha t 

much of our supposedly objective data is  dangerously skewed by lay and 

professional in te rp re ta t io n  biases (Leventhal, Nerenz & S traus, 1982).

Among the most popular offspring of the work on i l ln e s s  behaviors was a 

model which applied psychological learning theory to  the question of help- 

seeking in preventative services (Morgan e t  a l . ,  1985). The Health Belief 

Model, o r ig in a l ly  formulated by Rosenstock (1966), and la te r  developed by 

Becker and colleagues (Becker, 1974; 1976; Becker, Drachman, & Kirscht, 1972; 

Becker, Haefner, Kasl, Kirscht, Malman & Rosenstock 1977; Becker & Malman 

1975), linked motivation, values and cognitions to create  a theory explaining 

appropriate  and Inappropriate h ea lth -re la ted  behavior. The o rig ina l model 

consisted  of five major variab les  considered important in explaining and 

predic ting  such behavior: perceived s u s c e p t ib i l i ty  or v u ln e rab il i ty ;  perceived 

seriousness or s ev e r i ty ;  perceived effectiveness  or benefits  of treatment; 

perceived r e la t iv e  absence of b a rr ie rs  or impediments to taking action ; and 

perceived cues to  action  (Marston-Scott, 1988). More recent versions of the 

model have expanded to  specify  94 add itional variab les  (Becker & Maiman,

1983).
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Since compliance with treatment regimes was id en tif ied  as a major 

f ru s tra t io n  for p rac ti t io n e rs  and planners a l ik e ,  such a theory offered 

tremendous p o ten tia l  for iden tify ing  and intervening upon problematic b e l ie f s  

(Morgan e t  a l . ,  1985). Because of the extensiveness of i t s  development and 

i t s  u t i l i t y  in pred ic ting  h ea lth -re la ted  behaviors, the Health Belief Model 

has received wide acceptance in the health  sciences. I t  has created a 

heightened awareness of the need for caregiver s e n s i t iv i ty  to  p a tien t b e l ie fs  

and perceptions in a l l  aspects of c l in ic a l  p rac tice  (Mikhail, 1981). in the 

p a r t ic u la r  Instance of chronic i l ln e s s ,  i t  has brought to  l ig h t  the 

ineffec tiveness of t r a d i t io n a l  fear-con tro l ta c t ic s  in Influencing p a tien t 

compliance (Marston-Scott, 1988, p. 382). However, according to  Gallagher

(1988), i t  should be noted th a t ,  "despite the s ingular accomplishments of the

health  behavior research t r a d i t io n ,  i t  has been re lu c tan t  to  examine behavior 

In the context of the management of i l ln e s s"  (p. 397).

While much of the work described to  th is  point has re l ie d  upon 

sociological and epidemiological research methods, the concepts of i l ln e s s  

behaviors and health  b e l ie fs  have a lso  a t t ra c te d  considerable anthropological 

a t te n t io n .  Because i t s  fLeld methods were well su ited  to  gathering and

in te rp re ting  data with regard to  such problematic questions as the use of non-

medical p ra c t i t io n e rs ,  se lf - tre a tm en t ,  and subjective  lay app ra isa l ,  medical 

anthropology offered an a l te rn a t iv e  o r ien ta tio n  to  the question of why people 

behave the way they do when i l l  (Demers, Altamore, Mustin, Kleinman &

Leonard!, 1980). Further, i t s  conceptualization of cu ltu re  offered a means by 

which to In te rp re t  large numbers of d isc re te  socia l  and psychological 

variab les  within the context of a la rger whole (F itzp a tr ick ,  1984a).

445

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Fabrega (1974) c r i t i c i z e d  much o£ the ex is t ing  work on i l ln e s s  behaviors 

for i t s  over-re liance on biomedical d e f in i t io n s  of disease and treatment. 

Because he viewed i l ln e s s  as a cu l tu ra l  construct, he was able to depart from 

the e a r l i e r  th e o r is ts  and propose a model of i l ln e s s  behavior th a t  was 

c u l tu ra l ly  r e la t iv e .  His "decision th eo re t ic  model of i l ln e s s"  organized the 

person into four systems: b io log ica l ,  so c ia l ,  phenomenological, and memory. In 

his view, the curren t s ta te s  of each system were c r i t i c a l  to the in d iv id u a l 's  

progress through nine stages of an i l ln e s s  occurrence. The process (including 

stages such as recognizing and labe ll ing  the i l ln e s s ,  d lsvaluing i t ,  

generating treatment plans and computing treatment costs)  was understood to  be 

common to a l l  c u l tu re s ,  while the actual content of each decision was cu ltu re  

sp ec if ic .

As anthropologists  documented much of th is  content and process for a 

number of c u l tu re s ,  evidence of the range and v a r ie ty  of i l ln e s s  behaviors and 

health  b e l ie fs  began to  accumulate (Lewis, 1982; Demers e t  a l . ,  1980; Rolland, 

1988; Tripp-Reimer & Lauer, 1987). Formal analysis  of ethnographic data was 

gradually overshadowed by the In te rp re tive  approach of a group of 

anthropologists  who came to be id en tif ied  with the "explanatory model of 

i l ln e s s  approach" (Young, 1982). According to th i s  approach, i l ln e s s  can be 

understood only in re la t io n  to  the semantic network of words, fee lings , 

s i tu a t io n s  and symptoms th a t  give i t  meaning for the su f fe re r .  Each cu ltu re  

organizes i t s  ideas about i l ln e s s  according to c e r ta in  core symbolic elements. 

Like Fabrega, the explanatory model th e o r is ts  departed from tra d i t io n a l  

biomedical d e f in i t io n s  by conceptualizing the Important d is t in c t io n  between 

disease (abnormalities in the s truc tu re  and function of organs e tc . )  and 

I l lness  (the e x p er ien tia l  component of c e r ta in  s o c ia l ly  dlsvalued s ta te s
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including, but not limited to , disease) (Kleinman, Bisenbetg h Good, 1978), 

Arthur Kleinman, perhaps the most in f lu e n t ia l  of th i s  group of c l in ic a l  

an th ropo log is ts ,  linked the semantic networks people bring to  th e i r  i l ln e s s  

with th e i r  systems of medical knowledge. The explanatory model which emerges 

is a s e t  of b e l ie f s  containing any or a l l  of f ive  issues: e tio logy , onset of 

symptoms, pathophysiology, course of sickness, and treatment (Young, 1982,

p .266).

While the explanatory model approach to  In te rp re t in g  i l ln e s s  has proved 

highly applicable  to  c l in ic a l  p rac tice  and has been widely adopted (Kleinman, 

1980; Kleinman e t  a l . ,  1978), i t  too has a t t r a c te d  a body of serious 

c r i t ic ism .  One such c r i t ic i s m  is th a t ,  in i t s  attempt to  organize the complex, 

dynamic and often ambiguous inner logic  of an ind iv idua l, i t  encourages the 

most s u p e r f ic ia l  in te rp re ta t io n s  of meaning (Young, 1982). Another, perhaps 

more ser ious , c r i t ic i s m  is  th a t  i t s  p rac t ic a l  In te re s t  l i e s  in the 

augmentation of medical e f f ic acy  by affording the p ra c t i t io n e r  a powerful 

point of en try  into the p a t i e n t 's  psyche (Taussig, 1980). According to Young 

(1982), while i t  claims to give the p a t ie n t 's  d e f in i t io n  a priv ileged place in 

medical dialogue, " i t s  rea l  e f fe c t  is  to  reduce the so c ia l  re la t io n s  of 

sickness to  a discourse on I l ln ess  and adaptation" (p. 276).

Sick ro le  theory, i l ln e s s  behavior theory, the health  b e lie fs  model, and 

the explanatory model approach each represent a d i s t i n c t  in te rp re ta t io n  of the 

so c ia l  In te rac tio n  of i l ln e s s  experience. Although none is  sp ec if ic  to  chronic 

conditions, they are a l l  well represented in the l i t e r a tu r e  conceptualizing 

chronic i l ln e s s  experience. Each contains a c e r ta in  in tu i t iv e  logic for 

explaining some aspects  of why people experience what they do, but, as yet, 

none has captured the market on such explanations.
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Psychosocial Interpretations

Another co llec tion  of in te rp re ta t io n s  of the meaning of chronic i l ln e s s  

can be loosely In terpreted  as psychosocial in scope. In the context of th is  

d iscussion, theories  and approaches a t  the more micro or individual level w ill 

be considered. In general, such approaches derive from psychological theory 

and r e f le c t  considerable app lica tion  within the health  sciences. However, the 

influence of c e r ta in  so c io lo g is ts  upon th is  t ra d i t io n  has a lso  been 

considerable.

I t  is  well recognized th a t  chronic i l ln e s se s  tend to  influence the 

so c ia l ,  psychological, physical and economic aspects of a person 's  l i f e .  Such 

i l ln e s se s  tend to  be long-term, uncertain  in course, and expensive. They are 

d isproportionate ly  in trusive  on the l ives  of those who experience them, and 

th e i r  management often requ ires  a wide v a r ie ty  of a n c i l la ry  serv ices  (Strauss 

e t  a l . ,  1984). Changes re su lt in g  from a chronic i l ln e s s  tend to be c y c l ica l ,  

with changes in one component compounding changes in another. Some of the more 

inevitable  problems include In tra fam ll ia l  s t r e s s e s ,  soc ia l  Iso la t io n ,  

f ru s tr a t io n s  with Independence, enforced self-image In su l ts ,  and economic 

pressures (Curtin & Lubkln, 1986). The chron ica lly  i l l  individual and his or 

her family may well find these i l ln e s s - re la te d  changes to  be far more 

problematic than the d isease I t s e l f  (Armstrong, N., 1987; Shekleton, 1987).

The processes by which they ad just to  these changes and the degree of success 

they have in accommodating to  them are the concern of the th e o r is ts  in th is  

sec tion  of the discussion. In the absence of a more obvious conceptual 

grouping, the l i t e r a tu r e  in th is  area w ill  be organized according to the 

cen tra l  issues addressed: adaptation, coping and i l ln e s s  t r a je c to ry .  While 

there is considerable overlap between each of these concepts, discussing them
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In this way may provide a means by which to focus upon some of the 

d is t in c t io n s .

The concept of adaptation implies a balance between the demands and 

expectations of a given s i tu a t io n  and the capac itie s  of an individual to 

respond to those demands (Diamond, 1983, p. 637). A substan tia l  body of 

l i t e r a tu r e  is devoted to so rting  out why some pa tien ts  and families seem to 

accomplish th is  successfu lly  and why others d o n 't .  The orthodox approach to 

th is  question has been to  quantify adaptation and attempt to co rre la te  I t  with 

mental a t t r ib u te s  in the p a tien t or with somatic properties  in the disease 

(Shonz, 1984). More recen tly , the trend has been to emphasize the physical and 

soc ia l  environments as c r i t i c a l  fac to rs  shaping such adaptation. A review of 

selec ted  examples from th is  body of research illuminates the In te re s t  in 

understanding the Influence of such determinants as socia l a t t i tu d e s  toward 

pa tien ts  (Katz, Hass, P a res l ,  Astone & McEvaddy, 1987), personality  

development (Keltikangas-Jarvinen, 1986), p re d ic ta b i l i ty  and control (Affleck, 

Tennen, P fe if fe r  & F i f ie ld ,  1987), and socioeconomic variables (Chlrlkos & 

Nickel, 1986).

While th is  body of l i t e r a tu r e  provides excellent descrip tive  background, 

i t  has not provided a consis ten t p ic ture  of the determinants of successful 

adaptation. I t  seems th a t  successful adaptation Is ra ther d i f f i c u l t  to 

measure. Various physiological measures are notoriously d i f f i c u l t  to co rre la te  

with subjective reports  offered by p a t ie n ts ,  although both demonstrate 

independent e f fe c ts  on functional health  (Kaplan, 1987). In addition , s tudies 

such as one by Joachim and Milne (1987) i l l u s t r a t e  th a t  overall qua lity  of 

l i f e  Impact scores may be considerably higher than one would expect given the 

scores for individual variab les  believed to  contribute s ig n if ic a n t ly  to
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q u a li ty  of l i f e .  Diamond claims th a t  "the ultim ate measure of achievement of 

successful adaptation to a chronic I l ln ess  Is found In a way of l i f e  tha t 

su sta in s  hope, diminishes fea r ,  and preserves a q u a l i ty  of l iv ing  th a t  takes 

account of, perhaps transcends, but is  not contro lled  by, the lim ita tions  of 

the i l ln e s s"  (1983, p. 650). Undoubtedly, th is  is  why adaptation Is so 

d i f f i c u l t  to quan tify .

Another approach to  the question of adaptation found in the l i t e r a tu r e  

focusses on the needs of the chron ically  i l l .  The assumptions underlying th is  

approach are th a t  meeting c e r ta in  id en t i f ia b le  needs w il l  f a c i l i t a t e  

successful adap ta tion . In th e i r  three-year survey of p a tie n ts  with multiple 

s c le ro s is ,  Braham, Houser, Cline and Posner (1975) discovered th a t  about half  

of the needs Id en tif ied  by such p a tien ts  were never met. In th e ir  opinion, a 

large proportion of these needs had to  do with family re la tio n sh ip s  under the 

s t r a in  of chronic i l ln e s s .  The l i t e r a tu r e  addressing the needs of chron ically  

i l l  pa tien ts  and fam ilies  reveals  a range of opinions about what i t  is  th a t  

they a c tu a lly  requ ire .  Various authors focus th e i r  a t te n t io n  on such 

p o s s ib i l i t i e s  as sp e c if ic  t ip s  to  minimize the necessary l i f e s ty le  a l te ra t io n s  

(Lambert & Lambert, 1987), more contro l over treatment (Gull, 1987), 

a ss is tance  with reducing fear (Baron, 1987), encouragement to  express emotions 

(Wilson, 1987), so c ia l  support (Tllden & Welnert, 1987), information about 

diagnosis and treatment (Salmond, 1987) and ongoing ass is tance  with multiple 

accommodations over time (Larkin, 1987). Such d ifferences  in conclusion reveal 

a m u lt ip l ic i ty  of coex is ten t needs In terpreted  from a v a r ie ty  of th e o re t ic a l  

perspectives. Thus, while the l i t e r a tu r e  is qu ite  consis ten t in i t s  argument 

th a t  chronically  i l l  people have c e r ta in  needs which, i f  met, w il l  f a c i l i t a t e  

successful adaptation to the i l ln e s s ,  there is far less  agreement about which
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of these needs are most important. A body of theory which draws heavily on 

adaptation theory is  the l i t e r a tu r e  on coping with chronic i l ln e s s .  While 

adaptation theory tends to  Eocus on outcome, i t  might be argued th a t  coping 

theory is  equally concerned with process. Coping is  usually  understood as a 

conscious or in ten tiona l process whose purpose is  adaptation to  a s t re s s  or 

c r i s i s .  I t  has been defined as "the process of managing demands (external or 

in te rna l)  tha t  are  appraised as taxing or exceeding the resources of a person" 

(Cohen & Lazarus, 1983, p. 610). Despite these d e f in i t io n s ,  the concept 

"coping" is ra the r d i f f i c u l t  to pin down opera tionally , owing to the re la t iv e  

nature of i t s  p rope rtie s .  In other words, the use of what are generally  

understood to be adaptive coping techniques does not assure adaptive outcomes, 

nor does re liance  on what are assumed to  be maladaptive techniques always 

re s u l t  in maladaptation (Burish & Bradley, 1983).

Moos and Tsu (1977) are considered pioneers in the study of coping in 

physical I l ln e s s .  They generated a typology of common coping s k i l l s  a3 a 

contextual framework within which to in te rp re t  the behavior of i l l  

Individuals. In th e ir  model, such coping s k i l l s  were understandable only In 

the context of various personal, i l ln e s s - re la te d ,  and environmental factors  

Inherent in each i l ln e s s  s i tu a t io n .  They proposed th a t  the outcome of the 

c r i s i s  of i l ln e s s  would be influenced by the e ffe c t  these variab les  had on the 

way the I l lness  was perceived, the adaptive tasks th a t  would be undertaken, 

and the coping s t r a te g ie s  th a t  would be employed. Many authors have attempted 

to c l a r i f y  the sp ec if ic  way th a t  c e r ta in  of these variab les  might Influence 

the type of coping tha t ensues. For example, Boyle (1989) addresses the degree 

to which cu ltu re  determines coping, while Geringer and Stern (1986) consider 

the Influence of baseline personality  types.
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Another su b s tan tia l  body of work on coping is  a t t r ib u te d  to Lazarus and 

colleagues, who fu rther developed the Important Influence of cognitive 

app ra isa l  in coping responses. One of th e i r  major p ro jec ts  was to  s i f t  through 

the myriad of known coping e f fe c ts  to  id en tify  those which showed some 

co n s is ten t  p a t te rn s .  They were able to  describe c e r ta in  coping s t r a te g ie s ,  

such as a c t iv e  p a r t ic ip a t io n ,  personal co n tro l ,  and managing sp e c i f ic  negative 

e f f e c t s ,  th a t  explained outcomes with some p re d ic ta b i l i ty ,  but concluded th a t  

there  were no Inherently  adaptive or maladaptive coping behaviors (Cohen & 

Lazarus, 1983). Their framework is  highly appealing to those in te re s ted  in 

helping the ch ron ica lly  i l l  cope b e t te r ,  for i t  provides c lear  guidance on how 

to  a s s i s t  with the development of adaptive coping d i re c t ly  or through 

cognitive  reappra isa l  (Burckhardt, 1987; McEntee & Peddlcord, 1987).

The Lazarus model has a t t ra c te d  a considerable body of research into 

re f in in g  our understanding of the re la t io n sh ip  between subjective  or cognitive 

appra isa l  and coping. For example, Roberts, Browne, Brown, Byrne & Love (1987) 

used the scores of burn p a tien ts  on measures of coping and adaptation to t e s t  

the re la t iv e  Influence of objective and sub jective  measures of sev e r i ty  on 

se lec t io n  of coping behaviors. They concluded th a t  subjec tive  measures were 

fa r  more p red ic tive  of coping than were the objective ones, suggesting the 

power of ap p ra isa l  in shaping the experience of th is  p a r t ic u la r  I l ln e s s  event. 

In another instance , Ben-Sira (1984) te s ted  the influence of the p a t ie n t 's  

emotional resources on the perception of seriousness of the i l ln e s s  among a 

population of I s r a e l i s  with chronic i l ln e s s .  His conclusions were th a t  

individual resources for emotional coping were in su ff ic ie n t  in most cases, and 

th a t  although pa tien ts  sought such emotional support from th e ir  physicians, 

most were unable to obtain i t .  These findings made e x p l ic i t  how physician
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response to the p a t ien t  could be instrumental In shaping the e n t i re  I l lness  

experience. A th i r d  example of research a r is in g  from Lazarus' work can be 

found in HcNett's (1987) analysis  of the ro le  of support in coping 

e ffec t iveness  for func tiona lly  disabled a d u lts .  By gathering data on a v a r ie ty  

of soc ia l  support and coping v a riab les ,  the author was able to  demonstrate 

th a t  perceived a v a i l a b i l i ty  of support was more p red ic tive  of effectiveness  of 

coping than was ac tua l use of support among these sub jec ts .

Research such as th a t  i l lu s t r a te d  in these examples a t t e s t s  to  the 

usefulness of the Lazarus model for understanding the dynamics of chronic 

i l ln e s s  and, in p a r t ic u la r ,  demonstrates the powerful ro le  th a t  perception 

plays in determining a l l  aspects of the experience. I t  re in forces  the degree 

to  which ac tive  Involvement of the c l ie n t  — in perceiving the experience as 

well as acting  within i t  — accounts for adaptation success.

The work of Anselm Strauss and h is  colleagues in i l ln e s s  t ra je c to ry  

extends the notion of coping tha t  has been discussed here Into the analysis  of 

long-term pa tte rn s  of chronic i l ln e s s  experience (Strauss e t  a l . ,  1984). 

According to these th e o r is t s ,  the specia l problems of chronic I l ln ess  require 

the p a tien t  to  engage in a tremendous amount of work toward tack ling  the 

problems th a t  chronic i l ln e s s  poses. The concept of " i l ln e s s  tra jec to ry "  

explains the experiences of the chron ically  i l l  by re fe rr in g  "not only to the 

physiological unfolding of a sick person 's  d isease but a lso  to the to ta l  

organization of work done over th a t  course, plus the impact on those involved 

with th a t  work and i t s  organization" (p. 64). Two important c h a ra c te r is t ic s  of 

such t r a je c to r ie s  are th a t  they vary in the degree to  which they are 

predic tab le  and th a t  they may be d i f f e r e n t i a l ly  defined by a l l  of those 

involved in a p a r t ic u la r  i l ln e s s  experience.

453

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



By a r t ic u la t in g  chronic i l ln e s s  experience as "work" in th is  way, Strauss 

and his many colleagues have challenged health care professionals and others 

to  begin to  respect the complex and demanding task o£ l iv ing  under such

conditions (S trauss, 1981). They have focussed our p a r t icu la r  a t ten t io n  on the

work of being a p a tien t In a modern technologlzed hosp ita l (S trauss, 

Fagerhaugh, Suczek £ Wiener, 1981), on the work of having to negotiate  care in

a health  care system oriented toward acute i l ln e s s  (Weiner, Fagerhaugh,

Strauss £ Suczek, 1984), and on the unending work of managing a chronic 

i l ln e s s  a t  home (Corbin £ Strauss, 1988). In so doing, they have invited 

scholars to consider more ser iously  the more hidden elements of the "work" of 

chronically  i l l  people. Thus, th e ir  perspective encourages us to understand 

individuals and families as not simply reactive  to the i l ln e s s  but intimately 

involved in the work of i t  (Corbin £ Strauss, 1984).

These psychosocial in te rp re ta t io n s ,  then, focus on the i l ln e s s  experience 

of individuals and, in varying degrees, account for the socia l world in which 

these individuals create  and in te rp re t  th e ir  experience. Adaptation approaches 

may be seen as the le as t  in te rp re tive  in th is  regard; coping theory offers  

considerably more insight Into the dynamics of any point within the 

experience; and i l ln e s s  t ra je c to ry  provides a larger p o r t r a i t  of the in t r ic a te  

shape and movement of th is  coping over time.

Phenomenologlc Description

The f in a l  approach to  understanding chronic i l ln e s s  experience th a t  w ill 

be reviewed here is th a t  which draws on research and analy tic  approaches for 

a r t ic u la t in g  the phenomena of subjective or e x is te n t ia l  experience. Health 

care professionals , e sp ec ia lly  nurses (Kestenbaum, 1982) are increasingly 

recognizing tha t  objective r e a l i ty  has dominated the development of formal
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knowledge for Ear too long. By concentrating on what Is measurable, and 

se lec t in g  only from th a t  to  forge th e i r  sciences, scho lars  have reduced and 

compartmentalized an experience which may only be understandable in a h o l i s t i c  

manner. Thus, many so c ia l  and health  s c ie n t i s t s  have sh if te d  th e i r  questions 

and methodologies to  allow for Inquiry into such c r i t i c a l  fac to rs  as Images, 

metaphors and expressions ra th e r  than r e s t r i c t in g  themselves to  working only 

with behaviors, cognitions or symptoms (Viney, 1983).

Those who have adopted th i s  approach — among them philosophers, 

an thropolog is ts , so c io lo g is ts  and, of course, health  p rofessional s c ie n t i s t s  - 

- have generated a range of methodological approaches to  questions about the 

nature of th is  experience. This v a r ie ty  w ill be re f le c ted  In the se lec tions  

included in th is  b r ie f  review, including case study analyses, hermeneutic 

tex tua l Inqu ir ies ,  desc rip tiv e  s tu d ie s ,  ethnographies, symbolic 

In te rp re ta t io n s ,  In trospective  autobiographies and formal phenomenological 

desc rip tio n s . Because a l l  of these approaches value the primacy of the 

subjec tive  experience, I have categorized them as phenomenologic in 

o r ien ta t io n  despite  th e i r  formal methodological designation . While the content 

of much of th i s  m ateria l Is In i t s e l f  quite  fasc ina ting , a complete report 

would be far beyond the scope of th is  review. I w ill there fo re  summarize some 

of the major themes th a t  emerge from th i s  body of l i t e r a t u r e ,  c i t in g  the 

contribu tions  from the various perspectives along the way.

A cen tra l  theme emerging from the phenomenologic l i t e r a tu r e  is  the impact 

of the various perspectives of the su ffe re r  and the other c en tra l  players In 

the so c ia l  I l ln e s s  drama. Buchanan (1989), In h is sem i-f ic t io n a l  depiction  of 

the i l ln e s s  experience of s ix teen  d i s t in c t  d iseases , e sp ec ia l ly  noted the 

d is t in c t io n  between c l in ic a l  biomedical descrip tions  and those experiences
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captured Ln more poetic  language. Because the impact of language on perception

is  far b e t te r  experienced than re s ta te d ,  I take the l ib e r ty  of quoting from

him two descrip tions  of Amyotrophic Latera l Sclerosis  (A .L.S.). The f i r s t  Is

the t r a d i t io n a l  textbook desc rip tion :

A combined upper and lower motor neuron le 3 lon which may Involve 
e i th e r  the sp inal or bulbar le v e l ,  or both. I t  Is a chronic 
progressive disease  of unknown etio logy  associated  with f i b r i l l a t i o n  
and atrophy of the somatic m usculature.. . .There may be sp as t ic  
weakness of the trunk and ex trem itie s ,  with associated  hyperactive 
deep re flexes  and extensor p lan tar responses (p. 7).

The second speaks to  a decidedly d i f f e r e n t  aspect of the in te l l e c t  as well as

to the heart and to  the Imagination:

You w ill notice a s l ig h t  weakness, even a gentle  le thargy, about 
your arms and legs . Then, perhaps one morning in the shower, the 
weaving fa sc icu la tions  w ill  appear. They are gen tle ,  oceanic 
ripp llngs  of musculature th a t  pass almost orgasmically across the 
f l a t  p lains and p ra i r ie s  of stomach, ches t, th igh , and hip. I t  Is 
i r r i t a t i n g  but not unpleasant or pa in fu l.  But soon the shy and 
r e t i r in g  Lllness w il l  break a l l  bonds of p roprie ty  and good manners 
as i t  explores and explodes the t e r r a in  th a t  I t  sh a l l  sh o r t ly  claim 
as i t s  own. If only i t  could be s a t i s f i e d  with merely local 
destruction , occasional forays into the enemy zone of healthy 
t i s su e ,  we could forgive i t s  uninvited presence. But no! I t  in s i s t s  
upon announcing I t s e l f  g loba lly , even in te rn a t io n a l ly ,  in the most 
haughty and arrogant manner. . . .The motor neurons tha t  contro l arms 
and legs and even those th a t  cry and those th a t  caress are a l l  
t e r r i t o r i a l i z e d  and so dominated. Only the m ajestic  c o r t ic a l  neurons 
- with th e ir  thoughts, reason, logic - are too powerful for such 
submission. One becomes an island in a storm (p. 8 ).

The con tras ts  between the two descrip tions  r e f l e c t  major departures in

perception of what the disease does to the body, what is in te re s t in g  about i t ,

and what i t  means.

Brody (1987), another philosopher, draws from l i t e r a r y  sources to

in te rp re t  themes in the s to r ie s  of s ickness. From h is  point of view, each of

our s to r ie s  is  unique. Sickness w ill  a f fe c t  us to  the degree th a t  I t  a l t e r s

our l i f e  s to ry  as i t  unfolds in the t e l l in g .  Whether the d isease leads us to

Iso la t io n ,  despair or to  new re la t io n sh ip s  with ourselves and others w ill  be
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contained within our narratives.  Equally powerfully, the s tor ies  of others 

w ill  determine the ex ten t to which we can contro l the t e l l in g  of our own.

Thus, these two philosophers use the technique of looking c lose ly  into te x t  

and narra tive  to uncover the importance of the r e a l i t y  th a t  i l ln e s s  experience 

is  shaped by the very ac t  of being perceived by those Involved.

S im ilarly , the l i t e r a tu r e  reveals  th a t  chronic I l ln ess  is experienced in 

the context of an In t r ic a te  socia l  world (Radley, 1989). Ruffing-Rahal (1985), 

who reviewed twenty personal accounts of chronic i l ln e s s  In the popular 

l i t e r a t u r e ,  noted th a t  health  within i l ln e s s  was a cen tra l  focus, and found 

th a t  such health  was comprised of a "singular balancing of s e lf -su f f ic ie n c y  

and dependence" (p. 21). Kreftlng (1990), in her ethnography of r e h a b i l i ta t io n  

a f t e r  traumatic head in jury , In terpreted  the experience of being head injured 

as an example of double bind communication between the p a tien t and his or her 

so c ia l  world. Kaufman (1988), having conducted a phenomenological inquiry Into 

the experience of stroke (cardiovascular acc iden t) , concluded th a t  many of the 

dilemmas faced by stoke p a tien ts  seemed to  be responses, not to the stroke 

i t s e l f ,  but to the p a t ie n ts '  recognition of the l im its  of medicine. Scambler 

and Hopkins (1986) interviewed e p i le p t ic  p a tien ts  to document the way in which 

i l ln e s s  was incorporated into th e i r  id e n t i ty .  They found th a t  the socia l 

stigma preceding the p a t ie n t 's  own i l ln e s s  experience Irrevocably shaped the 

process of taking on th is  new self-image. Thus, while each of these 

investiga tions  used a d i s t in c t  angle of v is ion , a l l  help us understand th a t  

the experience of a chronic i l ln e s s  is  imbedded in the s t ru c tu ra l  r e a l i t i e s  

and c u l tu ra l  knowledge Inherent in the soc ia l  world of the p a t ien t .

The notion of "meaning" is  a theme which appears repeatedly in the 

l i t e r a tu r e  on chronic i l ln e s s  experience. According to Pellegrino (1982),
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I l ln ess  is often understood as an a ssau lt  on the unity  of being which erodes 

the images we have constructed of ourselves and the world. In many cases, 

meaning is In terpreted  as a response to the supposedly natura l in c lina tion  to  

ask oneself (or one's God) "Why me?" Apparently, we tend to expect the i l l  

person to be plagued with in a b i l i ty  to answer th is  question or to c ling  to 

un likely  but comforting explanations. An in te re s t in g  quan tita tive  study by 

Lowery, Jacobsen and McCauley (1987) however, questioned the frequency with 

which such e x is t e n t ia l  questioning ac tu a lly  shapes the I l ln ess  experience. 

Zaner (1985), another philosopher, theorized th a t  we expect th is  questioning 

because we consider the chron ically  i l l  to  be " liv ing  a ffron ts"  to the 

apparent powers of medicine (p. 240). In analyzing the bind Inherent in the 

question, Zaner has a lso  discovered the l ib e ra t in g  e ffe c t  of i t s  opposite, 

"Why not me?" The fasc ina ting  thing about the "why me?" question is not, 

the re fo re , the answer, but the question I t s e l f :  because i t  reveals to us a 

g reat deal about our co l le c t iv e  moral and e th ic a l  b iases, i t  becomes an 

important clue to  the contextual importance of i l ln e s s  experience.

Because meaning is not autom atically  ascribed to i l ln e ss  experience in 

our cu ltu re ,  making such meaning becomes an e sse n t ia l  element in the way an 

i l ln e s s  is experienced. Several authors note the p a r t icu la r  importance of the 

quest for such meaning in chronic i l ln e s s  (Lenihan, 1981). Kelly (1986), in 

his autobiographical account of his  experience with u lcerative  c o l i t i s ,  

expresses i t  as the need "to make sense of i t  a l l . "  A number of th e o r is ts  

have attempted to understand the kind of sense th a t  people ac tu a lly  make of 

th e i r  i l ln e s se s .  Herzlich and Graham (1973) found three general conceptions 

common among p a tie n ts :  i l ln e s s  as d e s tru c to r ,  i l ln e s s  as l ib e ra to r ,  and 

i l ln e s s  as "occupation." Mann (1982), reviewing the work of others who have
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followed this direction further# noted eight meanings that have emerged as 

s ig n if ic a n t :  i l ln e ss  as challenge, i l ln e ss  as enemy# i l ln e s s  as punishment# 

i l ln e s s  as weakness, i l ln e s s  as r e l i e f ,  i l ln e s s  as s tra teg y , i l ln e s s  as 

irreparable loss or damage# and i l ln e ss  as value (p. 1 0 ).

Many authors have attempted to  gain understanding about ce r ta in  aspects 

of the chronic i l ln e s s  experience through Indepth s tudies  of one p a rt icu la r  

d isease or subjective element within i t .  Such approaches emphasize the 

perceived importance of the account in generating an understanding. Cobb and 

Hamera (1986) used intensive interviewing to  e l i c i t  the explanatory models of 

two A.L.S. pa tien ts  as a technique for gaining access to how p a tien ts  might 

think about such issues as c au sa li ty ,  i l ln e s s  ro le s ,  and s p i r i tu a l  Impact. 

Approaches such as these assume tha t the perspectives of those who live with 

the i l ln e s s  can inform those who d o n 't .  Devins and Seland (1987), reviewing 

what Is known about the experience of Multiple Sclerosis  (M.S.), came to a 

sim ilar conclusion. Bury (1988) investigated emergent meaning in the a r t h r l t l  

experience, concluding th a t  the soc ia l  and Interpersonal meanings were more 

in f lu en tia l  than were the physical or somatic ones. Jobling (1988) conducted 

s im ilar study focussing on people with p so r ia s is .  His conclusions included 

id e n t i f ic a t io n  of the extent to  which the soc ia l  organization of p so rias is  

treatment programs shaped the meaning of the I l ln ess  for those Involved.

While Interviewing offers  one window into understanding the experience, 

some authors have attempted to peer beyond the surface narra tive  and into the 

symbols and Images Imbedded within I t .  In a c la s s ic  hermeneutic analysis  of 

c l in ic a l  cases, Good and Good (1980) concluded th a t  symptoms were far more 

complex than mere representa tions  of somatic abnorm alities. In documenting 

tha t  symptoms do not r e f le c t  mechanistic or functional physiological
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re la t io n sh ip s ,  these authors were able to  in te rp re t  i l ln e s se s  as experienced 

r e a l i t i e s  and therefore  as lo g ic a l ly  and meaningfully Integrated phenomena.

A number of sp ec if ic  images of the chronic i l ln e s s  experience emerge from 

th i s  l i t e r a tu r e .  Stephenson and Murphy (1986) conveyed the paired notions of 

g u i l t  and e x is t e n t ia l  g r ie f ,  M iller (1983) imparted an image of powerlessness, 

and Duval (1984) illuminated the way th a t  physical d is t r e s s  is  Imbedded in 

psychosocial metaphors. R ealization  th a t  such images of i l ln e s s  are embedded 

in the very s t ru c tu re  and symbolism of our so c ia l  world helps us to appreciate  

the manner in which i l ln e s s  experience is  s o c ia l ly  constructed. According to 

Radley (1989), the so c ia l  c o n s tra in ts  of chronic i l ln e s s  are embedded in our 

everyday discourse , thus surrounding us and in f i l t r a t i n g  our consciousness 

continuously.

Zola (1982), using h is  own autobiographical account of d i s a b i l i ty  to 

Inform his analysis  of how i l ln e s s  experience 13 s o c ia l ly  constructed, has 

explained th a t  we l iv e  in a "h e a l th is t"  socie ty , one which "at i t s  worst, 

den igra tes , s t igm atizes , and d is tances  not only those with d i s a b i l i t i e s  but 

also  any reminders of them within I t s e l f "  (p. 238). Zola believes th a t  much of 

our c u l tu ra l  construction of i l ln e s s  is  t ied  to our shared i l lu s io n s  about the 

soc ia l  ro le  of medicine. As he says, "People no longer simply d ie : ra th e r ,  

doctors lose the b a t t l e  to  cure them. With socie ty  raging against the 

anthropomorphic " k l l le r -d is e a s e s ,"  should i t  come as a su rp rise  th a t  some of 

the anger a t  the d iseases s p i l l s  onto th e i r  bearers?" (p. 20 1 ).

Thus, those who have delved into the personal, subjective  and e x is te n t ia l  

realm in order to understand chronic i l ln e s s  experience have emerged with 

powerful Images for those who seek to  understand. In add ition , they have 

illuminated some of the shared Images with which we a l l  must grapple before we

460

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



can hope to wake sense o£ the Intricate construction o£ chronic illness in our 

cu ltu re .

This review has summarized a v a r ie ty  of approaches to  understanding the 

experience o£ chronic i l ln e s s .  I t  has examined epidemiological evidence of who 

is  i l l  and how i l l  they might be, soc ia l  theory about how people behave when 

i l l  and what governs th a t  behavior, and psychological theory about how i l l  

people adapt to  and cope with the changes wrought by d isease . F in a lly ,  i t  has 

tapped into the body of l i t e r a tu r e  th a t  seeks to understand how chronic 

i l ln e s s  is  experienced by those who l iv e  with i t ,  and what i t  means to  them in 

the context of th e i r  l iv e s .  While much has been w ritten  about chronic I l ln e s s ,  

i t  is  f a i r  to  say th a t  l i t t l e  is  t ru ly  understood; thus, the experience of 

chronic I l ln ess  continues to be plagued by misunderstanding and 

m is in te rp re ta tio n .  The c a l l  for research and scho larly  a t te n t io n  to  the 

chronic I l ln e s s  experience is becoming louder and more In s is te n t .  This work is 

one re sea rch e r 's  response to  th a t  c a l l .
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APPENDIX 2

LITERATURE REVIEW: HEALTH CARE RELATIONSHIPS

One o£ the most Immediate repercussions o£ having an ongoing health 

problem is  the p robab i l i ty  tha t  one wi l l  enter into a ra ther  intimate 

Involvement with one or more heal th  care professionals .  Such professionals ,  as 

gatekeepers to the benef i ts  th a t  the health care system may provide, tend to 

become highly In f luen t i a l  in the l ives  of the chronically  111 and the i r  

famil ies .  Our Western cu lture  has a r ich  t r a d i t i o n  of how heal th  care 

re la t ionsh ips  ought to  be conducted, complete with roles  for each p a r t ic ipan t ,  

presumed rewards for those who conform and punishments for those who d o n ' t ,  as 

well as expectations about the exchange of Information, privacy, and 

remuneration.

Relationships In health care have been the focus of a great  deal of 

research and analys is  over time. This review wil l  not attempt to be 

exhaustive,  but ra the r  wil l  provide an overview of the type of inquiry tha t  

has taken place,  the kinds of issues tha t  have captured the a t ten t ion  of 

ana lys ts ,  and the kinds of proposals tha t  have been offered to enhance and to 

Improve the qua l i ty  of re la t ionsh ips  between pa t ien ts  and professional  heal th  

care providers.

General Research Approaches

In his comprehensive review of the doc to r-pa tien t communication 

l i t e r a t u r e  in 1983, Pendleton noted the inevitable  fragmentation tha t  a r i s e s  

from considering such a complex phenomenon in the absence of an adequate 

theory or model to  t i e  the various s tudies  toge ther.  In his  view, a socia l  

in te rac t ion  theory was needed to  make ser ious progress in the study of health 

care processes.  Since tha t  time, there Is l i t t l e  evidence tha t  such a model
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has been agreed upon, although research ac tiv ity  on the topic continues to be 

l iv e ly .  Hahn, Feiner and Beilin (1988) l i s t  transference models, contracting 

models, negotiat ion models, anthropological and c ross -cu l tu ra l  observations, 

sociological  analyses,  and family systems analyses as t r a d i t io n a l  approaches 

tha t  have been applied to the study of such re la t ionsh ips .  According to 

Mar inker (1983), what is  r e a l ly  needed is a more phenomenological sor t  of 

research which can contextualize  a l l  of the b i t s  and pieces tha t  are known.

As will  be seen, the vast  majority of health care re la t ionships  research 

focusses on the " c l in ica l  encounter," a euphemism for the interview or 

consultat ion th a t  takes place between a single physician and a single pa tient 

(Mizrahi, 1986). Various researchers have attempted to invest igate  the content 

and the process of such consulta tions ,  using par t ic ipan t  observation, 

interviews, content ana lys is ,  soc io - l in g u is t i c  analys is  and a t t i t u d in a l  

surveys.  Others have focussed primarily on trying to understand the outcome of 

the encounter, attempting to cor re la te  cer ta in  physician or pa tien t variables 

with s a t i s f a c t io n ,  compliance, or recovery.

The Nature of the Consultation

Fit ton  and Acheson (1979) conducted interviews with three hundred and 

twenty pa t ien ts  of two general p rac t i t ione rs  over a two-year period to learn 

more about p a t i e n t ' s  expectations and the contract  tha t  is  implied in a 

medical consulta tion.  They concluded tha t  the medical interview is in fact  a 

highly sens i t ive  process, in which the pa tient fee ls  tremendous pressure to be 

a r t i c u l a t e  and c lea r .  However, they a lso  determined tha t  pa t ien t  expectations 

were not a major source of d i s s a t i s f a c t io n ,  since,  in most cases,  such 

expectations were quite r e a l i s t i c .
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Todd and S t i l l  (1984) interviewed both terminally  i l l  pa t ien ts  and the i r  

doctors to compare the i r  perceptions of the re la t ionsh ip .  They found tha t  the 

doctors f e l t  decidedly uncomfortable and uncertain of th e i r  role  when 

operating outside of a curat ive framework. Using pa r t ic ipan t  observation and 

Interviewing over a three-year period, Mizrahi (1986) studied the 

soc ia l iza t ion  of medical in terns  and res idents  into the role of physician.  His 

major f inding, tha t  "get t ing rid  of pa t ien ts"  was a prime motivator for the 

young doctors,  seems to explain some of the discomfort th a t  a t t en t ion  to the 

subjective experience of pa t ien ts  seems to produce. "The conditions of labor 

as an in te rn ,  including the overwhelming workload, the degraded s ta tus  of many 

of the pa t ien ts ,  the necessi ty  of jockeying for beds, the paperwork, the scut 

work, the fears the a c tu a l i t y  of making mistakes under what seemed like bad 

conditions,  a l l  served to lower the regard of the Interns for the sub jec t iv i ty  

of the pa tien ts  and for themselves" (p. 166). Such findings offer  a glimpse 

into some of the factors  tha t  may explain how neophyte physicians acquire 

negative a t t i tu d e s  toward many types of pa t ien ts  (p. 13).

Content analysis Is another technique tha t  has been used to tease out 

elements in the health care encounter. Byrne and Long (1976) audiotaped 350 

consultations with f i f teen  doctors.  They were able to provide a de ta i led  

descr iption of what goes on In c l i n i c a l  encounters, but refra ined from making 

judgments as to what cons t i tu tes  an ideal consulta tion.  Bain (1976) used a 

similar procedure to obtain data on 480 consultat ions .  By categoriz ing the 

data into ten types of verbal in te rac t ion ,  th i s  researcher was able to l i s t  

"problem reso lu t ion ,"  " ins truction"  and "presentation of symptoms" as the most 

frequent contributions  to the consulta tion.  Engstrom (1984) performed a 

similar type of analysis  on data she obtained through interviews with
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hospita lized p a t ien t s .  Her pa r t icu la r  focus was the types of Information 

sought and received by pa t ien ts .  In conclusion, she suggested various ways in 

which p a t i e n t s '  access to  information might be improved. Roter (1984) 

audiotaped 123 medical v i s i t s  to two physicians and compared question-asking 

behavior on the pa r t  of the pa tien t to  s a t i s f a c t io n  with the encounter. 

Although she was unable to es tab l i sh  the effect iveness  of an intervention 

aimed a t  increasing question-asking behavior, her f indings es tabl ished a 

re la t ionsh ip  between such behavior and s a t i s f a c t io n .

Using videotapes of 79 general prac tice  consultat ions  as his data base, 

Bochner (1983) te s ted  the hypothesis tha t  a c u l tu ra l  dis tance  between the 

pa tien t and the doctor a f fec t s  the qua l i ty  and quant i ty  of Information 

exchanged. In addit ion  to confirming these hypotheses, Bochner concluded tha t  

there were a s u f f i c i e n t l y  large number of miscommunications in any doctor- 

pa tient Interchange to permit the conclusion th a t  doctors and pa tien ts  are 

inherently c u l tu ra l ly  d i s t i n c t .  Robinson and Whitfield (1988) combined 

audiotapes of consultat ions  and subsequent interview data to invest igate  the 

accuracy of p a t i e n t s '  accounts of advice they had been given. They were able 

to conclude tha t  pa t ien ts  who made more frequent spontaneous comments or 

queries during the consultat ion were more l ike ly  to give accurate accounts 

a f t e r  the fac t .  Thus these two s tudies  support the in te rp re ta t ion  that  

e f fec t ive  communication is  an Important c l i n i c a l  var iab le .

A number of researchers have attempted to enhance the s p e c i f i c i t y  of such 

descrip tions  through more formal methodological procedures such as soclo- 

l in g u l s t l c  ana lys is .  For example, Paget ' s  (1983) research involved careful 

analysis of t r a n sc r ip t s  from three interviews between an in t e r n i s t  and his 

pa t ien t .  Because each interview was characterized by ser ious
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misunderstandings, such analys is  addressed questions o£ halt such 

misunderstandings developed through dialogue.  Fisher (1984) and Vest (1984) 

are among those researchers  who have used such techniques to  shed l i g h t  on the 

p a r t i c u l a r ly  sens i t ive  issues involved in communication when there i s  gender 

d if ference  between physician and p a t ien t .  F ishe r ' s  analys is  of 43 interviews 

between female p a t ien ts  and physicians in a family prac t ice  c l in i c  allowed her 

to i so la te  fac tors  p red ic t ive  of outcome decis ions ,  in th i s  case,  whether or 

not a Pap Smear was performed. She concluded tha t  such decisions were shaped 

more by the i n s t i t u t i o n a l  order of the medical s e t t in g  and by the 

i n s t i t u t i o n a l  au tho r i ty  of the doc to r ' s  ro le  than by the actua l  c l i n i c a l  

va r iab les .  Such findings strengthen the claim tha t  the in te rac t ion  between 

p a t ien ts  and providers is  ne i ther  marginal nor neutra l  where c l i n i c a l  

decis ions are concerned.

Vest (1984) coded videotapes of 21 dyadic encounters between pa t ien t s  and 

doctors in a s imila r  c l i n i c  using the sp ec i f ic  focus of in terrupt ions  as her 

measure. She was able to  demonstrate th a t  doctors in te r rup t  pa tien ts  quite 

frequently (a c u l tu ra l  demonstration of d i s re sp ec t ) ,  except when the doctor is  

female. Thus the way in which gender dynamics are played out in heal th  care 

re la t ionsh ips  seems one of the important research questions.  Again applying 

the highly de ta i led  coding techniques of t h i s  so r t  of ana lys is ,  Mlshler 

(1984) produced an exhaustive examination of a small number of interview 

t r a n s c r ip t s .  In addit ion to examining sp ec i f ic  elements such as in te r rup t ing ,  

he was able to  d iscern  two d i s t i n c t  voices within the discourse ,  tha t  of the 

medical world and th a t  of the " l i feworld ."  His analysis  added depth to the 

understanding of asymmetrical power re la t ionsh ips  between pa t ien ts  and health 

profess iona ls .  More recen t ly ,  Marshall (1988) used s t ru c tu ra l  and in te rp re t ive
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analysis  to l ink elements of discourse (such as turn- taking,  unasslgned 

pronouns, unconfirmed assumptions) with in te rp re ta t ion  (the construction  of a 

shared understanding). Although he reached conclusions s imilar to those of 

others mentioned here,  he expressed uncer ta inty  about the degree to which 

conclusions about power imbalance could be drawn from conversational 

asymmetry. Thus, considerable research In te re s t  In how medical Interviews work 

has yielded numerous images and impressions, but l i t t l e  substantive theory 

about th i s  Important human encounter.

The Outcome of the Consultation

Tradit ional research designs have been applied to the study of health 

care re la t ionsh ips  for two broadly defined purposes: to determine the 

a t t i tu d e s  of pa t ien ts  and/or providers about such re la t ionsh ips ,  and to 

e s tab l i sh  co rre la t ions  between selected outcomes and cer ta in  components of the 

in te rac t ion .  As might be expected, measurement of such complex var iables  as 

a t t i tu d e s  toward pa t ien ts  has posed problems for researchers.  However, scales 

such as the Physician Belief Scale,  developed by Ashworth, Williamson and 

Montano (1984), and instruments such as the Primary Care Interview Evaluation 

Instrument, developed by Barsky, Kazis, Prieden, Goroll,  Hatem & Lawrence 

(1980), have created the means by which to generate a body of knowledge on the 

conditions under which such a t t i tu d e s  are problematic.

Yoder and Jones (1982) surveyed the a t t i t u d e s  of 51 emergency room nurses 

regarding th e i r  a t t i tu d e s  toward pa t ien ts  and famil ies .  They concluded tha t  

nurses believed i t  was u n re a l i s t i c  for pa t ien ts  to  expect a t t en t ion  to 

emotional needs while in the emergency room s e t t in g  and tha t  many nurses 

viewed families as troublesome and in te r fe r ing  in health care.  A ra ther  

c reative  approach to the question of a t t i tu d e s  by heal th  care professionals
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can be found in Gow's (1982) study of nurses'  reports  of helpful and unhelpful 

responses.  Through indepth analysis  of instances of each, provided by a sample 

of 275 nurses, Gow was able to challenge the Idea of a f fec t ive  neu t ra l i ty  and 

i l l u s t r a t e  the Impact of nurses '  emotions on th e i r  re la t ionships  with 

pa t ien ts .

Using a questionnaire to invest igate  perceptions of various role 

paradigms in the doc to r-pa tien t re la t ionsh ip ,  Sparr, Gordon, Hickam and Girard 

(1988) prospectively examined the a t t i tu d e s  of medical interns throughout the 

internship year. While interns  were quite  posit ive  about and tended to endorse 

colleaguia l  models of docto r-patien t re la t ionships  a t  the beginning of the 

year, they selected  more negative and less cooperative models as the year 

progressed.  The authors concluded tha t  such a t t i t u d in a l  sh i f t s  might represent 

displacement of performance anxiety into a generic discontent including both 

the pa t ien ts  and "the system." The way in which such a t t i tu d e s  are manifested 

in language use was the subject  of an Investigation by Bourhis, Roth and 

MacQueen (1989), who interviewed pa t ien t s ,  nurses and doctors about the i r  

perceptions of use of everyday and medical language in in teract ion with each 

other.  This method allowed them to compare perceptions between groups about 

how e f fec t ive ly  language was used. They concluded tha t  health care 

professionals would benef it  from Increased s e n s i t i v i t y  to the d ive rs i ty  of 

speech reg is te rs  in the i r  discourse with pa tien ts  and with each other.

The f ina l  type of research tha t  will  be reviewed here is  the examination 

of various outcomes of c l i n i c a l  consulta tions .  Jaspars,  King and Pendleton

(1983) interviewed 44 pa t ien ts  concerning th e i r  expectations and experience 

with general practice  consulta tions .  They discovered tha t  "psychological" 

factors  were far more s ign i f ic an t  than were "medical" fac tors in producing
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what pa tien ts  considered to  be a good consultat ion.  Lau, williams, williams, 

Ware & Brook's (1982) study of parents of chronically 111 chi ldren revealed 

tha t  a majority of the paren ts '  expectations for discussion of the 

psychosocial aspects of care were unmet in the course of the i r  consul ta tions  

with physicians.  Fur ther,  these researchers found a s ign i f ic an t  co r re la t ion  

between such unmet expectations and the level of d i s s a t i s f a c t io n  with the 

medical care received. Charmaz (1983) linked "negative" in te rac t ions  with 

health care professionals  to a re su l tan t  feeling of low sel f-esteem 

experienced by pa t ien ts .  Her q u a l i t a t iv e  study, which invest igated sources of 

suf fering in chronical ly  i l l  people, revealed tha t  these pa t ien ts  f e l t  

demeaned and d iscredited  by aspects of th e i r  re la t ionships  with health care 

professionals.  The link between the health care re la t ionsh ip  and ult imate 

pa t ien t  outcomes was taken one step fur ther  by F i tzpa t r ick ,  Hopkins and 

Harvard-Watts (1983). After analyzing the i r  interviews with 95 chronic 

headache su f fe re rs ,  these authors concluded tha t  s a t i s f a c t io n  with care was 

i t s e l f  in f lu en t ia l  in determining the ult imate success of the medical 

intervention.

Dissa t is fac t ion  with the psychosocial components of physic ian-patient 

in te ract ion was also addressed in Korsch and Negrete 's  (1981) extensive study 

of 800 mothers seeking care for children with acute episodic i l ln e s se s .  These 

researchers found a strong co r re la t ion  between d i s s a t i s f a c t io n  with the health 

care re la t ionsh ip  and non-compliance with medical orders.  Linking compliance 

to information, Bertakls (1977) conducted a contro lled t r i a l  of r e c a l l  in 

which an experimental group was asked to r e s t a t e  the doc to r ' s  ins tructions  

during the interview. The experimental group not only did be t te r  on reca l l
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t e s t s ,  but they a lso  reported higher levels  of s a t i s f a c t io n  with medical care.

Others have a lso  attempted to Isola te  factors  tha t  might explain pa t ien t  

s a t i s f a c t io n  leve l s .  Murphy-Cullen and Larsen (1984) explored the e f f e c t  of 

gender, age, marita l  s t a t u s ,  parental  s t a tu s ,  and ethnic  background by 

comparing s im i la r i ty  in these variables  with pa t ien t  s a t i s f a c t io n  measures. 

They found tha t  p a t ien t  s a t i s f a c t io n  was Independent of such s i m i l a r i t i e s  and 

therefore  probably more c lose ly  associated with communication s k i l l s .  

Crulkshank (1985) invest igated  the Impact of Impersonal technologies on 

doc tor-pa t ien t  communication. By comparing the ra t ings  of th e i r  doctors by 140 

new hospita l  ou t-pa t ien ts  with and without the doctors using a computer during 

the interview, they were able to demonstrate that  the use of the computer was 

s ig n i f i c a n t ly  linked to non-ideal ra t ings .

In his meta-analysis of r e su l t s  from a number of published s tud ie s ,  Ley 

(1976) found tha t  communication in the in te rac t ion  accounted for most of the 

variance in compliance and s a t i s f a c t io n .  Since the re la t ionsh ip  between 

communication and such outcomes has been confirmed repeatedly,  many authors 

have attempted to apply i t  toward discr iminating spec i f ic  aspects of the 

communication tha t  might be s ig n i f i c a n t .  Heszen-Klemens and Laplnska (1984) 

examined a range of such var iab les ,  finding corre la t ions  between 

c h a r ac te r i s t i c s  of the doc to r-pa tien t in te rac t ion ,  such as doc tor ' s  

d i rec t iveness ,  doc to r ' s  emotional a t t i t u d e  toward p a t ien ts ,  and the outcomes 

of both compliance and p a t i e n t ' s  spontaneous health behaviors.  Stewart (1984) 

found a l ink between frequency of pat ient-cen tered behavior during the 

interview and higher compliance ra te s .  Like and Zyanski (1987) found 

corre la t ion  between f u l f i l l i n g  pa t ien t  requests and s a t i s f a c t io n  with the 

c l i n i c a l  encounter. In th e i r  opinion, a t  l e as t  19% of the variance in
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sa tis fa c tio n  could be a ttr ib u ted  to  request fu lfillm en t. Buller and Buller 

(1987) compared p a t i e n t s '  perceptions of the i r  physicians '  communication s ty le  

with th e i r  overa l l  evaluat ion of the qua l i ty  of the medical care .  They were 

able to e s t a b l i sh  a re la t io n sh ip  between a f f i l i a t i v e  communication s ty le s  and 

p a t ien t  s a t i s f a c t io n .

Thus the research l i t e r a t u r e  reveals some of the various approaches tha t  

have been taken to  understand the nature of the heal th  care re la t ionsh ip  and 

the influences upon i t .  As is  evident from th is  review, much of th i s  

l i t e r a t u r e  r e f l e c t s  Intense c u r io s i t y  about the process and content of the 

individual  consu l ta t ion .  However, from the descrip tions  of those who have 

followed p a t ien ts  over time or s tudied the soc ia l iz a t ion  of physicians,  i t  is 

c lea r  tha t  the consulta tion is  pa r t  of an evolving process, shaped by a myriad 

of forces influencing the experience of being a pa t ien t  and being a health 

care provider.

Issues in Health Care Relationships

The l i t e r a t u r e  reveals  a wide var ie ty  of issues tha t  have been tackled in 

the th e o re t ic a l  analys is  of heal th  care r e la t ionsh ips .  For the purposes of 

th i s  review, t h i s  body of l i t e r a t u r e  wil l  be considered in terms of three 

major issues:  the extent to which pa t ien ts  ought to be informed about and 

Involved in making decis ions  with regard to  the i r  i l l n e s s ,  the implications of 

the socia l  ro les  assoc iated with pa t ien t  and provider,  and the implications of 

health care r e la t ionsh ips  for chronic i l l n e s s .

Pa t ien t  Involvement

The issue of pa t ien t  involvement is  far from stra ightforward .  Rosenberg 

(1980) has alluded to the almost mythical a t t r i b u t e s  tha t  physicians are 

expected to bring to the health care re la t ionsh ip :  the doctor is  supposed to
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understand a l l  of the p a t i e n t ' s  needs, concerns, and fea rs ,  and respond to 

them In such a way tha t  the pa t ien t  is cured and enriched by the experience 

(p. 206). He has fu r ther  pointed out tha t  while th i s  myth is  not congruent 

with r e a l i t y ,  the widespread be l ie f  in a "Dr. Marcus Velby11 s tereotype  seems 

to be a potent mechanism of socia l  contro l  by inhib i t ing  the fu l l  Involvement 

of many pa t ien ts  in the c r i t i c a l  decisions  regarding th e i r  health and i l ln e s s .

The l i t e r a t u r e  r e f l e c t s  con f l ic t ing  ideas about how much pa r t i c ip a t io n  

pa t ien ts  want or need in decision-making and how much information they 

require .  Research by S t r u l l ,  Lo and Charles (1984) has suggested th a t  heal th  

care professionals  often  underestimate the amount of discussion pa t ien ts  want 

to have about t h e i r  condition but overestimate preferences for involvement in 

treatment decis ions .  I t  a lso  revealed tha t  health care professionals seem to 

overestimate the amount of shared decision-making th a t  was occurring with 

the i r  pa t ien t s .

Examinations of communication in health  care encounters have focussed 

extensive a t t e n t io n  on the link between pa t ien t  d i f f i c u l t i e s  obtaining and 

understanding information and d i s s a t i s f a c t io n  with care (Breu & Dracup, 1978; 

Wolf, Putnam, James, & S t i l e s ,  1978; Ley, 1976; Wright & Dyck, 1984). Research 

has shown tha t  d i f f e r en t  pa t ien ts  require d i f f e r en t  information (Engstrom,

1984) and th a t ,  in fac t ,  some pa t ien ts  do not r e a l ly  want to be to ld  the t ru th  

(McIntosh, 1977). While common wisdom often challenges th i s  assumption, i t  is 

Important to note tha t  what is " tru th"  may be d i f f e r en t  for pa t ien ts  and 

physicians.  As Anderson and Helm (1979) have pointed out, "the social  

construction of r e a l i t y  in the pa tlent-physlc lan  encounter is  s truc tu red  in 

a . . .d i rec t ion  favoring the physic ian 's  r e a l i ty "  (p. 269).
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Frequently, the focus of the li te ra tu re  is the p a tie n t 's  d iff ic u lty  

obtaining essen t ia l  information from the health care professionals involved. 

This problem has variously been linked to such possible explanations as the 

physician's  In te res t  in maintaining professional dominance (Rosenberg, 1980), 

pa t ien t  diff idence (Ley, 1976), gender biases (Wallen, Vaitzkin, & Stoeckle, 

1979) and routlnized prescr ip tions  based on a philosophy of withholding 

(McIntosh, 1978). In order to obtain necessary information, pa tients  have had 

to resort  to such s t r a teg ie s  as challenging the au thor i ty  of physicians 

(Applebaum & Roth, 1983), learning how to manage bureaucracy (Cousins, 1985; 

Mechanic, 1979b) and becoming involved in pa tien t pa r t ic ipa t ion  programs 

(Ladimer, 1980; Pr itchard ,  1983).

In response to the general demand by pa tien ts  for increased involvement 

in decision-making (Rosenstein, 1986), many theo r is t s  have proposed a varie ty  

of models for care.  Examples of such approaches are Kass i re r ' s  (1983) 

pa r t ic ipa t ive  decision-making, MacElveen-Hoehn's (1983) model of collaboration 

based on mutual t r u s t  and Kleinman, Eisenberg and Good's (1978) negotiative 

model of therapeutic decision-making. Kleinman and colleagues asser t  that  

negotiation may well be the single  most important step in a t t r a c t in g  the 

p a t i e n t ' s  t r u s t ,  preventing major discrepancies In the evaluation of 

therapeutic outcome, promoting compliance, and reducing patient 

d i s sa t i s fa c t io n  (p. 257). Application of such negotiation in some sort  of 

col laborat ive team approach is  the focus of a considerable body of l i t e r a tu re  

(Arney & Bergen, 1984; Harper, 1982; Lazare, Elsenthal ,  Frank & Stoeckle,

1976; Storch, 1982; Wertheimer, Bertman, Wheeler, & Siegal, 1985; Williamson, 

1981).
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Some authors note tha t  not a l l  pa t ien ts  want to be involved in decision 

making and point out th a t  the question of ideal  involvement is  a highly 

individual and complex issue (Sherlock, 1986; S t r u l l ,  Lo & Charles 1984). An 

ear ly  exploration by Taylor (1970), based on interviews of pa t ien ts  to e l i c i t  

the i r  preferences,  revealed tha t  some pa t ien ts  wanted the i r  doctor to be 

omniscient, while others favored a more cooperative docto r-patien t a l l iance .  

Typically i t  was the more c r i t i c a l l y  i l l  pa t ien ts  who wanted the submissive 

ro le .  Weiss (1985) proposed tha t  an appropriate model to account for th i s  

var ia tion  would be a modernized version of t r a d i t io n a l  paternalism. In th i s  

approach, which contras ts  quite sharply with the collabora t ive  approaches 

suggested above, the doctor would re ta in  a l l  decision-making power but would 

consider the individual p a t i e n t ' s  values before deciding what is  best .  

Extending th is  so r t  of argument, Pellegrino and Thomasma (1988) i l l u s t r a t e  a 

model of beneficence, which departs from paternalism in i t s  requirement for 

consensus between pa t ien t  and doctor.  Thus, the extremes of e i the r  paternalism 

or complete patien t autonomy seem inadequate in guiding the ideal  involvement 

of the pa r t ie s  within health care re la t ionsh ips .

The Roles of Doctor and Patient

Another issue which has been well documented is  the degree to which the 

re la t ionsh ips  of pa t ien ts  and providers are governed by the socia l  roles  

prescribed for each party .  Etymologically, a "doctor" is one who teaches while 

a "physician" is  one concerned with questions of nature,  and a "pat ient" is 

one who suffe rs  or endures something (Amundsen & Ferngren, 1983, p . 3). As the 

in te rp re ta t ions  of these terms imply, major conceptual di fferences ex is t  

between the functional and ideological  aspects of each ro le .
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The t r a d i t io n a l  role of the doctor Is suffused with paradoxes. According 

to  Preston (1986), medicine's fundamental deception is  the notion th a t  doctors 

have spec ia l  healing powers. This idea,  held by doctors and the public a l ik e ,  

i s  embedded in our cu l tu re ,  with roots tha t  go back to the beginning of 

medicine, and is the source of numerous systematic e r ro rs  in medical p rac tice  

(p. 3). The assumption of these specia l  powers contr ibutes  to  the will ingness 

of pa t ien ts  to submit to untold Indigni t ies  and the reluctance of physicians 

to  re linquish  divine ru le .

In general ,  physicians are expected to be products of a r igorous 

s c i e n t i f i c  t ra in ing ,  guided by c e r ta in  standards of deportment, motivated by a 

genuine sense of compassion, and, f in a l ly ,  competent (Amundsen & Ferngren, 

1983, p. 44). in sp i te  of the age-old t r a d i t io n  which demands tha t  the work of 

p ra c t i t io n e r s  always takes place within the context of a highly personal 

re la t ionsh ip  (Browne & Freellng,  1976), medical education Is almost e n t i r e ly  

concerned with the organic ra ther than the subjective  or Interpersonal aspects 

of being i l l  (Peabody, 1985). Compounding the paradox is another t r a d i t io n ,  

tha t  the medical encounter is  governed by a rule of s i lence .  According to 

Arney and Bergen (1984), th i s  rule ordains tha t  pa t ien ts  should speak only 

about things the physician deems to be important. Thus, the medical interview, 

which is the basis of the diagnosis and eventual treatment,  Is overshadowed by 

mystery and r i t u a l .

Affective n e u t ra l i ty  has long been considered an expected component of 

the role of the physician.  Ben-Slra (1985) a t t r i b u t e s  th i s  to doctors '  

perceptions tha t  a f fec t ive  behavior cons t i tu tes  both an impediment to  medical 

performance and a possible th rea t  to professional  dominance (p. 485). Thus, 

although pa t ien ts  seem to prefer approachabil l ty  In th e i r  physicians
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(Pr itchard ,  1983; Thorne & Robinson, 1989), doctors often  perceive distance as 

e s se n t ia l  to maintaining the respect  due th e i r  ro le .  In con t ras t  to th is  

a f fe c t iv e  n e u t r a l i t y  is  the widely held assumption tha t  doctors should be 

people motivated primari ly  by the passion to heal ra ther  than by the 

expectation of personal reward (Shorter, 1985).

According to Mechanic (1979b), the ro le  of the physician has become less 

funct ional  with recent changes in health care de livery .  Dilution of the health 

care p rov ider ' s  personal sense of re sp o n s ib i l i ty ,  re su l t ing  from the 

bureaucra tiza tion  of medicine, is  described as a major impediment to creat ing 

s a t i s fy in g  health care re la t io n sh ip s .  Mechanic claims th a t  the bureaucratic 

s t ru c tu re  in which doc tor -pa t ien t  re la t ionsh ips  now take place makes i t  

increasingly l ik e ly  tha t  in t e r e s t s  other than those of the pa t ien t  will  

p rev a i l .  Fur ther ,  he suggests tha t  current health care organizational 

s t ru c tu re s  r e s u l t  in diminished dependency on pa t ien ts  and, there fore ,  

decreased incentive to e s tab l i sh  colleaguia l  re la t ionsh ips  with them. Bennet 

(1979) believes tha t  such changes a lso  a l t e r  the physician 's  sense of being 

needed by those p a t ie n t s ,  making him or her a wounded individual confronted 

with higher and higher expectations on performance.

Other changes in the soc ia l  and economic organization of health care are 

the focus of an analys is  by Maulltz (1988). In his  opinion, changing 

incentives in the da l ly  prac t ice  of medicine, e spec ia l ly  requirements 

associa ted with Diagnostic Related Groups (DRGs) in the United S ta tes ,  cannot 

help but insinuate themselves into the fabric  of medicine. When administrators  

and information systems have the power to Influence even the most sacred of 

medical functions,  the medical diagnosis,  Maulltz believes th a t  the socia l  

th rea t  to physician a u tho r i ty  is excessive.  Thus, the ro le  of the doctor,
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paradoxical in i t s e l f ,  seems to be threatened ex ternally  from the widespread 

impact of numerous c r i t i c a l  changes in heal th  care .

The ro le  of the p a t ie n t  has a lso  received considerable scholarly 

a t t e n t io n .  Parsons (1951; 1979) is  c redited  with the o r ig ina l  

conceptual ization of the notion of "sick ro le , "  the s e t  of socia l  obligations 

and exemptions afforded the sick in our socie ty .  According to th i s  

perspective,  sickness allows the individual freedom from usual role  

expectations ,  but requires  tha t  he or she take so c ia l ly  determined measures to 

t r y  to get well.  This includes such obliga tions  as seeking competent (expert) 

help and fu l ly  cooperating with the experts (Lambert & Lambert, 1985).

Parsons'  conceptual ization of i l l n e s s  as deviance implies th a t ,  although 

sickness is  inherently undesirable ,  professionals may in fact  need to motivate 

pa t ien ts  to "get well" to  conteract  the seduction of secondary gains.  Such 

notions of the complex soc ia l  processes Inherent in the sick role  have shaped 

a common understanding th a t  heal th  care re la t ionsh ips  require s t r i c t  

adherence to obligatory  a t t i t u d e s  and behaviors (DeJong, 1979).

Tagllacozzo and Mauksch (1979) examined the p a t i e n t ' s  view of the 

p a t i e n t ' s  role in a study of 86 pa t ien ts  admitted to hospita l  with cardio

vascular or g a s t r o - in t e s t i n a l  diseases .  They found tha t  competing obligations 

often placed pa t ien ts  in d i f f i c u l t  no-win s i tu a t io n s .  For example, s t r i c t  

adherence to a phys ic ian 's  orders might place the p a t ien t  a t  r i sk  for 

demanding too much of the nurses.  Pa t ien ts  were quite  aware tha t  they were 

expected to co-operate with and have t r u s t  in the heal th  care professionals .  

Further,  they considered favorable re la t ionsh ips  with heal th  care providers to 

be an e ssen t ia l  fac tor influencing th e i r  welfare while in hosp i ta l .  These 

patien ts  also  reported the perception of being controlled  by a system of
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rewards and punishments: they believed tha t  e ssen t ia l  services might be 

withheld i f  they did not conform to role expectations.

Lorber 's  (1979) analysis  confirms the existence of r i sk s  encountered by 

patients  who do not f u l f i l l  the t r a d i t io n a l  obligations .  One part of her study 

required physicians and nurses to complete a self-administered questionnaire 

regarding th e i r  evaluations of pa r t icu la r  pa t ien ts .  Lorber found tha t  pa tients  

who did not dis rupt  the well-established routines of the health care 

professionals were considered to be "good" pa t ien ts .  "Problem" patients  were 

of two kinds. The eas ie s t  to to le ra te  were those ser iously  i l l  pa tien ts  who 

required a great  deal  of support and a t ten t ion .  The group most roundly 

condemned were pa tien ts  who were not ser iously i l l  but who demanded time and 

disrupted routines.  As Taylor (1970) pointed out, the label of "bad" pa tient 

is  quickly applied to anyone who steps over the bounds of what is  deemed 

soc ia l ly  appropriate in the s i tua t ion .

The obl igation to behave as a "good" patient should is  further 

i l l u s t r a t e d  in the r e su l t s  of Richey's (1979) examination of physicians ' 

perceptions of the lawsuit-prone pa t ien t .  Since pa tien ts  who were non-

defe ren t la l  were presumed by the physicians to be more l ike ly  to sue, one can

surmise tha t  those same patients  would be the rec ip ien ts  of the most defensive 

forms of treatment. The "good" patient is  a lso  obliged to show compliance with 

medical orders in order to express appropriate grati tude for the

profess ional ' s  service (Shelp, 1984). In fac t ,  Appelbaum and Roth (1983) found

th a t ,  on learning about the i r  pa t ien t s '  non-compliance, physicians responded 

with anger and re jec t ion ,  which, in turn ,  evoked g u i l t  on the part  of the 

p a t ien t .  "Good" pa t ien ts  are also expected to show loyalty  to the physician. 

However, the prevalence of "doctor shopping" suggests tha t  many pa tien ts  are
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willing to risk  being considered "bad" patien ts in order to find professionals 

with whom they can communicate (DiMatteo, Prince & Taranta, 1979).

As I l l i c h  (1975) and Anderson and Helm (1979) have so ap t ly  pointed out, 

health care re la t ionsh ips  seem to be inherently conf l ic tua l  socia l  processes. 

Most of us, however, b l i th e ly  assume the opposite is  t rue .  Todd (1989) reminds 

us tha t  we, as a socie ty ,  labor under an i l lu s ion  (a lbe i t  increasingly 

tarnished) of kindly medical re la t ionsh ips ,  whereas, in r e a l i t y ,  doctors and 

the i r  pa t ien ts  are often locked in an intense seml-adversarlal  union (p. 23). 

Numerous s t r a t e g i e s  for correct ing the Imbalances in health care re la t ionsh ips  

have been proposed, from programs for empowering pa t ien ts  (Ladimer, 1980; 

Mlshler, 1984; Pr itchard ,  1983) to rad ica l  revis ions  in medical education to  

encourage ra ther than discourage humanistic q u a l i t i e s  in physicians (Bulger, 

1974; Gould, 1985; Myerscough, 1989; Robins & Wolf, 1988; Robinson & B i l l ings ,

1985). Many have argued tha t  e f fec t ing  such changes would require a 

fundamental s h i f t  in the organic imperative of medicine, would require ,  in 

other words, a new paradigm of medical science (Getz, 1985; Peabody, 1985; 

Shorter,  1985). Others have pointed out tha t  our so c ia l ly  constructed notions 

of who, in fac t ,  is  the "expert" would require a radical  reversal  (Peschel & 

Peschei, 1986; Siegel,  1986; Todd, 1989).

i m p l i c a t i o n s  f o r  Chro n ic  I l l n e s s

These theo re t ic a l  notions of the roles of doctor and pa tien t are 

p a r t i c u la r ly  i l luminat ing when applied to the context of chronic i l ln e s s .  The 

t r a d i t io n a l  assumptions about how pa t ien ts  and the i r  health care professionals 

ought to behave have contributed to a popular understanding of how they are 

supposed to In te rac t  with each other.  For example, these assumptions have 

permitted health care professionals  to  expect th a t  t r u s t  from the patien t is
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u n i la te ra l  (Gallagher, 1979; I l l i c h ,  1975; Tagliacozzo £ Mauksch, 1979). 

Professionals enjoy the appeal of the p a t i e n t ' s  absolute t r u s t  (Lorber,

1979). However, since such t r u s t  is  dependent upon health care professionals  

f u l f i l l i n g  th e i r  part  of the bargain by curing the i l ln e s s ,  I t  is  impossible 

to maintain when the i l l n e s s  is  chronic ( I l l i c h ,  1975).

As Moos and Tsu (1977) have pointed out, the development and maintenance 

of adequate re la t ionsh ips  with heal th  care professionals  is  a major adaptive 

task for anyone coping with physical  i l l n e s s ,  e spec ia l ly  when the i l ln e s s  is  

expected to be ongoing. Molleman, Krabbendam, Annyas, Koops, S l e i j f e r  £ Vermey

(1984) examined the s ignif icance  of the doc tor-pa t ien t  re la t ionsh ip  in coping 

with cancer. They argued th a t  doctors can exer t  an important Influence on the 

coping process for such pa t ien ts  and tha t  the influence can be highly pos it ive  

i f  the physician is  able to grasp the p a t i e n t ' s  perspect ive .  Ben-Sira 's  

research in the area of chronic I l ln es s ,  s t r e s s  and coping highlighted the 

s ignif icance  of the physic ian 's  emotional support as "the most sought for yet 

lea s t  a t ta inab le  resource in a l l e v ia t i n g  d i s t r e s s "  (1984, p . 725). According to 

Rabin, Rabin £ Rabin (1985), excellent technical  care without the human 

element of caring can compound the ordeal of I l ln es s .  Such findings suggest 

tha t  the phys ic ian 's  a f fec t iv e  behavior may have an ex t rao rd ina r i ly  important 

Influence on a chronical ly  i l l  p a t i e n t ' s  wellbeing.

I ron ica l ly ,  despi te  the c r i t i c a l  importance of health care re la t ionsh ips  

in chronic i l l n e s s ,  there is considerable evidence tha t  the conditions of such 

i l ln e s s  erode health care re la t ionsh ips .  In reviewing s tudies re la ted  to 

c l i n i c a l  uncer ta inty ,  Calnan (1984) found a noticeable d if ference  in p a t le n t -  

physician encounters when the pa t ien t  had regular contact  with a physician for 

the management of chronic i l ln e s s  as compared to Instances in which the
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encounters were merely episodic. He noted that the chronically  i l l  patients 

were more c r i t i c a l  of medical prac tice  and more l i k e ly  to challenge the 

phys ic ian 's  suggestions.  Another element in chronic i l ln e s s  tha t  has been 

noted by severa l  th e o r i s t s  is tha t  chronical ly  i l l  people have to "work" a t  

th e i r  health management continuously,  since th i s  work is often quite 

unrecognized by health professionals (Strauss e t  a l . ,  1981), i t  may serve as 

another source of the d i f f i c u l t y  within the re la t ionsh ips  between pa t ien ts  and 

providers.

Recognition of the extreme importance of heal th  care re la t ionsh ips  to 

chronically  i l l  people, in combination with the ser ious  pressures placed on 

such re la t ionsh ips  by the nature of chronic i l l n e s s ,  has led to a s e r ie s  of 

q u a l i t a t iv e  s tudies  by th i s  author,  alone and in co l labora t ion with a 

colleague,  Carole Robinson. These s tudies  focussed on the nature and process 

of heal th  care re la t ionsh ips  from the perspective of the chronical ly  i l l  

themselves (Robinson & Thorne, 1985; Thorne, 1985; 1986; 1988; 1990a; 1990b; 

Thorne & Robinson 1988a; 1988b; 1988c; 1989). We were able to e s tab l ish  that  

heal th  care re la t ionsh ips  are a major source of both support and d i s t r e s s  for 

those with chronic i l l n e s s  and tha t  they require far d i f f e r en t  types of 

in te rac t ion  than would be the norm in encounters of a more acute nature. 

Further ,  we were able to document the type of work done by pa t ien ts  to shape 

the so r t s  of re la t ionsh ips  they required in order to manage th e i r  chronic 

I l l n e s s .

I t  was our conclusion tha t  t r u s t  Is thoroughly dashed a t  an ear ly  stage 

in the typ ica l  ongoing health care re la t ionsh ip .  Because a cure is not 

possib le ,  the stakes in the re la t ionsh ip  are quite  d i f f e r en t  from those 

inherent in the assumptions tha t  underly the socia l  roles  of doctor and
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pa t ien t .  However, ne ither p a t ien t  nor professional seems to understand that  

in tu i t i v e ly ,  and a major st ruggle  for t r u s t  and author i ty  ensues. Because the 

pa t ien t  has invested a great  deal  in the success of the re la t ionsh ip ,  and 

perhaps because the pa t ien t  has more freedom to grapple with s t r a t e g i e s ,  the 

work of shaping the re la t ionsh ip  toward a constructive a l l iance  almost always 

f a l l s  to the pa t ien t .  The f r u i t s  of th i s  research suggest th a t  an analysis of 

health care re la t ionsh ips  is e ssen t ia l  to understanding the experience of the 

chronical ly  i l l .  Upon th i s  c r i t i c a l  ins ight,  the current work has been founded.
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APPENDIX 3

LITERATURE REVIEW: OVERVIEW OF THE CURRENT CRISIS IN HEALTH CARE

That modern heal th  care i s  in ser ious trouble  i s  evident from the number 

of scholarly publicat ions In a wide range of d i s c ip l in e s ,  the frequency of 

urgent reports  In the news media, and the range of lay and consumer advocacy 

services  that  have emerged over the past  twenty years.  In th i s  discuss ion,  the 

c r i s i s  in health care w i l l  be examined from three key perspectives:  the 

esca la t ing  cos ts  of heal th  care in a l l  indus t r ia l ized  so c ie t i e s ,  the growing 

skepticism over the benef it s  of such expenditure,  and the increasingly 

s t r id e n t  voice of consumer d i s s a t i s f a c t io n  with heal th  care services .  

Exploration of each of these topics  wil l  i l l u s t r a t e  the complexity of the 

current s i tu a t io n  as well as the ser ious disagreements between stakeholders 

and others over both the source of the problems and the path to the i r  

resolu tion.  The wide va r ie ty  of perspectives and th eo re t ica l  o r ien ta t ions  will  

i l l u s t r a t e  the extreme d i f f i c u l t y  planners and th e o r i s t s  experience when 

trying to come to a consensus about the nature of the c r i s i s .

Spring ..Caste
The change in medical p rac t ice ,  and there fore  heal th  care in general,  

over the l a s t  century, has been radical  and dramatic. From our perspective a t  

the outset  of the 1990s, i t  is  d i f f i c u l t  to grasp the very rudimentary s ta te  

of c l in i c a l  medicine only a few generations ago. Brown (1979) reminds us tha t ,  

p r ior  to the "golden age of medicine,” from 1921 to  1967, the major medical 

problems facing physicians were infect ious  diseases and gunshot wounds. The 

orthodox therapeutics  of the day (bloodle tt ing ,  induced vomiting, large doses 

of toxic chemicals) were not only insu ff ic ien t  in coping with these problems, 

they also most l ik e ly  in te r fe red  s ig n i f ic an t ly  with the body's na tura l
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recovery capac i t i e s .  I t  is  l i t t l e  wonder, then, tha t  physicians (and the i r  

cousins the apothecaries and barber-surgeons) were considerably suspect as 

members of socie ty  (Saunders, 1985; Tomes, 1985).

Despite the ra the r  unpopular pos it ion  of "regular medicine" a century 

ago, a number of highly popular therapeutic  procedures and practices  

flour ished. The h is to ry  of medicine as i t  now e x i s t s ,  the re fore ,  is  incomplete 

without a t  l e a s t  passing reference to some of the measures with which "regular 

medicine" dismantled i t s  opposit ion.  In Bri ta in ,  for example, surgeons 

pronounced the forceps to be a surg ical  Instrument. Since women were 

e f fe c t iv e ly  barred from practic ing surgery a t  the time, they were forbidden by 

law to use the forceps,  enabling the surgeons to gain a permanent monopoly on 

an important segment of the t r a d i t io n a l  domain of midwifery (Saunders, 1985). 

In the United S ta tes ,  the fledgling American Medical Association (A.M.A.) 

forged an a l l iance  with the an t i -abor t ion  movement of the la te  19th century, 

an a l l iance  which, according to Conrad and Schneider (1981), was thought to be 

motivated less  by moral values or e th ics  than by awareness of the r e l a t iv e ly  

minor proportion of abortions  conducted by "regular" physicians in comparison 

with those performed by " i r regular"  physicians and midwives.

The A.M.A.'s In te re s t  in supporting a unified medical profession was 

furthered by an Important document, commissioned by the American government, 

and commonly known as the Flexner Report of 1910. The most pivota l  Flexner 

recommendation was tha t  non-sc ien t l f ic  medicine be made i l l e g a l .  When one 

considers how recen t ly  the medical profession had "discovered" science,  not to 

mention how recently  science i t s e l f  had found public c r e d i b i l i t y ,  the 

recommendation was considered highly p o l i t i c a l  (Conrad & Schneider, 1981). I t s  

e f fe c t  was to reduce access of "non-scientl f ic"  medicines to un iv e r s i t i e s  and
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to public resources, e ffectiv e ly  ensuring the nonopoly of a single nedical 

t ra d itio n .

Canada's medical h isto ry  followed the American and B ritish  trends, and in 

much the same manner leg is la ted  in favour of a sing le  unified medical 

profession. With the Canada Medical Act of 1912, formal re g is tra tio n  was made 

prerequ isite  to c lin ic a l  p ractice , e ffec tiv e ly  elim inating most of the 

"unorthodox" p rac titio n e rs  by 1920 (Brown, 1979).

Thus, medicine, In most of the Industria lized  world, secured a privileged 

position  through a llian ce  with the wealthy and powerful segments of socie ty , 

who helped them defeat th e ir  competition from lay healers. But, as Sanders 

notes, "with the emergence of capitalism  s ta tu s  was no longer su ff ic ie n t. In 

order to survive, I t  was necessary to possess a commodity th a t both s a tis f ie d  

a human want and could be exchanged for money" (1985, p. 115). The 

a r tic u la tio n  of that commodity, and the negotatlon of I ts  soc ia l value, 

continues to  shape both the h isto ry  of medicine and the current health care 

c r is is  (Navarro, 1986; Tomes, 1985).

After the 1920s, with medicine's position  within academic in s titu tio n s  

secured, s c ie n tif ic  research produced a grand p ro life ra tio n  of useful 

therapeutics and procedures. During subsequent decades, refinements in 

pharmacological research, surg ical procedures and general pathophysiological 

knowledge produced dramatic re su lts  and an unquestionably Impressive array  of 

so lu tions to many of the major disease ridd les of the day. The p ub lic 's  

recognition of th is  capacity improved the socia l s ta tu s  of doctors g rea tly , 

enabling them to  press for more so c ia l cap ita l to be directed  toward expanded 

medical serv ices. However, the physicians' professional associations tended 

not to  favor e ith e r socia lized  medicine or a more competitive supply of
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physicians, and successfully  argued within each of the various national 

p o li t ic a l  systems in favor of re la tiv e  professional autonomy in combination 

with generous supportive public po lic ies (Brown, 1979). Thus, the various 

insurance schemes th a t were generated during the middle years of the 20th 

century afforded physicians a unique position  in the s tru c tu re  of society: 

v ir tu a lly  unimpeded entrepreneurship with a captive market in which to  "se ll"  

th e ir soc ia l u t i l i t y  (de Swaan, 1989). As Conrad and Schneider lament, "The 

medical profession has succeeded in both therapeutic and economic expansion.

I t  has won the almost exclusive righ t to reign over the kingdom of health and 

il ln e s s , no matter where i t  may extend" (1981, p. 164).

Until the mid-1960s, medical science enjoyed unprecedented p restige , and 

medicine maintained a monopoly over public policy and economic decision-making 

regarding almost any aspect of health (Zola, 1981). During the several decades 

of the "golden age of medicine," the public financia l committment toward 

medical education, medical research and medical technology development 

accelerated annually (Vayda & Deber, 1984). In an atmosphere of measurable 

gains in m ortality  and longevity, medicine was able to develop and to sustain  

an extraordinary public optimism in i t s  po ten tia l to  conquer disease, and 

thereby, symbolically, to  improve a l l  aspects of the human condition. 

Increasingly, i t  was able to convince the lay public of i t s  legitim ate righ t 

to greater and greater portions of the public purse; a t  the same time, i t  

e ffec tiv e ly  educated the lay public about i t s  own su p erio rity  in matters of 

health and i l ln e s s , creating an increasingly "medlcallzed" population of 

en thusiastic  consumers (Pox, 1986; Taylor, 1979).

The major e ffe c t of th is  wild expansion, needless to say, was a highly 

expensive, complex bureaucratic structure devoted to  delivering health to  the

486

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



nation,  in the i r  innocence, some Utopian social  planners had presumed that  

once adequate access to health care was achieved by the majority o£ the 

population,  the average individual would be heal th ier  and therefore require 

less  health service ,  u lt imate ly  reducing the t o t a l  socia l  cost  of health care 

(Mechanic, 1986a). Instead,  an increasing array of services and treatments 

emerged, an ever-growing co l lec t ion  of human troubles were subsumed under the 

rubr ic  of health care,  and costs rose exponentially.  In the United Sta tes ,  for 

example, health care represented a $400 b i l l io n  per year Industry by the mid- 

1980s (Mechanic, 1986a, p. 11). Where I t  had consumed about 4.4% of the Gross 

National Product (G.N.P.) In 1955 (Mechanic, 1986a, p . 29), i t s  share had ri sen  

to 11% by 1988 (DeVries, 1988, p. 219), which represents a larger commitment 

to health care than any other Indus tr ia l  country (McLennan 4 Meyer, 1989). 

Mechanic reports some estimates tha t  th i s  commitment will  have expanded to an 

Investment of $2 t r i l l i o n  per year by the year 2000 (1986a, p. 11). Canada's 

Investment has been proport ionately  smaller,  but I t  has climbed s tead i ly  over 

the same time period,  from 5.5% of the G.N.P. In 1960 to about 8% by the mid- 

1980s (Vayda 4 Deber, 1984, p . 194).

What has th i s  dramatic increase in cost  purchased? In addit ion to some 

t ru ly  s ign i f ican t  biomedical developments, whose contr ibution to the overa ll  

health of the population wil l  be examined in fur ther d e ta i l  in subsequent 

discuss ion,  the massive expenditure has produced an amazingly dynamic and 

prosperous bureaucratic s t ruc ture  of a s ize ,  complexity and d iv e rs i ty  tha t  is  

mind boggling, a f irmly entrenched s e t  of industr ies  whose very survival is 

dependent upon maintaining the s ta tus  quo and a population whose members' 

re la t ionships  to the i r  physical selves is  permanently a l te red  (Mechanic, 

1986a). Questions as to the r e la t iv e  benef its  of these escala ting health care
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costs have therefore becoae a serious agenda item on the p la tfo ra  of every 

government in the industria lized  vorld (Cockerham, 1986a; Mechanic, 1989). 

Diminishing Returns

Beyond appraising the nature and extent of the expenditures themselves, 

analysts have recently  turned toward considering the benefits gained from th is  

massive health care expenditure. This analysis generally takes two forms: 

predicting the presumed benefits of continuing to pour financial resources 

into the health care industry, and reconsidering evidence of the actual ro le 

th a t the health care industry may have played In determining current health 

measures.

Many analysts suggest th a t the taxpaying public may have reached the 

ce lling  of what i t  Is prepared to pay for health care (Mechanic, 1986a). There 

is  currently  an oversupply of doctors in the United S tates and In many other 

countries, creating a circumstance whereby physicians have come to re ly  upon 

support from generous insurance schemes and upon hospital expansions to  create 

th e ir  markets (Mechanic, 1986a, p. 5). In the United S tates, in p articu la r, 

the involvement of " fo r-p ro fit"  corporations In health care operations is  

growing a t a rapid ra te , resu lting  in Increased public pressure on various 

levels of government to  exert some so rt of regulatory measures (Caplan, 1989).

Because the vast proportion of health care expenditure has been directed 

toward te r tia ry  care and curative serv ices, technologies and procedures aimed 

a t  prolonging l i f e  have p ro life ra ted . Many of these have come Into common 

practice without the benefit of thorough evaluation or even controlled t r i a l s ,  

in sp ite  of a public conception of medical progress as a rigorous science 

(Levine, Feldman & Blinson, 1983). The term "halfway technologies," coined by 

Lewis Thomas In 1972, e ffec tiv e ly  communicated to the public the fact that
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much of the celebrated success in nedicine might well have postponed death, 

but had consequently contributed to  a socia l system crippled by dramatic 

increases in the prolongation of Illness and irrev ersib le  d isa b ili ty  

(HcKinlay, McKinlay, Jennings & Grant, 1983).

Thus, £or many analysts , the expenditure of funds on procedures and 

practices with demonstrable s c ie n tif ic  (but questionable socia l) value became 

the cen tral challenge. Such thinkers began to document the e th ica l and moral 

problems created, but not addressed, by biomedical in tervention, and in itia te d  

considerable c r itic ism  over re la ted  issues such as the lack of socia l planning 

in health care resource allocation  and the re la tiv e  shortage of public 

commitment to  health promotion. Further, they began to recognize that the 

assumptions underlying biomedical science were In tegrally  related  to  the cost 

escalation . In essence, as one author explains, "Too much of medical care is 

d irected  to  diagnosis and treatment of specific  diseases and too l i t t l e  to 

considering how to resto re  functioning or to  a s s is t  patien ts most 

appropriately within the context of th e ir  illnesses and d is a b il i t ie s  i f  cure 

Is elusive" (Mechanic, 1986a, p. 30). Thus, the dramatic d is tin c tio n  between 

the health p r io r i t ie s  of nations and the medical science 's  preoccupation with 

disease was made evident.

while epidemiologists have long recognized th a t a combination of 

social/environmental factors and personal behavior has more to do with health 

than does health  expenditure, th is  idea has only recently  been discovered by 

those in other fie ld s  of study, including medicine (Levine e t a l . ,  1983). 

During the heyday of medical and health care expansion, the co rrelation  

between Increasing health expenditures of developed nations and th e ir  

improving population m ortality  s ta t i s t ic s  was generally assumed to  be one of
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cause and e ffe c t. However, analysts such as HcKeovn in Great B rita in  and 

HcKinlay in the United S ta tes, questioned th a t assumption. By p lo tting  a range 

of corresponding m orta lity  and morbidity s ta t i s t i c s  longitudinally  in re la tio n  

to  the timing of widespread a v a ila b ili ty  of the various medical "discoveries," 

they were each able to  demonstrate quite convincingly th a t the greater 

contribution to population longevity in developed nations antedated medicine's 

tangible contribution  by a matter of decades (McKeown, 1979; McKinlay e t a l . ,  

1983). McKinlay and colleagues estimate tha t the few disease conditions for 

which improved in tervention su b stan tia lly  reduced m ortality  ( i . e . ,  influenza, 

pneumonia, d iph theria , whooping cough and po liom yelitis), ac tually  

contributed, a t most, 3.5% of the to ta l  decline in m ortality  since 1900 (1983, 

p. 130).

Instead, these and other authors began to in te rp re t improved population 

m ortality  s ta t i s t i c s  as a d ire c t re flec tio n  of improvements in other aspects 

of public policy. S p ec ifica lly , they named basic improvements in economic 

s ta tu s , education, n u tr itio n , and san ita tio n  as the source of the g reatest 

advances in health  s ta tu s  (Levine e t a l . ,  1983; McKeown, 1988; Mechanic, 

1986a). While such claims are often considered h e re tica l within mainstream 

biomedicine (McKinlay & McKinlay, 1987), they have acquired a strong following 

among p o li t ic a l  and so c ia l analysts and have been adopted by numerous 

prominent national planning commissions and In ternational bodies such as the 

World Health Organization (Pederson, Edwards, Marshall, A llison & Kelner,

1988; Vayda & Deber, 1984).

In addition , analysts began to refine  th e ir  questions to  ex tract a more 

meaningful appreciation of the factors associated with a number of measures of 

the health  of populations. For example, infant m ortality  ra te s , often
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considered the best  predic tor of overall  l i f e  expectancy, was found to be 

pos i t ive ly  corre la ted  with Improvements In l iv ing s i tu a t io n  and with larger 

expenditures on public heal th  and nurses,  but negat ively corre la ted  with 

la rger expenditures on physicians (Swartz, 1977). Other analys ts  have examined 

the meaning of m or ta l i ty  In comparison with a l t e rn a t iv e  ways of 

conceptualizing health .  McKinlay and colleagues (1983), having noted tha t  

impaired a c t i v i t y  accounted for almost a l l  of the increase in l i f e  expectancy 

tha t  was gained over recent decades, argued for ca lcu la t ion  of " l i f e  

expectancy free of d i s a b i l i t y "  as a more useful Index of morbidity and 

morta li ty .  Examination of overa ll  morbidity measures in the developed world 

has also  revealed s ig n i f i c a n t  f indings.  Among these is  r a the r  compelling 

evidence tha t  "westernization" brings with I t  a s e t  of non-communicable 

diseases  (such as hypertension, d iabetes ,  ga l ls tones ,  d iv e r t i c u la r  disease,  

dental  ca r les  and ce r ta in  cancers) r a re ly  found In populations who have 

re ta ined th e i r  t r a d i t i o n a l  way of l i f e  (McKeown, 1988, p. 153). Thus, although 

ce r ta in  diseases seem amenable to western biomedical so lu t ions ,  they are 

quickly replaced by others with less  obvious explanations.

Levine and colleagues (1983) considered morta l i ty  to be an overly 

bio logica l  index of health ,  adding tha t  the huge public expenditures on health 

care might in fact  be having some benef ic ia l  e f f e c t  other than tha t  which 

would be evident in morta l i ty  s t a t i s t i c s .  For example, they suggested tha t  the 

health care system's most meaningful contr ibution to heal th  might l i e ,  for 

example, in providing reassurance,  individual qu a l i ty  of l i f e ,  or 

pa r t i c ipa t ion  in the workforce. In con tras t  to such generous in te rp re ta t ions ,  

some of the more rad ica l  c r i t i c s  of heal th  care have proposed tha t  extensive 

expenditure on health care might have injur ious repercussions on the heal th  of
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populations. The most noted o£ such c r i t ic s ,  Ivan I ll ic h  (1975), was convinced 

th a t, contrary to  popular rh e to ric , the poor would ac tua lly  benefit from 

reduced access to the modern health systen. Indeed, concern about iatrogenic 

effec ts  of many rad ical treatments is  frequently expressed in the li te ra tu re  

(Greene, 1983; inlander, Levin a Weiner, 1988),

The paradoxical conclusion of many health care c r i t ic s  is  th a t the 

overall health of those in developing nations is not improving despite 

increasing access to  the resources generally understood as contributing to  an 

effective  health care system. HcKeown a ttr ib u te s  th is  Incongruity to the so rt 

of psychological block th a t often retards s c ie n tif ic  progress. "The dominance 

of a mechanistic approach to  the problems of disease since the seventeenth 

century has caused us to  overlook the enormous contribution from modification 

of disease orig ins in the past, and to underestimate i ts  po ten tial for the 

future" (1988, p. 222). C learly, widespread m isinterpretations of the 

conditions for health have contributed to the p ro life ra tio n  of biomedical 

"quick fixes" for complex and challenging social issues. As Mechanic notes,

"In the fin a l analysis, medicine, however efficacious, cannot substitu te  for 

the broader social and personal conditions th a t promote health" 1986a, p.

229).

Escalating Patient D issatisfaction

Increasing demands on the public purse and a growing public awareness of 

diminished returns may explain some of the current escalation in patient 

d issa tis fac tio n  with health care. However, the li te ra tu re  abounds with 

evidence that the trend toward d issa tis fac tio n  may be far more complex and 

m ulti-faceted than simply an e ffec t of cost and benefit (Calnan, 1988). 

Further, th is  l i te ra tu re  points to the incredible complexity of actually
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measuring or pinning down a "fuzzy" concept like patient satisfaction through 

curren tly  applied research methods (F itzpatrick , 1984b). For example, pencil 

and paper pa tien t sa tis fa c tio n  questionnaires generally re f le c t a 

preponderance of d e ta il regarding the "hotel" function of a hospital stay  

(Press, 1987, p. 420). I t  would be a mistake, however, to conclude th a t meals 

and service are the most important aspects of hospital care; ra th e r, they may 

simply be the sa fe s t issues on which to ask for comment and the eas iest issues 

on which to be c r i t i c a l .  Thus the common knowledge about pa tien t sa tis fac tio n  

and d issa tis fac tio n  should be regarded with considerable caution.

A varie ty  of approaches has been employed in an e ffo r t to understand the 

diverse and pressing dimensions of patien t d issa tis fa c tio n  with health care. 

Hall and Dornan (1988) conducted a meta-analysis of 221 examples of such 

patien t sa tis fa c tio n  research, attempting to derive re la tiv e  levels of patien t 

sa tis fac tio n  among the most frequently reported dimensions of health care.

This analytic  technique assumed th a t a broad range of patien t reports 

regarding sa tis fa c tio n  would yield an in terp re ta tion  of what the most 

contentious and problematic Issues were. The authors concluded, however, that 

while humaneness and technical quality  of care were most often reported as 

evidence of sa tis fa c to ry  care, i t  was exceedingly d if f ic u l t  to compare 

findings from Instruments that are not re a lly  comparable. In te res tin g ly , these 

authors have proposed th a t the re su lts  of many research studies may re f le c t a 

tendency for patien ts to give automatic high rankings to technical elements, 

e ither because they cannot Judge them very effec tiv e ly , or because they would 

find i t  Intensely threatening even to contemplate that the care they received 

was not of the highest technical q uality  (p. 983).
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Although i t  Is generally held that p a tien t d issa tis fac tio n  is  increasing 

(Korsch & Negrete, 1981), i t  must be acknowledged th a t there is  no re lia b le  

way to  substan tia te  th is  claim. For example, Schwartz and Blederman (1987) 

report th a t, while a substan tia l proportion of Americans are cynical about 

physicians in general, most report favorable a tti tu d e s  toward th e ir  own 

physician. These authors therefore suspect th a t there may be pockets of 

serious consumer d issa tis fa c tio n , but that the general public probably 

continues to  t ru s t  i t s  health care system. Further, reviews of several popular 

opinion polls reveal highly ambivalent views about health  care in general; 

people usually report urgent concern for the high co s t, but are unwilling to  

support any sp ecific  solution to the cost problem (Blendon & Altman, 1984).

Several authors have considered the increasingly popular se lf-ca re  

movement as evidence of widespread patien t d issa tis fa c tio n  with professional 

health care. Noting the p ro life ra tio n  of se lf-h e lp  groups, h o lis tic  health 

centers, and a lte rn a tiv e  healing a r ts  over the past several decades, they have 

concluded th a t more and more patien ts are re jec tin g  the practices and 

procedures of mainstream biomedicine. However, DeFrlese, Woomert, Guild, 

Steckler and Konrad (1989) surveyed a large number of such groups throughout 

the United States during the mid-1980s. They found l i t t l e  evidence within such 

groups of the use of lay (rather than professional) experts, counter-medical 

or c r i t ic a l  philosophical positions, or public education with regard to 

iatrogenesls. They therefore concluded th a t "the American se lf-care  movement 

is and always has been an Integral part of the mainstream of American health  

care, whether i t  has been recognized in th is  way or not" (p. 203).

The notion th a t the se lf-ca re  movement may represent a non -critlca l 

socia l trend is  more eas ily  understandable when one considers th a t the extent
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o£ se lf-c a re  far exceeds th a t administered by professional health care 

providers In a l l  cu ltu re s . Schwartz and Blederman estim ate th a t, in 

in d u stria lized  nations v ith  v e il developed medical systems, four out of five 

illn esses  are trea ted  a t  home and without the help of the medical care system 

(1987, p. 222). Thus, in te re s t in se lf-ca re  in and of I ts e l f  may not represent 

evidence th a t patien ts  are d is sa tis f ie d  with the care they receive within the 

health care system.

Another trend frequently c ited  as evidence of increasing patien t 

d issa tis fa c tio n  is the p ro life ra tio n  of lawsuits resu ltin g  from perceptions of 

inadequate or incompetent health care (Ritchey, 1979). Although the frequency 

of such lawsuits is  Indeed r is in g , analysts estim ate th a t the number of claims 

represents only five to  ten percent of the actual number of patien ts  who are 

seriously  harmed by iatrogenic incidents (Danzon, 1989; Press, 1987). Bfforts 

to  improve documentation and reduce errors has done l i t t l e  to  stem the r is in g  

frequency of legal malpractice actions by patien ts  against th e ir  physicians. 

However, P re ss 's  review of research revealed th a t there may be a recent s h if t  

in the analysis of why patien ts  sue doctors away from examining the 

physician 's actions and toward considering the p a tie n t 's  perceptions of those 

actions. This review concluded that patien ts  evaluate doctors on the basis of 

expectations formed almost e n tire ly  from b e lie fs  and a ttitu d es  about 

appropriate behavior for such professionals. Further, i t  noted considerable 

evidence of the re la tiv e  lack of awareness by physicians of how l i t t l e  time 

they spend with p a tien ts , of how much anxiety th e ir  patien ts experience, and 

of how frequently th e ir  p a tien ts  f a i l  to  comply with th e ir  recommendations (p. 

419). Glasser and Pelto (1980) have theorized th a t malpractice su its  may be
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the only avenue open to the public Eor voicing th e ir  discontent a t  the 

affluence, arrogance, and au thority  of the medical profession (p. 147).

Non-compliance ra te s  are a th ird  source of evidence th a t patien t 

d issa tis fa c tio n  with health  care Is rampant, i t  has been estim ated, for 

example, th a t the m ajority of p a tien ts , under ce rta in  circumstances, w ill fa l l  

to  follow the expert advice they have obtained (Sackett, 1976). While non- 

compliance is  most often Interpreted as evidence of an uninformed or 

manipulative pa tien t (Benfarl, Baker & S to ll, 1981; Schmidt, 1977; Stone, 

1979), I ts  prevalence suggests a more widespread underlying problem. Efforts 

to  iso la te  th is  underlying problem have produced some research a c tiv ity  In the 

area of doctor-patien t communication (Hanson, 1986; Svarstad, 1986) and, more 

recently , into the im plications of such organizational factors as re fe rra l 

systems, continuity  of care, block appointment scheduling, on -site  treatment 

programs In workplaces, and home supervision programs (Melchenbaum & Turk,

1987). The im plication of such s h if ts  in d irection  is th a t, a t  least for some 

researchers, non-compliance intim ates patien t d issa tis fa c tio n  with some aspect 

of the s tru c tu re  and function of th e ir  health care (F itzpatrick , 1984b).

Despite considerable controversy within the li te ra tu re  as to  whether 

escalating  p a rtic ip a tio n  in the se lf-ca re  movement, malpractice su its  and non- 

compliant behavior are su ff ic ie n t evidence of high ra tes  of patien t 

d issa tis fa c tio n , many authors have accepted th is  In terp reta tion  as re a lity  

(K asslrer, 1983). Their discussions have revealed attempts to  understand the 

problem ra ther than measure I t  and re f le c t a varie ty  of In terpretations about 

i t s  essen tia l nature. Freel (1985), for example, links rampant infringements 

on the p a tie n t 's  r ig h t to Informed consent with the increasing extent of 

p a tien t d issa tis fa c tio n . He describes such violations as neither the re su lt of
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carelessness nor o£ inadequate p ractice . Rather, they are described as 

entrenched within the Hippocratic Oath, s t i l l  taken by most medical students 

as the highest oath of altru ism  and professionalisa, but founded upon a 

philosophy of p a te rn a lis tic  omniscience, the presumption th a t only the 

physician can know what is  best for the patien t (p. 590). The repercussions of 

serious Infringement on the righ t to  informed consent are evident in such 

painful public controversies as th a t over the rig h t to  refuse life-prolonging 

medical technology (Tomes, 1985).

F itzpatrick  (1984b) is  among those who re la te  current levels of patien t 

d issa tisfac tio n  to  the increasingly Impersonal nature of bureaucratic health 

delivery organizations. Many authors have linked the technological explosion, 

specia liza tion , and fragmentation of service to Increasingly dehumanized 

services (Fagerhaugh, S trauss, Suczek t  Weiner, 1980; Martin, 1984; P ile tte ,  

1983; Tate, 1983). Numerous stud ies, such as that conducted by Lochman (1983), 

have attempted to understand patien t d issa tisfac tio n  by searching for re lia b le  

correlations with s tru c tu ra l and organizational variables within the health 

care delivery system. In general, while many correlations were found, none of 

them was su ffic ien tly  s ig n ifican t to explain the phenomenon.

More recently , O'Meil (1989) conducted an in-depth investigation into a 

case in which widespread d issa tisfac tio n  with health care was undisputed, the 

Inu lt Medical Services in the Canadian North. Ethnographic in terp re ta tion  of 

actual c lin ic a l encounters led the author to the conclusion th a t, in th is  

instance, the p o lit ic a l and ideological barrie rs  inherent in the colonial 

medical system prevented In terpreters from advocating on behalf of th e ir 

p a tien ts ' in te re s ts . Studies such as th is  one add strength to the contention 

that elements imbedded in the very philosophy and organizational structure  of
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health care are probable c u lp rits  in the orig ination of public 

d issa tis fac tio n .

Approaches to  In te rp re ta tion

The preceding discussion, focussing on the general issues rather than 

specific  nanIfestations within each professional, organisational and national 

domain, has merely scratched the surface of the troubles in Modern health 

care. Thorough analysis of the far-reaching Implications of such problems is 

well beyond the scope of th is  review. However, by highlighting some of the 

approaches th a t have been taken toward understanding the problems within 

health care, I hope th a t the reader w ill be able to  grasp the incredible 

complexity and magnitude of the issues. As w ill be seen, many academic 

d isc ip lin es , many professional groups, many corporate in te re s ts , and many 

departments of government a t  a l l  levels have an investment in try ing to solve 

the problems in health care today. Most confine th e ir  concern to  a p articu la r 

issue or d if f ic u lty  within the whole in tric a te  puzzle, an approach which 

rather resembles the kind of thinking that has fueled the c r is is  in the f i r s t  

place. However, an overview of the types of approaches that have been used and 

of the so rts  of remedies th a t have been proposed may encourage a beginning 

grasp of the magnitude of the issues that face those attempting to find a path 

to  resolution.

Joseph Callfano, who served as Secretary for Health, Education and 

Welfare for the U.S. during the 1970s, has predicted a revolutionary change in 

health care tha t is  " lik e ly  to  be as far-reaching as any economic and social 

upheaval we have known" (1986, p. 3). His examination of approaches to  shaping 

th is  revolution grouped proposals into three broad categories: creating 

financial incentives, revising in s titu tio n a l roles and re la tionsh ips, and
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transforming personal Motivations (p. 186). For the sake o£ brevity, ray 

discussion w ill follow th is  useful conceptual categorization .

Financial Incentives

Planners and economists often approach the c r is is  in health care as being 

prim arily a financial one. From th a t perspective, they focus on financial 

incentives to  reorganize care delivery , increase the costs effectiveness of 

serv ices, and promote cost-saving innovations. As McLennan and Meyer (1989) 

have suggested, the problem in health care i s n 't  re a lly  lack of money; ra th er, 

i t  is deciding how to ta rg e t i t  b e tte r . They propose th a t subsidies to reduce 

the competitive market may be effec tive  in red irec ting  financial resources 

from acute intervention to  more preventive serv ices. Danzon (1989) focusses on 

one p articu la r element in the to ta l  co st, the expenses inherent in 

malpractice. She points to  Insurance, l i t ig a t io n  costs and compensation awazds 

as major contributors to  the high cost of health  care and examines various 

models of Insurance reform to address th is  sp ec ific  problem.

In a sim ilar vein, Hansen (1989) has focussed on one aspect of the health 

care en terp rise . He has pointed out th a t, In the United S tates, Industry 

contributes almost 401 of expenditures for biomedical research and th a t i t s  

contribution is heavily weighted toward applied rather than basic research. I t  

is  his prediction th a t most of the current proposals regarding regulation and 

reimbursement schemes w ill have a negative Impact on the Innovation stimulated 

by industry and on industry 's  incentive for creating  cost effective and 

e f f ic ie n t technologies. He therefore has argued th a t planners must focus th e ir  

e ffo rts  on devising creative reimbursement schemes th a t w ill stim ulate 

innovation while rewarding cost containment.
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G riff ith , I l i f f e  and Rayner (1987) have compared commercial medicine in 

the United S tates with th a t In B rita in , concluding th a t private  medical 

p ractice  is  a major factor in the cost-contalnment b a ttle .  Having explored 

various le g is la tiv e  d isincentives to  p riva te  practice in the United Kingdom, 

they have asserted  th a t none of these w ill deal with the problem su ff ic ie n tly  

u n til  public a ttitu d e s  have sh ifted  su ff ic ie n tly  toward recognition of the 

Inherently an ti-so c ia l nature of private medical p ractice . The notion th a t 

c a p i ta l is t  ideology is  linked to  the health care c r is is  appears in the 

w ritings of several an a ly sts . Some have pointed to c lass and socia l inequities 

in disease d is tr ib u tio n  as evidence of the degree to  which the current health 

care system embodies the socia l system and serves to maintain ex isting  c lass 

s tru c tu re  (Susser, Hopper k Richman, 1983).

Marmor and Dunham (1983) have viewed the vested In te rests  of g igantic 

secto rs of c a p i ta l is t  socie ty  as the major deterren t to  rapid transformation 

of the health  care system, noting the preponderance of proposals th a t socia l 

service delivery  systems be structured to accommodate market incentives, in 

other words, to be "procompetltlve” (p. 78). in th e ir  opinion, there are three 

main types of such proposals: (1) those th a t favor consumer sovereignty, 

thereby assuming th a t financia l Incentives can change consumer behaviors; (2) 

those th a t encourage non-price competition by use of other delivery  and 

financing models such as pre-pald group practices; and (3) those that suggest 

a n t i - t r u s t  in i t ia t iv e s  to  reduce the market power of medical care providers 

(p. 79).

In s titu tio n a l Roles and Relationships

Another se t of contributions from various d isc ip lines considers ro les and 

re la tionsh ips between doctors, hosp ita ls , p a tien ts , other professional and
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labor groups, entrepreneurs, and purchasers o£ health care In order to make 

sense o£ the health  care c r i s i s .  Such considerations re f le c t analyses of 

events a t  several levels — the individual, the organization, and the system 

as a whole — and are thus d i f f ic u l t  to compare. However, a review of some of 

th is  l i te ra tu re  is  helpfu l, revealing the nature and complexity of the Issues 

Involved in adopting th is  type of approach to change In health care.

Smith and Kaluzny (1986) have named three a lte rn a tiv e  models for 

s truc tu ring  the ro les and rela tionsh ips In health care: bureaucratic, 

professional and p a rtic ip a to ry . They believed th a t each of these models has 

serious Implications for re la tionsh ips between providers and patien ts (the 

micro lev e l) , for how work is  organized in health se ttin g s  (the intermediate 

lev e l) , and for how the system as a whole is controlled (the macro level) (p. 

231). They therefore appraised examples of each s tru c tu ra l option a t  each 

level, I llu s tra tin g  the implications of the model on the outcome. In 

conclusion, they proposed th a t the inherent contradictions in s tru c tu ra l 

o rien ta tion  between various levels of health care organization must be exposed 

and re s is te d ; instead, they argued in favor of s h if ts  toward more 

partic ipa to ry  models a t  a l l  leve ls, featuring decen tralization , 

m iniaturization , desegregation, and reappropriation of services (pp. 244-5).

Such an overview places more sp ec ific  approaches in context, one such 

approach has to  do with considering the Impact of workplace environments on 

the behavior of health professionals. For example, F itte r  (1987) used case 

study analysis to  conclude th a t highly technological environments do inh ib it 

ce rta in  caring behaviors In nurses. Llndhelm (1972), an a rch itec t, examined 

the impact of large impersonal workplaces on the a b i l i ty  of health workers to 

humanize care. His descrip tion  of buildings as "frozen Ideology" (p .293)
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i l lu s tra te s  his belie f in the significance of physical s truc tu res  in health 

care refora.

Another approach a t  a specific  level focusses on the mechanical aspects 

of health care team communication. In th is  vein, Langford and Vengroff (1988) 

described a series  of projects designed to  promote cost-consciousness and 

optimal resource d istrib u tio n  through various e ffo rts  to reduce duplication of 

services and streamline paperwork; Wiseman and Karas (1988) evaluated the 

benefits of s ta f f  education programs aimed a t  reducing excessive ordering of 

diagnostic te s ts ;  and Hullins and B llio tt  (1986) examined the cost 

effectiveness of using psychologists to  reduce certa in  iatrogenic e ffec ts  of 

hospital treatm ents. While such proposals aim prim arily a t  cost reduction, 

they also re f le c t an awareness of the more general repercussions of 

inefficiency on health service delivery.

Additional specific  approaches can often be located within the 

"humanization" l i te ra tu re . Such approaches assume the cen tra l problem in 

health care to be the (inevitable) dehumanization of patien ts in large 

bureaucratic health service organizations. While various authors in th is  vein 

propose a range of so lu tions, many such proposals aim a t rec tify ing  untoward 

interpersonal dynamics between patien t and provider by changing the behavior 

of health care professionals. For example, Leventhal's (1972) c la ss ic  work on 

the construction of perceptual experience in dehumanization produced 

suggestions for Improved communication techniques by professionals. The role 

of cu ltu ra l barriers  in creating Impersonal and ethnocentric services was 

another approach toward understanding the problem. Barnett (1972), for 

example, noted tha t cu ltu ra l assumptions underlying the "humanization" 

movement Included the notion th a t there are unlversals in human nature.
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in te restin g ly , the Idea th a t dehumanization could re su lt £ron health care was 

strongly challenged by Levis (1972) on behalf of his fellow physicians. He 

maintained th a t there was no epidemiological evidence as to whether th is  

phenomenon ac tu a lly  began with health  care or was a la te  e ffe c t of the 

p a tie n t 's  low self-esteem  in early  childhood. He therefore recommended th a t 

academicians ought to  spend more time designing and conducting proper research 

and "less time engaging in rheto ric  tha t reduces the signal/no ise ra t io ” (p. 

267).

Considerable a tten tio n  has been devoted in the l i te ra tu re  to  analyzing 

the ro le of the medical profession in the current health c r i s i s .  Frledson 

(1986) has noted major changes in the extent to  which physicians are subject 

to formal review and economic pressures unheard of u n til  recently . While such 

pressures are thought to  influence the nature of medicine as a corporate body 

without detracting  from medicine's "cultural au tho rity” over a l l  processes 

within health care , Frledson believed tha t a more sophisticated  and 

adversarial middle class c lie n te le  represents a major challenge to such 

au thority  and may account for the trend within medical professional 

organizations to prevent po larization  among th e ir ranks by avoiding public 

stands on controversial issues (p. 77). Fox (1981), also  noted tha t pressure 

from consumer groups, the emergence of other primary care professionals, and 

the women's movement have a l l  challenged medicine's au thority .

Zola (1981) believed that the cu ltu ra l au thority  of medicine, as manifest 

in the medicalizatlon of most aspects of dally  liv ing , is  the source of much 

of the current soc ia l id en tity  c r is is  within the profession. He noted, as 

evidence of medicine's complicity in th is  m edicalizatlon process, the use of 

medical rheto ric  to  advance almost any cause. To i l lu s t r a te ,  Zola made
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reference to the preponderance of medical opinion on the issue of marijuana 

use, despite  the fac t th a t while there are no recorded cases of death from 

marijuana overdose. In co n trast, although medical l i te ra tu re  on the 

p o ten tia lly  fa ta l  side e ffec ts  of a host of medical drugs on market today is  

legion, there ex is ts  very l i t t l e  comparable analysis  of prescrip tion  drug 

abuse (p. 521). Thus, Zola views medicine as the repcsitozy of so c ie ty 's  more 

global s trugg les. " I t  is  the battleground, not because there are v is ib le  

th rea ts  and oppressors, but because they are almost In v isib le ; not because the 

perspective, tools and p rac titio n e rs  of medicine and the other helping 

professions are e v il ,  but because they are not” (p. 524).

Academia's fascination  with the medical profession is also reflec ted  in 

analyses of sp ec ific  forces believed to have an influence on i t .  For example, 

Glasser and Pelto (1980) examined the painfully  inadequate preparation 

received by medical students to  f u l f i l  the increasingly  urgent demands of the 

public. They likened the physician to a modern-day shaman, invested with a l l  

of the tra d itio n a l power associated with the ro le , but having none of the

proper upbringing, in th e ir  opinion, doctors unconsciously or consciously rely

on the p restige of the shamanic ro le  to  f i l l  the defic iencies of science in

providing comfort to  patien ts  (p. 24). Those who have considered medical

education, not only in terms of the ro le , but a lso  in terms of the notion of 

health I ts e l f ,  recognize th a t rad ical changes are long overdue (Last, 1988).

Another factor strongly  believed to  influence the behavior of physicians 

is the issue of reimbursement. Conrad and Schneider (1981) have noted the 

s h if t  from the 1920s, when health care in the United S tates was paid d ire c tly  

by the consumer, to  the s itu a tio n  of the 1980s, in which 75% of the population 

was covered by some so rt of insurance, over the same period, some so rt of

504

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



national health insurance scheie or a national health service has emerged in 

Canada, Great B rita in , and most other industria lized  nations (Navarro, 1989). 

DeVries (1988) pointed out th a t a l l  such changes force "business-like 

behavior" in health care organizations, a l te r  the productiv ity  Incentives 

dram atically , and also  create a more c r i t ic a l  and demanding group of 

consumers. Thus, from many perspectives, c r i t ic s  of medicine recognize the 

overwhelming and dramatic socia l forces to  which individual physicians are 

subject and which help to  explain some of the current public discontent with 

health  care.

On a more general so c ie ta l leve l, however, several authors seem less 

charitab le  in th e ir  in te rp re ta tio n s. O 'Neill (1986), for example, has 

questioned the assumption of benevolence in medicine's ro le  in socia l contro l. 

In h is view, doctors and the medical profession have consciously 

"c iin lca llzed" the socio-psychic spaces in the American socia l order in an 

e f fo r t  to e s tab lish  and maintain power. O 'Neill argued that such processes are 

not merely a facade concealing bourgeois power re la tio n s , but rather represent 

a new fie ld  of power re la tio n s  which he has called  the "therapeutic s ta te ,"  in 

which the l i f e  sciences are the dominant hegemonic modes of knowledge and 

power (p. 363).

A sim ilar c r i t ic a l  perspective has been put fo rth  by Navarro (1986) and 

by McKinlay a stoeckle (1988). in a Marxist view of the role of advanced 

capitalism  on medicine and health care, McKinlay and Stoeckle have noted th a t 

trends in medicine have followed those in in d u stria liza tio n , in which owners 

of production begin to  ra tio n a lize  th e ir  production process by producing 

sp ecia liza tio n  and seeking cheaper labour sources, including machines (p.

197). They have also applied Veber's analysis of the Inevitable implications
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of bureaucratization to  explain how aedicine has promoted organizational 

s tructures th a t aay be e f f ic ie n t,  but are inherently degrading to non-medical 

health care workers, in th e ir  view, the trend toward professionalIsa in 

aedicine has been an a tte a p t to ra tiona lize  these processes of domination. 

Navarro, Indeed, has argued in favor of in terpreting  the health care c r is is  in 

the context of the Internal contradictions in economic, p o lit ic a l and c iv il  

dimensions of a l l  Western so c ie tie s . In his view, the c r is is  of aedicine is 

e ssen tia lly  a c r is is  in capitalism , despite the fact th a t, from his 

perspective, one of the major factors inh ib iting  serious resolution of the 

c r is is  in health care is  an acute resistance to in terpreting health care in 

social/economic terms. He has made the observation that "terms such as 

capitalism , c lass  strugg le , imperialism, and the like are non-existent in most 

analyses of aedicine or are quickly dismissed, or se t in quotes, as i f  to 

single them out as subjects of suspicion and of concern only to outmoded 

ideologues who remain mired in passe ideological te rra in s” (p. 3). Such 

c r i t ic s  of the larger socia l order support th e ir  views with numerous examples, 

within academic, professional, and corporate vested In te res ts , of e ffo rts  to 

sustain  the s ta tu s  quo.

Thus, froa a great varie ty  of perspectives, many analysts have looked for 

solutions within the In s titu tio n a l roles and relationships of the major 

players in health care delivery . Their propositions range from the adjustment 

of minute d e ta ils  in health care delivery to  the most grand and revolutionary 

reconstruction of the socia l order. The variance in perspective alone, not to 

mention in conclusions and d irec tio n s , reveals something of the extraordinary 

d if f ic u lty  in finding common ground.
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Personal Motivations

The t h i r d  c a te g o r y  o f  a p p ro ach e s  t o  i n t e r p r e t a t i o n  c o n t a i n s  a l l  o f th e  

o r g a n i z a t i o n a l ,  b e h a v i o r a l ,  and i d e o l o g i c a l  p o s i t i o n s  t h a t  come under th e  

r u b r i c  o f  p e r s o n a l  m o t i v a t i o n s .  From t h i s  p e r s p e c t i v e ,  a l l  p l a y e r s  in  t h e  

h e a l t h  c a r e  sc e n e  p a r t i c i p a t e  in  th e  way t h e y  do b ec au se  o f  b e l i e f s ,  a t t i t u d e s  

and o p in io n s  a b o u t  t h e i r  own b e s t  I n t e r e s t s  and th o s e  o f  t h e i r  s o c i e t y .  

E f f e c t i n g  ch an g e ,  t h e r e f o r e ,  r e q u i r e s  t r a n s f o r m a t i o n  o f  th o s e  b e l i e f s  in  su ch  

a  way t h a t  t h e  m o t iv a t io n s  o f  t h e  I n d i v i d u a l s  conform  t o  t h e  needs  o f  th e  

g r e a t e r  w hole.

An i s s u e  r e q u i r i n g  im m ediate  c o n s i d e r a t i o n  in  a l l  I n d u s t r i a l i z e d  n a t i o n s  

i s  t h a t  o f  r a t i o n i n g  m ed ica l  c a r e .  C e r t a i n  m ed ica l  p r o c e d u r e s ,  such  a s  o rg an  

t r a n s p l a n t s ,  c o s t  so  much t h a t  t h e y  t h r e a t e n  to  c r i p p l e  t h e  economy i f  a l lo w ed  

t o  p r o l i f e r a t e  unchecked (Simmons & H a r ln e ,  1984). No n a t i o n  can  make such  

h i g h - c o s t  p ro c e d u re s  a v a i l a b l e  u n c o n d i t i o n a l l y .  Thus, s e r i o u s  a t t e n t i o n  t o  t h e  

q u e s t i o n  o f  how r a t i o n i n g  w i l l  be managed has  fo rc e d  c o n s i d e r a t i o n  o f  th e  

e x t e n t  t o  which a l l  members o f  s o c i e t y  a r e  p re p a re d  t o  f o o t  t h e  b i l l  f o r  each  

o th e r  in  th e  e v e n t  t h a t  th e y  to o  m ight need such  p ro c e d u re s  someday. The 

t r a d i t i o n  of " s p a re  no ex p e n se"  i s  t h e r e f o r e  b ro u g h t  u n d er  s e r i o u s  s c r u t i n y .

Besharov and Silver (1989), in considering the various p o ss ib ili t ie s  for 

rationing, concluded th a t our usual c rite rio n  for ra tio n a l decision-making in 

th is  realm (le . the choice of candidates most lik e ly  to benefit society) 

ra ises  so many legal and moral dilemmas that is is rendered untenable under 

any existing system. They have therefore proposed tha t courageous public 

consideration of the deeper e th ica l Issues is the only so lu tion . Such a 

process would like ly  force a massive s h if t  in public a ttitu d e s  toward how 

such decisions ought to be taken. Daniels (1985), a philosopher, has
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tackled ju s t such questions. Proa his perspective, the tendency of bureaucrats 

and policy makers to favor simple solutions to complex problems is  a t  the 

heart of the m atter. For him, there can be no re lia b ly  correct answer to  such 

penetratlnq questions as "does ju stice  require funding heart transplants?" 

Thus, he has argued th a t applied philosophy ought to  be applied to  refin ing  

the questions associated with rationing rather than constructing the answers. 

In his view, tolerance for uncertainty and ambiguity w ill be e ssen tia l. 

"Bureaucrats, whose vision has adapted to  survival in nonbasic frameworks, 

should not expect philosophers to  make themselves equally myopic as the price 

of seeing things in the relevant ligh t"  (p. 229).

The question of resp o n sib ility  for e th ica l decision-making reveals the 

degree to which problems in health care are embedded in other aspects of 

socia l systems (Gray & Osterweis, 1966). I t  Is therefore predictable th a t many 

th eo ris ts  would seek solutions in the motivational s truc tu res  of the society 

i t s e l f .  Schmandt & Vendel (1983) in terpreted health care as a major arena for 

co n flic t between the public and private secto rs, national and local 

au th o ritie s , and professional and lay experts. They have discovered the 

In te rests  of each of these factions to be far more complex than simply 

providing health care, and are therefore not optim istic th a t health care can 

be Isolated from p o lit ic s . Sim ilarly, Geiger (1972), a physician himself, has 

argued tha t the sources of d if f ic u lty  in health care are re flec tiv e  of larger 

socia l a ttitu d e s  re la tin g  to  socia l order, western ra tiona l science, 

professional subculture,and p o lit ic a l movements. C learly, greed and hunger for 

power are Important factors explaining much of the ex isting  s tructure  of 

health care (Allentuck, 1978). Thus, for these th e o r is ts , unraveling the
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issues in health caze requires deliberation on the larger social system in 

which health cace occurs (S trauss, 1970).

Another a t t i tu d in a l s h if t  th a t is  often mentioned in  the l i te ra tu re  is  

the s h if t  from care by professionals toward " se lf  c a re .” As has been mentioned 

in e a r l ie r  discussion, s e lf  care is  sometimes In terpreted  as a response to  

inadequacies in mainstream health care . However, i t  has a lso  been proposed by 

many th e o ris ts  as a viable approach to  reducing health  care co sts . According 

to  th is  perspective, the general public has become complacent about managing 

i t s  own health and has come to  re ly  overly on professional expertise . By 

promoting se lf  care In ce rta in  circumstances, i t  is  believed th a t much of the 

current s tra in  could be l i f te d  from the formal health  care delivery  system 

(Hunt, 1988). Levin, Katz & Holst (1976), In an early  report on the s e lf  care 

movement, h in t a t  the paradox inherent in the notion of s e lf  care. As logical 

and as obvious as s e lf  help appears, i t s  emergence has produced some rather 

peculiar responses: some health  care professionals have in terpreted  i t  as an 

attack on th e ir  te r r i to ry ;  some consumers have viewed i t  as an attempt to 

pacify a demanding public; some socia l analysis have considered i t  a middle 

c lass idea with l i t t l e  relevance for the poor; some professionals have seen i t  

as a passing fad; and some lay people have worried th a t i t s  wisdom may be co

opted by the health  establishm ent. As Dean (1986) suggests, the victim-blaming 

th a t can occur as a re su lt  of misplaced emphasis on s e lf  care is  no small 

problem.

However, the movement to  reduce costs and support personal resp o n sib ility  

for ce rta in  aspects of health  and Illn ess care has blossomed over the past 

decade or so (Steiger & Lipson, 1985). I t  is  now acknowledged th a t s e lf  care, 

in the sense of regular hea lth -re la ted  behaviors and management of most health
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problems, has been the donlnant mode of health care In a l l  so c ie tie s . Further, 

i t  seems th a t a ttitu d es  toward i t  have been philosophically linked to  cu ltu ra l 

themes and aedlcal systeas throughout t la e  (p. 16).

In response to  th is  grovlng awareness o£ the actual re la tio n sh ip  between 

health care and what we o rd inarily  think of as the health  care systea, the 

notion o£ "health proaotion” is  gaining favor with aany planners and policy 

aakers (Vojtecky, 1986). Harris (1989) has noted tha t acceptance of the value 

of health  proaotion requires awareness of the enoraous cost of aedlcal care 

a f te r  the fact of d isease. Rachlls and Kushner (1989) added tha t the public 

w ill require considerable help to  rea lize  th a t health care is not what makes 

us healthy. While a concept such as health promotion sounds rather benign a t 

f i r s t  glance, aany analysts have noted th a t i ts  widespread adoption would pose 

a very serious th rea t to the tra d itio n a l medical care system (Carlson, 1975). 

Since i t  is  assumed th a t a lloca ting  f is c a l and socia l resources toward 

promoting socia l and environmental conditions conducive to  health would d ivert 

those resources away from the ex isting  health care s tru c tu re , i t  is  easy to 

understand why there has been so much resistance from within the ex isting  

system toward promoting such a change (Heyerson & Herman, 1987).

As Taylor (1979) has pointed out, the trend toward s e lf  help is 

counterbalanced by an equally powerful tendency to  Increase reliance on 

professional medical care. "The ordinary person is  counselled to attend a 

doctor regularly  for a 'check-up' and for repeated 'sc reen in g .' Health is  

being portrayed as a s ta te  of continued negative reports for hidden d isease. 

Dependence on professional advice for minor ailments is  encouraged and is  

resu lting  in invalidism and hypochondriasis" (p. 3). He c lea rly  places the 

blame for th is  dependence on the a ttitu d e s  and practices of stakeholders in
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the system. For example, he observes that "at present the medical care system 

Is breeding a whole generation of parents who are unaware of the natural 

h isto ry  of the normal minor illnesses which occur in children” (p. 222). Thus, 

from his perspective, s e lf  care Is not simply a matter of promoting 

responsible behavior among the general public; It also requires that the 

source of dependence upon experts be recognized.

Thus a major element in the transformation of personal motivations 

Involves an Ideological s h if t  In the degree to which the basic assumptions 

underlying western biomedicine are accepted as re a li ty . While some th eo ris ts  

have suggested th a t such values as Inherent worth, lrrep laceab illty , h o lis tic  

selves, freedom of action , s ta tu s  equality , shared decision-making and 

resp o n sib ility , empathy, and positive a ffec t could be Incorporated Into the 

ex isting  system (Howard, 1972), others have found tha t view naive. Taylor has 

asserted th a t, In order to e ffec t any major remedy to the health care c r is is ,  

the basic philosophies of Individual cu lp ab ility , curative medicine, and 

biological solutions inherent In medicine must be challenged. By monopolizing 

au thority  over a l l  manner of human conditions, the medical profession has 

system atically created "the Impression that th e ir  solution lie s  in some new 

technical innovation or a new drug rather than in the changing of the 

underlying so c ia l, environmental, and economic causes" (p. 223). He concluded 

tha t "The only way out of the present quagmire is  to  put more emphasis on 

to ta l  population systems of prevention and on the socia l and economic changes 

necessary so th a t healthy liv ing patterns are feasible and can become the 

cu ltu ra l norm" (p. 239). However, because medical research Is Ill-prepared to 

address questions of an environmental or socio-economic nature, because such 

factors are d if f ic u l t  to In terpret within the biological model of disease that
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organizes nedicai knowledge, and because prevention Eits poorly into the

current s truc tu res  for nedicai p rac tice , Taylor was pessim istic th a t the

socia l logic can overcone th is vested interest.

The preceding discussion has surveyed sone of the various approaches to

understanding and managing the health care c r is is  th a t have been proposed in

the l i te ra tu re . Examination of concerns about financial incentives, ro les and

re la tionsh ips, and personal motivations reveals the complexity of the issues

a t  a l l  levels, as well as the d iv e rs ity  of perspectives from which they are

currently  viewed. The range of opinion and the in ten sity  of consternation

about the nature of the health care c r is is  i l lu s t r a te  the d if f ic u lty  involved

in grasping the issue in to ta l .  No matter how optim istic  or focussed the

opinion, no matter what perspective they employ, a l l  health analysts, whether

anthropologists, soc io log ists, epidem iologists, philosophers, economists,

p o lit ic a l s c ie n tis ts  or health care professionals, fee l alarmed over a c r is is

for which the solutions are fru stra tin g ly  Inv isib le .

He have an expanding technological empire which is rapidly developing i ts  
own In te llec tu a l and economic momentum. And a t the controls of 'space
ship medicine* we find a group of technocrats whose ethos and actions 
more c losely  resemble the an tics of Plash Gordon and his crew than actual 
human beings practicing the most applied of the biological sciences on 
th e ir  fellow tra v e lle rs  (Taylor, 1979, p. 5).
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APPENDIX 4 

METHODOLOGICAL THEORY AMD APPLICATION 

The nethodological perspective guiding th is  study has been described as 

the "n a tu ra lis tic  inquiry” approach to  q u a lita tiv e  research. This approach 

draws upon anthropological f ie ld  research methods, the phenomenological 

pro ject within philosophy and the grounded theory In terp reta tion  of social 

theory generation to shape a research process th a t is  firm ly rooted in 

eplstemological trad itio n s  yet su ff ic ie n tly  p liab le  to  account for the range 

of data sources and analy tic  techniques that are availab le to 3oclal 

researchers. This discussion w ill f i r s t  o rien t the reader to the theory 

underlying q u a lita tiv e  research, and w ill then proceed to explain how the 

method has been Interpreted and applied in the case of th is  p articu la r 

research.

The Q u a l i t a t i v e  R e s e a rc h  T r a d i t i o n

Q ualitative research represents an abrupt departure from the overall

p r o j e c t  o f  th e  more q u a n t i t a t i v e  o r i e n t a t i o n  in  s o c i a l  and h e a l t h  s c i e n c e s .

From t h e i r  o r i g i n s  i n  C a r t e s i a n  d u a l i s m  and p o s i t i v i s m ,  t h e  s o c i a l  and  h e a l t h

s c i e n c e s  have been d o m in a ted  by t h e  m a in s t rea m  o f  w e s te r n  s c i e n t i f i c  i d e o lo g y ,

a be lie f system which has captured the consciousness of the industria lized

world for many generations (Smith, 1983). Rationalism and dualism, the cen tra l

tenets of scientism , have seduced the western ideological o rien ta tion  further

and further away from tru s tin g  em pirical, in tu itiv e  and supernatural forms of

knowledge (Berliner, 1984). According to  Levi-Strauss,

. . . i t  was thought th a t science could only ex is t by turning i t s  back upon 
the world of the senses, the world we see, smell, ta s te , and perceive; 
the sensory was a delusive world, whereas the real world was a world of 
mathematical properties which could be grasped by the in te lle c t and which 
was en tire ly  a t odds with the false testimony of the senses (1978, p. 6).
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In i t s  twin preoccupations with £act and with logical re la tionsh ips, the 

s c ie n tif ic  perspective rendered inadmissable certa in  species of data and 

ce rta in  in te lle c tu a l processes (Schwartz & Jacobs, 1979).

Central to  the h isto ry  of q uan tita tive  soc ia l research is  the mind-body 

dualism f i r s t  proposed by Descartes and subsequently adopted throughout a l l  of 

the human and behavioral sciences (Hepburn, 1988; van der Steen & Thung,
i

1988). Although the human "self"  is experienced as a whole, Descartes' Insight 

created a formulation by which the physical aspects of humanity (the body) 

could be conceptualized as a machine and thus th eo re tic a lly  be understood 

according to  the developing lavs of physics, chemistry and physiology (Engel, 

1977). in conceptually d istinguish ing  the mind (and soul) from the body, 

Descartes acknowledged the existence of human elements which were beyond the 

reach of science, but relegated them to the non -sc ien tific  domain of re lig ion  

and philosophy. There they have stayed, for the most p a rt, vaguely 

acknowledged, yet ca re fu lly  excluded from the domain of s c ie n tif ic  research.

Q uantitative research in the soc ia l and health sciences followed a path 

which was highly successful in answering certa in  kinds of research questions, 

but painfu lly  inadequate in answering others. The tra d itio n  persisted  because 

of i t s  spectacular successes, but, unfortunately, created a cu ltu re  of 

scholasticism  In which no other tra d itio n  could fu lly  compete. While 

q u a lita tiv e  methods have long been considered relevant to the more marginal 

d isc ip lin es  of philosophy, theology, anthropology and some streams within 

psychology, they have not a ttra c ted  much a tten tio n  within the mainstream 

socia l and health sciences u n til  la s t  two decades. Instead, they have been 

d iscred ited  as "so ft"  sciences and have been largely  excluded from the rewards
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(such as funding and publication) o£ the more " sc ien tific1 ways of studying 

human questions.

Thus the q u a lita tiv e  perspective arose in re la tio n  to  metaphysically 

d iffe ren t goals from those of the dominant s c ie n tif ic  paradigm. I t  countered 

"realism ," the Idea th a t r e a l i ty  ex is ts  Independent of human perception, with 

"Idealism ," the argument th a t what ex is ts  Is mind-dependent (Smith, 1983).

I ts  p articu la r objective was to  recapture the a c to r 's  point of view, which had 

been so carefu lly  eradicated In the e f fo r t  to s i f t  fact from fantasy (Schwartz 

& Jacobs, 197S). This " in te rp re tiv e -id e a lis t"  approach to  research re je c ts  the 

p o ss ib ility  th a t laws analogous to  those in the physical sciences w ill ever be 

found In the socia l sciences (Smith, 1983). Rather than laws, propositions or 

theorems, q u a lita tiv e  research searches out understanding (Ornery, 1988).

Dubbing the new era in research "postpositiv ism ,” Lincoln and Guba (1985) 

have a rticu la ted  what they re fe r  to as the "n a tu ra lis tic  paradigm" within I t .  

Their n a tu ra lis t perspective d iffe rs  from positivism  on five c r i t ic a l  axioms: 

that r e a l i t ie s  are m ultiple, constructed and h o lis t ic ;  th a t the knower and the 

known are inseparable; th a t only time- and context-bound working hypotheses 

are possible; that a l l  e n t i t le s  are In a s ta te  of mutual simultaneous shaping, 

so tha t i t  is  impossible to  d istingu ish  causes from e ffec ts ; and th a t a l l  

Inquiry Is value-bound (p. 37). The Immediate e ffec t of these axioms on 

research process is  th a t they make i t  Impossible to  provide design 

specifica tions in advance. Thus, they se t the stage for the concept of 

"emergent design ,” cen tral to  n a tu ra lis tic  paradigm research (p. 225).

Major Q u a l i t a t i v e  Approaches

Q ualitative research methodology has taken somewhat d iffe ren t d irections 

within the various socia l and health science d isc ip lin es . Because three of
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these, ethnography, phenomenology and grounded theory, have contributed in 

some important way to  the specific  methodological decisions made in th is  

study, a b rie f overview of each seems appropriate here.

Ethnography is  the major research method within the anthropologic 

tra d itio n . I t  derives from the presumption tha t formal description of whole 

cultures can generate the data base necessary for the ultim ate task of 

unraveling the mysteries of human nature (Sanday, 1979). In e ffec t, the 

ethnographic method decodes one culture while recoding i t  for another (Van
o

Haanen, 1988, p .4). Participant observation combined with s tra teg ic  

interviewing is  the cen tral strategy  within the ethnographic trad itio n . 

Interviewing creates the means by which the cu ltu ra l a c to r 's  in terpretation  

informs the researcher's  analysis of the meaning of each element within a 

cu ltu ra l system. Among ethnographers, there is  considerable debate between 

those who view the cu ltu ra l a c to r 's  (emlc) perspective as central to the 

analysis and those who consider the in s id e r 's  position as inherently blind to 

a larger and more complete (e tlc ) perspective of the culture (Bennett, 1985; 

Kaplan & Manners, 1972; Pelto, 1970; Van Maanen, 1988).

Phenomenology is a philosophic a ttitu d e  which derives from inquiry into 

the essen tia l questions of ontology (the nature of being) and eplstemology 

(the nature of knowledge). I ts  primary position is  th a t the most basic human 

tru th s are accessible only through inner su b jec tiv ity  (Burch, 1989; Cohen,

1987). Husserl (1975/1929), the acknowledged patriarch  of modern 

phenomenology, described i t  as "the methodology through which I come to 

understand myself as th a t ego and l i f e  of consciousness in which and through 

which the en tire  objective world ex is ts  for me. and Is for me precisely as i t  

is" (p. 8). Accordingly, phenomenology is necessarily  concerned not only with
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what is  known, but also with how i t  Is known and how i t  Is expressed 

l in g u is tic a lly  and behavlorally (Gadamer, 1985/1975; Rlcoeur, 1981). I t  

therefore searches for " tru th  already immanent in the in te l l ig ib i l i ty  of 

lived experience," recognizing th a t such tru th  is  inexorably a lte red  by the 

very ac t of rendering i t  accessible to  conscious In terp re ta tion  (Burch, 1989).

Grounded theory, deriving from the sociological tra d itio n  of symbolic 

in teraction , seeks to  uncover the substantive socia l theory th a t is imbedded 

in everyday r e a li ty  (Glaser & Strauss, 1967). I t  assumes that the everyday 

world Is shaped by socia l factors which are generally Inaccessible to  the 

conscious in terp re ta tion  of members of a socia l group (H eller, 1986; Shrader, 

1983). I t  also assumes th a t ,  In contrast to the rela tiv ism  of ethnographic 

descrip tion , or the su b jec tiv ity  of phenomenology, emergent theory Is the most 

meaningful goal for socia l science (Hammersley & Atkinson, 1983, p. 22). The 

grounded theory approach, therefore, taps the d ia le c tic  between macro and 

micro socia l processes to  In terpret th e ir  In teraction (Cicourel, 1981;

Fielding & Fielding, 1986). Although I ts  data-co llectlon  methods suggest 

s im ila r itie s  with ethnography and phenomenology, I ts  d is tin c tio n  is evident a t 

the analy tic  level.

Q u a l i t a t i v e R esea rch  In  H u rs ln g  S c ie n c e

In keeping with the requirements of I ts  cen tral d isc ip lin e  and 

philosophical derivation , each of these q ualita tive  research approaches 

re fle c ts  a se t of p rincip les governing the a r tic u la tio n  of research questions, 

the role of the researcher In re la tio n  to  the research process, the selection  

of research subjects (usually called Informants or co-researchers), the data 

co llection  process, data management and analysis, and preparation of the 

formal report. The cu ltu ra l codes of each d isc ip line  determine the degree to
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which departures from each aethodologleal tra d itio n  are acceptable. In ay 

opinion, none of these alone would have su ff ic ie n tly  d irected the spec ific  

research I have undertaken. While I aa sympathetic to methodological purity  in 

theory, I aa more concerned with following a line  of reasoning through the 

various avenues of inquiry th a t become possible u n til  the research question 

can be answered. Because ay own research question cannot be understood in 

Isolation from ay professional o rien ta tio n , which is  th a t of a nurse rather 

than a philosopher, a socio log ist or an anthropologist, I have taken some 

l ib e r t ie s ,  as the reader w ill notice, with the rulebook on each of these three 

methods.

Because my methodological approach departs from the mainstream of the 

d isc ip lines in which the three methods have been developed, I have re lied  on 

the analysis of Lincoln and Guba (1905)*s more ec lec tic  method to  guide and 

account for ay process. These authors s tre s s  tha t "n a tu ra lis tic  inquiries are 

not mounted in a vacuua; lik e  a l l  other forms of inquiry, they emerge in 

response to  perceived problems" (Guba & Lincoln, 1981, p. 88). The problems of 

philosophy, anthropology or sociology are somewhat d iffe ren t from the problems 

of an applied socia l science such as nursing.

Nursing concerns I ts e l f  with the shared elements of human experience 

rather than the e x is te n tia l nature of human su b jec tiv ity  (Wilson, 1985). 

Further, i t s  basic concern is  understanding human experience reflec ted  in the 

consciousness of socia l aggregates (Including perhaps e th n ic itie s , 

maturational stages, health and illn e ss  s itu a tio n s , socia l ro les) ra ther than 

in understanding complete cu ltu res. While i t  requires mid-range theories in 

order to conceptualize the phenomena relevant to  i t s  p rac tice , i t  is  always 

faced with the problem of applying these in individualized circumstances.
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Because of th is , Its project Is Inherently both macro- and micro-level in 

scope. Nursing has l i t t l e  use for theory which is  not intended for 

app lica tion ; i t s  practice Mandate, which has often preceded i t s  science, is 

unrelenting in th is  regard (Leininger, 1985; Parse, Coyne & Smith, 1985).

Thus, I would argue th a t nursing 's problems and projects are su ff ic ien tly  

d is t in c t  from those of philosophy, anthropology and sociology to  ju s tify  

serious consideration of a l l  elements in the methodological approach and to 

warrant more a more generic n a tu ra lis tic  approach (Swanson-Kauffman & 

Schonwald, 1988).

The N a tu ra lis tic  Approach

in con trast to the methodological orthodoxy generally preferred by socia l 

s c ie n tis ts  in nursing and many of the socia l and health sciences (Morse,

1989), researchers in the f ie ld  of education seem to have comfortably adapted 

a varie ty  of n a tu ra lis t ic  approaches to meet the unique demands of th e ir  

scholarly  in q u iries . Within the educational research l i te ra tu re ,  a 

considerable body of theory addresses the logic of generating uniquely 

su itab le  methodological approaches for each research endeavour (eg. Guba & 

Lincoln, 1981; Lincoln & Guba, 1985; Meyers, 1981; Patton, 1980). Presumably, 

the obvious d is tin c tio n  between program evaluation and the pro jects of the 

tra d itio n a l q u a lita tiv e  en terp rises has aided these educational researchers in 

th e ir  defence of rad ical departures from mainstream methods. In addition, the 

e c lec tic  nature of the designs in much of the published q u a lita tiv e  education 

research has stim ulated a concurrent body of logic governing such c r i t ic a l  

Issues as a u d lta b lll ty , c re d ib ili ty  and "tru th  value" in judging q u a lita tiv e  

work.
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The method for th is  current study draws upon the n a tu ra lis tic  approach of

Lincoln and Guba, in p a rtic u la r, as the foundation for decisions regarding a l l

aspects of the research design and process. In keeping with the previously

noted assumptions underlying the method, design Issues cannot a l l  be worked

out In advance, but must flow with the nature of the question and the research

process. As Schatzman and Strauss have w ritten :

The f ie ld  researcher is a methodological pragm atist. He sees any 
method of inquiry as a system of s tra teg ie s  and operations designed 
- a t  any time - for getting  answers to  certa in  questions about 
events th a t in te re s t him. He understands th a t every method has 
b u lit- ln  c ap a b ilitie s  and lim itations th a t are revealed In practice 
(through the techniques used, for given purposes and with various 
re s u lts ) ,  evaluated in part against what could have been gained or 
learned by any other method or se t of techniques (1973, p. 7).

My discussion here w ill explain relevant concepts Inherent in the n a tu ra lis tic

approach and w ill weave In terpretations of these assumptions and principles

into a descrip tion of the way that I ac tu a lly  handled each aspect of the

research design. This descrip tion  w ill therefore be grounded in the

methodological theory, but w ill serve as a narrative of my own p articu la r

research process.

Sfl.fc.tlng

In contrast to p o s lt iv ls t lc  tra d itio n s  which use the se ttin g  to control 

variab les, n a tu ra lis tic  inquiry demands a natural se ttin g . The ra tionale  for 

th is  requirement is  the assumption th a t phenomena take th e ir  meanings from 

th e ir  contexts as much as they do from themselves (Lincoln & Guba, 1985). In 

other words, r e a l i ty  constructions cannot be separated from the world in which 

they are experienced. "Ho phenomenon can be understood out of re la tionsh ip  to 

the time and context th a t spawned, harbored, and supported i t"  (p. 189). Thus, 

the obligation of the researcher is  to generate a research plan which allows 

for the most natural se ttin g  in which the phenomenon ex is ts .
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informants

The term "Informant" is  one boxroved from ethnography and re f le c ts  an 

orientation to the research subject as both a cu ltu ra l actor and an expert 

witness to  the particu la r phenomenon under study. As opposed to  being someone 

upon whom the research is  conducted, the subject of a n a tu ra lis tic  inquiry is 

actively  involved in constructing the account upon which the answer to the 

research question w ill be founded.

Researcher as Research Instrument

N atu ralistic  Inquiry re fle c ts  the unapologetlc position th a t the human 

instrument is the only one with certain  ch a rac te ris tics  necessary to  cope with 

the indeterminate s itu a tio n s  Inherent in studies of natural phenomena (Lincoln 

£ Guba, 1985, p. 193). Specifically , these ch arac te ris tic s  Include 

responsiveness, adap tab ility , a h o lis tic  emphasis, the a b i l i ty  to expand a 

knowledge base and processual immediacy. From these ch a rac te r is tic s , the 

researcher gains the opportunity for c la r if ic a tio n , summarization and 

exploration of the meaning of atypical or Idiosyncratic responses (Guba & 

Lincoln, 1981).

The role of the researcher in n a tu ra lis tic  inquiry is  therefore one of 

immersion into the world of the research subjects for the purpose of taking on 

th e ir  perspective (Bowers, 1988). Ideally, the researcher is  expected to 

maintain "one foot in the world of the subjects and one foot outside of that 

world” to  in terp re t not only what the subjects understand but also what they 

take for granted (p. 43). The role of the researcher in th is  endeavour is 

derived from that of phenomenological inquiry in th a t i t  requires 

iden tifica tion  and suspension of preconceptions brought to the research by the 

researcher, thereby demanding an a ttitu d e  of awe, empathy and appreciation
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toward both the subject and the subject natter  (Swanson-Kauffnan & Schonwald,

1988). While, undoubtedly the research has been undertaken Cor some purpose 

which will provide I t  with d irection , th is  requirement ensures th a t  discovery 

will be possible. This freedom to discover is made possible by the 

researcher's  obligation to be highly attuned to  his or her influence upon the 

phenomenon being studied (Llpson, 1989). Because such active partic ipa tion  Is 

inherent in the n a tu ra l is t ic  research process, the researcher-research 

d ia lec t ic  must be made e x p lic i t  in the f ina l research report (Parse e t a l . ,  

1985).

Purposive Sampling

In contrast to  the notion of representative sampling by which positivism 

approximates i t s  generalizations, n a tu ra l is t ic  inquiry recognizes that 

sampling may serve a number of other purposes, such as sampling for extreme 

case3, sampling for typical cases, sampling for maximum variation , sampling 

for particu la rly  sensitive  cases or sampling for convenience (Patton, 1980). 

Because the n a tu ra l is t ic  tra d it io n  Interprets sampling as Inherently tied  to 

contextual factors , the general aim is to Include as much Information as is 

possible "in a l l  of i t s  various ramifications and constructions" (Lincoln & 

Guba, 1985, p. 201). Thus, sampling decisions are generally f lu id ,  deriving 

from the emerging theory a f te r  the in i t i a l  general decisions (Glaser, 1978; 

Glaser & Strauss, 1967). Such continuous adjustment of the sampling focus 

refines the sampling over time.

Because n a tu ra l is t ic  sampling does not search for specific  numbers to 

f a c i l i ta te  mathematical calculations of probability, the size of the sample is 

determined by convenience factors and by the principles of selection to the 

point of redundancy (Lincoln & Guba, 1985, p. 202). In a s itua tion  of
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redundancy, the researcher establishes a basis on which to conclude the 

inprobability of uncovering new conceptual categories of data fron new 

subjects. Another in terpre ta tion  of the principle is described as "theoretica l 

sa tura tion ,"  meaning th a t  no additional data are being found whereby the 

researcher can develop the properties of a defined category (Glaser & Strauss, 

1976, p. 61). Both redundancy and saturation obviously require the researcher 

to have tested theoretic  assumptions with a sample re flec ting  the d iv e rs ity  

inherent in the phenomenon under consideration. Thus, the n a tu ra l is t ic  

approach to sampling provides the researcher with strong confidence in the 

data analysis, since analytic  categories emerge from and in the context of the 

sampling procedure (Glaser, 1978).

Data Collection

Instead of "collecting" data, the n a tu ra l is t ic  researcher "constructs" i t  

(Lincoln & Guba, 1985, p. 332). The two most usual data sources in 

n a tu ra l is t ic  Inquiry are human informants and written tex t .  In e ither case, 

the active Involvement of the researcher in constructing data from the whole 

is c learly  recognized. In the case of Interview, the type of questions tha t 

are posed, and the type of responses that are so lic i ted  undoubtedly play a 

s ignificant ro le in determining the Information that will be forthcoming and 

that which will be concealed. Further, they Influence the way in which the 

information will be expressed, i t s  l in g u is t ic  form, i t s  affective  load and i t s  

in terpreta tion . In the case of tex t ,  similar researcher involvement is 

understood. The iden tif ica tion  and defin ition  of the units for content 

analysis will re f le c t  a similar degree of in terp re ta tion . Thus, the 

n a tu ra l is t ic  trad it io n  accounts for the expected variation  in research
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depending on who is  conducting i t  and what prior conceptions or a t t i tu d es  that 

researcher brings to the project.

Pita analysIs

N atura lis tic  inquiry requires the constant comparative method of 

simultaneous data co llection  and analysis . This approach was f i r s t  a r ticu la ted  

by Glaser and Strauss, although, according to  Lincoln and Guba, Glaser and 

S trauss 's  work predated the p o s tp o s lt iv ls t lc  paradigm and therefore used the 

technique toward a somewhat d iffe ren t purpose than the one used here (1985, p. 

339). The constant comparative method requires the researcher to move back and 

forth  between analyzing ex isting data and constructing new data for the 

purpose of comparing Incidents tha t will reveal the properties of categories 

within the data, integrate these categories with the ir  properties and, 

eventually, delimit the theory (Glaser & Strauss, 1967, p. 105).

While Lincoln and Guba Interpret the ir  method as being more appropriately 

applied to the concept of "construction" rather than "theory," their  process 

is  e ssen tia l ly  identical (1985, p. 339). This process governs the emergent 

design, and requires that the researcher te s t  hypotheses on the basis of th is  

grounded, rather than an a p r io r i ,  theory. I t  therefore demands that analysis 

re ly  upon Inductive processes (Knafl & Howard, 1984). Depending upon the 

purpose and scope of the research, a wide variety  of tasks, techniques and 

materials can be employed to f a c i l i t a te  the inductive processes in data 

management and analysis (Knafl & Webster, 1988).

The nature of qualita tive  data analysis Is such that safeguards against a 

number of common p i t f a l l s  are necessary.

Aramon-Gaberson and Piantanida (1988) have suggested s tra teg ies  which enhance 

analysis through careful application of the principles underlying qualita tive
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methodologies. Their suggestions address such d iff ic u ltie s  as stereotyping 

re su lts ,  over-theorizing, shuffling data and premature or delayed closure.

In keeping with the principles of purposive sampling, data analysis 

continues u n ti l  the outcome is successfully negotiated. While e ffo rts  to check 

in terpreta tion  are b u i l t  into the constant comparative method, a more formal 

negotiation often s ig n if ie s  the formal termination of th is  phase. The point of 

th is  negotiation is to check not only the facts but also the in terpretation of 

the facts with the Informants whose perspective the In terpretation is 

purporting to represent (Lincoln & Guba, pp. 211-213). This "validation" of 

the data and of the analy tic  process is an essentia l element in establishing 

the trustworthiness of the research.

Trug.twQEthln$sa.

While t h e  u l t i m a t e  I n t e n t  i s  q u i t e  s i m i l a r ,  th e  a s s u m p t io n s  u n d e r ly in g  

th e  p ro c e d u re s  f o r  e s t i m a t i n g  r e l i a b i l i t y  and v a l i d i t y  f a l l  t o  a d d r e s s  th e  

demands o f  n a t u r a l i s t i c  r e s e a r c h  (K irk  & M i l l e r ,  1986). I n s t e a d ,  t h e  co n c ep t  

o f  t r u s t w o r t h i n e s s  has  been used  t o  I n t e r p r e t  th e  " t r u t h  v a lu e "  o f  a p ie c e  of 

q u a l i t a t i v e  r e s e a r c h  ( L in c o ln  & Guba, 1985, p .  218). T r u s t w o r th i n e s s  i n c lu d e s  

su ch  c r i t e r i a  a s  c r e d i b i l i t y ,  t r a n s f e r a b i l i t y ,  d e p e n d a b i l i t y  and 

c o n f i r m a b i l i t y ,  each  o f  which i s  a r t i c u l a t e d  in  te rm s  of p ro c e d u re s  by which 

th e  r e s e a r c h e r  can  enhance  t h e  r e a d e r ' s  a b i l i t y  to  f o l lo w  t h e  l o g i c  and a c c e p t  

th e  c o n c lu s io n s  o f  t h e  s t u d y  (C a ta n z a ro ,  1988).

Measures to address c re d ib i l i ty  represent attempts to guard against three 

major th rea ts :  the h o l is t ic  fallacy, the e l i t e  bias and going native 

(Sandelowskl, 1986, p. 35). Such c red ib i l i ty  is further enhanced by attention 

to the au d itab il i ty  of the f ina l report, in other words, the ease with which a 

reader can follow the decision path of the researcher and follow the logical
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progression o£ conclusions (p. 34). Thus, the overall aim of ob jectiv ity , 

which Is inherent in a l l  research (Kirk & Miller), is  managed not by excluding 

subjectiv ity  but rather by procedures which strengthen the researcher's  

likelihood of convincing a c r i t i c a l  audience, including not only other 

researchers but also those about whom the research was concerned, that the 

account represents a defensible understanding of the phenomenon.

Application of the N aturalistic  Approach

The current study represents an attempt by th is  researcher to answer the 

very general question: What is i t  like to experience chronic i llness?  The 

study emerged as a re su l t  of previous research undertaken by th is  author over 

a period of several years. A brief description of the previous research will 

locate th is  study in the context of the overall program and will also explain 

the origins of the data base upon which th is  study was based.

Erevloug. Research

A set of three pieces of research by th is  author investigated the 

experience of families in which an adult member had cancer (Thorne, 1985), the 

experience of adult cancer survivors (Thorne, 1986), and the phenomenon of 

helpful and unhelpful communications in cancer care (Thorne, 1988). The f i r s t  

two of these were guided by phenomenological theory, while the th ird  used 

formal content analysis to examine data representing a variety  of sources.

From these studies, I became fascinated by the degree to which subjective 

illness  experience was shaped by encounters in obtaining health care. I 

therefore collaborated with a colleague, Carole Robinson, whose own research 

into the experience of parents of chronically i l l  children had brought her to 

similar conclusions. Together we conducted a secondary analysis of our 

combined data se ts ,  using grounded theory as our reference, and were able to
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generate a tentative theory about the evolution o£ trust in ongoing health 

care relationships between i l l  people and the ir  professional health care 

providers (Robinson & Thorne, 1985; Thorne & Robinson, 1988a).

Upon the basis of th is  ten ta tive  theory, we were able to obtain 

su ff ic ien t funding to mount a large qualita tive  study of health care 

relationships in chronic i l ln e ss .  Guided by grounded theory methods, we 

employed a research s ta f f  and were able, over a three year period, to 

interview over 70 people who had intimate experience with health care 

relationships in chronic I llness ,  e ither their  own or that of a close family 

member. The typed verbatim transcrip tions of the multiple interviews with 

these Informants f i l le d  over 4000 pages. Constant comparative analy3l3 of 

these data in the context of a research team allowed us to confirm the u t i l i t y  

of our original conceptualization of the stages through which health care 

relationships evolve as well as to generate a typology of re lationship  types 

that emerge within the f in a l,  or resolution, phase (Thorne & Robinson, 1988d;

1989). Prior to  the completion of the f in a l  report, conclusions were validated 

with an additional se t  of new Informants in similar circumstances.

Subsequent to the completion of the collaborative work, I began to 

explore the p o s s ib i l i t ie s  of tapping the existing data base for the purpose of 

answering new, but re la ted , research questions. In th is  context, I conducted 

two separate studies: one on the experience of the subset of chronically i l l  

mothers (Thorne, 1990b), the other on the phenomenon of non-compliance 

(Thorne, 1990a). In the f i r s t  of these, I re lied  solely  on the existing data 

base; in the second, I combined data from the large data se t with interview 

data obtained from a new group of informants. My experience with each of these 

projects convinced me of the tremendous value of th is  large data base
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(extended to 5000 pages through the validation and non-compliance research 

processes), and led to the project which is the subject of th is  book.

The Current Project

This project was conceived as a way to  cap ita lize  on the existence of a 

large, rich and extensive data base consisting of accounts of what health care 

re lationships were like in chronic i l ln e ss .  As might be imagined, interviewing 

on such a question necessarily requires contextuallzing the health care 

re la tionship  within a particu la r  i l ln ess  experience. People tend to want to 

s ta r t  the ir  s to r ie s  a t  the beginning, and thus the interviews Included a great 

deal of th is  contextual material which was used only incidentally  in the final 

analysis of the health care relationships work. Further, the accounts pointed 

to the existence of a concern much larger than the actual health care 

encounter. Informants expressed th e ir  own experiences within the context of a 

much larger in terpre ta tion  of what they saw as the current Issues and problems 

within the health care system as a whole. While the idea that the social 

organization of health care had a d irec t  impact on chronic i l ln e ss  experience 

was far beyond the scope of that orig inal project, i t  su ff ic ien t ly  intrigued 

me tha t  I determined to study i t  more carefu lly .

Secondary analysis is  a term referring  to the process of using existing 

data sources for purposes other than tha t  for which they were orig inally  

created (Woods, 1988). I ts  advantages are highly dependent on the nature and 

quality  of the data source, but include such p o ss ib i l i t ie s  as avoiding 

duplication of existing material and cap ita liz ing  on larger sample s izes than 

one would otherwise be able to afford . I t s  disadvantages are also a product of 

the data themselves: the ex isting data may have great v a r ia b i l i ty ,  

inconsistent de f in ition , problems with quality  or accuracy, and, in most
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cases, the researcher nast accept the data base as I t  e x is ts ,  without recourse 

to redesigning the study (Woods, 1988, pp. 339-340). Clearly, the " f i t"  

between the available data and the research question is  the most important 

issue to be resolved in deciding whether secondary analysis w ill serve the 

researcher 's  purposes (McArt & McDougal, 1985).

In my case, the size and quality  of the existing  data base were defin ite  

advantages. Having partic ipated actively  in the data construction, I was quite 

familiar with i t s  scope and extent. Consequently, the f i t  between the research 

question and the data source was excellent. However, I realized tha t the 

larger questions I would be asking were not the focus of the original 

research. For th is  reason, I would have to be sa t is f ie d  with some v a r iab i l i ty  

in the extent to which individual Informants addressed each of the larger 

issues. Taking guidance from the emergent design principle in n a tu ra l is t ic  

inquiry, I therefore determined to use the data base as a beginning, and to 

conduct additional focussed interviews with new informants as necessary to 

validate my in terpretations and negotiate the outcomes. Such a design plan 

capita lized  on the f le x ib i l i ty  of n a tu ra l is t ic  inquiry, enabling me to obtain 

optimal advantage from the existing source, but not limiting me to i ts  

contents should the need a r ise  for c la r if ica t io n  or additional Information.

The extent to which the work reported here is dependent upon the existing 

data se t can not be understated. Thus, in reporting on issues of method and 

process, I w ill re f lec t  on the application of methodological principles in two 

contexts: the construction of the data se t  i t s e l f  (primary application) and 

the construction of the secondary analysis using that data (secondary 

app lica tion ) .
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The Informant Population

A brief description of the informants used in construction of the data 

base will provide an orientation to the range and scope of chronic illness  

experience that was included in the primary studies as well as in the la te r  

interviews. Because the focus of primary investigation was ongoing health care 

relationships, a minimum of three months' experience was deemed essen tia l.  As 

Table 3 indicates, i t  turned out that the Informant population (N=91) 

represented extensive experience with the phenomenon.

Table 3: Time Involved in I llness  Experience

3 mo to 1 year 3 (3.3%)
1-2 years 2 (2.2%)
2-4 years 12 (13.2%)
5-10 years 27 (29.7%)
over 10 yrs 47 (51.6%)

A number of means were employed by which to rec ru it  volunteer 

partic ipation in research interviews. Advertisements were placed in 

newsletters of various advocacy organizations (often specific  to one disease), 

presentations were made to se lf-help  groups, notices were placed in c lin ics  

and doctor 's  offices, and some Informants were referred to the study by 

colleagues or friends. In addition, Individuals se lf-re ferred  to the study 

a f te r  hearing from a friend or support group peer about the interview 

experience.

We spec ifica lly  so lic i ted  informants with ongoing i l lness  of a physical 

nature rather than those which might be primarily psychological or cognitive 

in nature. In addition, we specified that we were not oriented in th is  study 

toward illnesses of an imminently terminal nature. Our rationale for these
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decisions Included our assumptions that people perceived to have cognitive 

and/or psychologically-based illnesses  might be expected to have a d ifferen t 

experience than would those whose illnesses  were biologically based. Further, 

we decided that imminent term inality  was probably su ff ic ien tly  d is t in c t  from 

the ongoing health care relationship of chronic i llness  to suggest d ifferent 

social processes a t  play. All the informants, then, had experience with a 

diagnosed chronic disease for which they had sought professional health care 

over time. While, several of them did experience major psychological or 

cognitive problems for which they required professional help, and others did 

experience life-th reaten ing  or terminal i l lness  during the project period, i t  

must be emphasized that these were not the bases upon which they were 

recruited to partic ipa te .

One c r i te rion  for recruitment included theoretical representation of a 

number of both common and less common chronic diseases and conditions. Because 

i t  was recognized that such conditions created a range of circumstances under 

which health care would be experienced, i t  was important that no single 

disease or i l lness  tra jec to ry  dominate the data base and tha t  a range of 

conditions be included. In terestingly , we discovered that several informants 

were simultaneously coping with multiple chronic conditions, either in the 

same patient or within the immediate family. While many informants' accounts 

also included h is to r ica l  or anecdotal material referring to other illnesses 

and other people, these data were deemed not to re f lec t  the primary experience 

of concern in th is  study. Table 4 therefore re f lec ts  only the major chronic 

health problems in re la tion  to which the Informants generated the existing 

data base.
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Table 4: Chronic I lln ess  Category

(91 informants reporting on 106 d iffe ren t chronic conditions 
for which they had been personally and actively  involved in 
seeking health care)

Asthma « Respiratory Disease 14
Cardiovascular Disease 13
A rth ri t is 13
chronic Back Paln/splnal Injury 13
Inflammatory Bowel Disease 10
Multiple Sclerosis 7
Orthopedic Pain/Dysfunction 7
Scleroderma 4
Diabetes 4
Phenylketonuria 3
Gastric Ulcer 3
Dermatitis/Skin 3
Cystic Fibrosis 2
Hypertension 2
Thyroid condition 2
Epilepsy 2
Chronic Pancreatitis 1
Myasthenia Gravis 1
Endometriosis 1
Cerebral Palsy 1
Renal Disease 1
Anemia 1

Because of our In terest In Including the family's as well as the 

p a t ie n t 's  perspective in our in terpreta tions, we attempted to rec ru it  parents 

of chronically i l l  children as well as family members intimately involved in 

health care for chronically i l l  adults . The data se t therefore included 60 

chronically i l l  individuals (65.9%) and 31 family members of chronically i l l  

individuals. (34.1%). This la t t e r  group Included 18 family members of i l l  

adults (58.1%) and 31 parents of i l l  children (41.9%). While we did not 

spec ifica lly  rec ru it  for gender, we were interested in having both 

represented. The eventual to ta l  of 59 women (64.8%) and 32 men (35.2%) is 

rather typical of patterns identified by other researchers using volunteer
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subjects. The majority o£ our Informants were middle adults, although we were 

able to rec ru i t  informants from a l l  adult age groups (see Table 5).

Table 5: Age of Informants

25 & under 9 (9.9%)
26-35 26 (28.2%)
36-45 28 (30.8%)
46-55 11 (12.1%)
56-65 8 (8.8%)
66 & over 9 (9.9%)

P r im a ry  D ata  Con s t r u c t i o n  and A n a ly s i s

Primary data construction and analysis involved more than 80 percent of 

the to ta l  of th is  Informant population. Ethical concerns were addressed In 

th is  primary application by conforming to the requirements of the University 

of B ritish  Columbia's Screening Committee for Research Involving the Use of 

Human Subjects, from whom prior approval was obtained. All potential 

Informants received written Information prior to th e ir  partic ipa tion , and a l l  

signed consent forms prior to being interviewed. They were fu lly  informed that 

they could refuse to answer any questions or withdraw from the study a t  any 

time without any jeopardy to current or future health care. They were also 

assured of measures tha t would be taken to maintain confiden tia lity  and to 

protect their  anonymity in a l l  written records and reports .

The Informants were a l l  Interviewed by a member of the research team, 

each of whom was a nurse with Baccalaureate or Master's Degree preparation and 

extensive experience in interviewing. Interviews took place in the home of the 

patien t or in some other mutually agreeable location. I n i t i a l  interviews were 

loosely guided by questions intended to o rien t the interview toward the issue
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of health  care Involvement, but were generally  d irec ted  by the inform ant's own 

perceptions of what the researcher ought to  le a rn . As the interview s 

progressed, sp e c if ic  questions emerging from the data  were Incorporated in to  

the schedule for subsequent Interview s to  allow  for c la r i f ic a t io n ,  v a lid a tio n  

and expansion. Depending on the usefulness of the Informants for con tribu ting  

to  data con stru ctio n , each was interviewed from one to  th ree  tim es. The 

interview s for the primary data  base took place over a three year period, from 

1985 to  1988. All interview s were audio tape-recorded and la te r  transcribed  

verbatim .

The data gathering process emerged as a highly s ign if ican t experience for

both Informants and researchers. Informants often used terms like "therapy,"

"validation," and " re lie f"  to describe what the interview had meant in the ir

l ives . Many expressed delight that these questions were being asked and that

they were able to contribute. As one explained,

I f e l t ,  halle lu jah , here 's  somebody who wants to hear the s tory  of what's 
going on, and not to t e l l  me tha t  th is  is an in terpreta tion  of i t ,  not to 
t e l l  me that these are inappropriate thoughts to have — just  curious 
about what i t  is .

Another referred to the interview as a sim ilarly  meaningful experience:

Well, I was thinking about our Interview, and I thought about i t  many 
times, because what came of tha t for me tha t was so important was, f i r s t  
of a l l ,  i t  was the f i r s t  time I 'd  ever expressed most of th is  to anyone, 
so tha t was very — what is i t ,  c a r th a r l t lc ,  or something? There's some 
word like tha t.  Can't think of i t .  At any ra te ,  i t  was therapeutic to do 
th a t ,  that somehow i t  absolves you somewhat i f  you've expressed to 
another. And when I told you tha t I found I t  very d i f f i c u l t ,  that I 've 
gone through so much but th e re 's  no recourse, th e re 's  no way of te l l in g  
other people about i t ,  you know, and I wish there was some way to 
indicate. I had th is  need for others to  know... I seemed to have a need 
for people to understand, hey, I 've  been through a lo t .

For the in terv iew ers, the experience resembled an emotional ro lle rc o a s te r

characterized by profound despair over the system's Inab ili ty  to provide basic
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serv ices to these people and amazement a t  the human capacity  for adap ta tion , 

hope and l i f e .

Analysis of the emerging data occurred simultaneously with data 

collection. For the duration of the project, the research team would meet 

regularly  to discuss the most recently available se t of transcrip ts  and the 

emerging themes and categories. Ve quickly developed a working s ty le  in which 

the team member who had conducted the interview would "defend" the informant's 

subjective perspective against the more objective analysis of team members who 

had only read transcr ip ts .  Ve found conscious application of th is  process 

c r i t i c a l  in guarding against the threats to c red ib i li ty  to which qualita tive 

work Is subject. Ve further believed that i t  was invaluable In providing 

d irection for ongoing data gathering and analysis.

As categories within the data began to emerge, purposive sampling refined 

the additional recruitment, allowing us to go a f te r  specific aspects of the 

emerging theory. In the f ina l phases, Informants who had contributed to the 

conceptualization were asked to comment on the f inal conclusions prior to the 

preparation of the formal report. This process provided us with confidence 

that our analytic framework held true for the informants and offered a useful 

conceptualization of the ir  experience.

Secondary Data Construction

The original data se t constructed for the Health Care Relationships 

Project relied on the accounts of 77 informants with firsthand experience in 

ongoing health care relationships for chronic i l lness .  Following that project, 

and in relation  to the evolving research questions which will be a rticu la ted  

below, an additional 16 informants were recruited and interviewed in a similar 

fashion. All procedural and e th ica l practices In relation to these Individuals
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were Identical with those used In the primary study. However, as the £ocus o£ 

the research narrowed from the health care dyad to the larger health care 

system, the Interviews were more spec ifica lly  directed toward tha t phenomenon. 

In general, these secondary interviews augmented the existing data base a t  the 

same time as they Informed the emerging analysis which became th is  study's 

conceptual framework. The secondary analysis which is the major focus of the 

current research re l ie s  on the data base generated in re la tion  to the combined 

data se t from both primary and secondary data constructions.

Secondary Analysis

The secondary analysis is  informed by the following research questions: 

f i r s t ,  how do chronically 111 people and the ir  families experience health 

care? and secondr—he*;-do chronically 111 people and th e ir  families make sense 

of their  experiences with health care? In approaching these questions, the 

secondary application takes general d irection from the work of Klelnman and 

his colleagues with regard to explanatory models of i l lness  experience 

(Klelnman, 1980; Klelnman, Elsenberg & Good, 1978). The understanding of these 

authors as to how people experience il lness  in the context of disease 

reinforces the claim tha t  inherent discrepancies in underlying be lie f  systems 

between patients and prac titioners  shape the way in which il lness  is 

experienced, interpreted, and given meaning in our culture . Since the 

explanatory model of the professional sector is well established In the 

l i te ra tu re ,  a r t icu la tio n  of the patient and family's perspective seems 

warranted.

The secondary analysis Is spec ifica lly  Informed by themes arising  out of 

the primary analysis. While certa in  of these themes have been previously 

noted, none was su ff ic ien tly  explored in the primary application. One such

536

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



theme is the influence of the person upon the chronic il ln ess  experience. 

Subsets of informants representing d is t in c t  social roles or expectations 

suggest the need for further analysis of the way tha t living one's l i f e  

influences one's experience with i l lness  i t s e l f .  Another se t  of themes for 

analysis were derived from memos made in the course of the primary analysis. 

These include the following queries: Why is the "diagnosis story" such an 

important part of every informant's account? Hew are insidious and acute 

onsets d iffe ren tly  experienced? What is  the meaning of acute episodes in the 

context of chronic i llness?  What is the meaning of normalcy for chronically 

i l l  people? How is i llness  experience influenced by the v i s ib i l i ty  of the 

illness? What is  the meaning of non-compliance with professional advice? How 

do people in terpret the experiences they have in searching for and obtaining 

the help they need? How do people understand the professional explanatory 

model underlying health care delivery?

A final theme that begs thorough exploration from th is  data se t is  the 

issue of how patients and families, from the perspective of their  experience, 

in terpret and understand health care organization. Because so many of the 

informants, a f te r  sharing their  i l lness  narratives and te l l in g  us about the ir  

personal experiences with health care professionals, expressed the need to 

understand how a l l  of th is  made sense in the larger scheme of things, the 

central question of th is  secondary study is therefore d ire c t ly  emergent from 

the ea r l ie r  research.

Exploration of these questions in re la tion  to the original data base led 

to the generation of a conceptual framework within which a l l  of these issues 

could be addressed. From the perspective of the informants, chronic i l lness  

experience can be conceptualized as having d is t in c t  meanings a t  four levels of
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awareness: the biological level (in the sense of disease process or symptoms); 

the individual level (in the sense of one's unique subjective experience with 

i l ln e s s ) ; the interpersonal level (in terms of the soc ia l environment, 

including health care re la tionsh ips, that shapes the experience with i l ln e ss ) ;  

and the in s t i tu t io n a l  level (the s tructures  and philosophies within which care 

for the i l ln e ss  must be negotiated). According to th is  framework, in order to 

appreciate any one of these, the others must be addressed. Thus, the 

experience of chronic i l ln ess  is  understood as a complex and multidimensional 

one in which a l l  aspects are best understood in the context of the others.

The idea th a t  chronic i l ln ess  is  a socia lly  constructed experience is 

well established In the l i te ra tu re  and well developed In the theory base, what 

is  less  often considered, however, is  the idea tha t health care organization 

plays a s ig n if ican t ro le in creating, maintaining or defending the social 

construction of tha t i l ln e ss  experience. Because th is  la t t e r  notion represents 

a major gap In the theory, i t  has therefore evolved into the central focus of 

the current research.

The general s truc tu re  for the report of th is  research takes I ts  d irection 

from the conceptual framework that guided the Inquiry. At each level (with the 

exception of the biological level,  which has a ttrac ted  su ff ic ien t a ttention 

within the health sciences that I t  need not be examined In d e ta i l  here) 

relevant conceptual themes formed the basis of the analytic  process. Within 

each of these themes, n a tu ra l is t ic  inquiry processes directed inductive 

analysis to generate a conceptual description of central Issues and phenomena. 

Thus, the report links ce rta in  themes that arise  from the data into a logical 

order within the context of the larger framework. Further, a more focussed 

analysis was conducted In re la tion  to the most macro level a t  which chronic
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Illn e ss  is experienced, the In s t i tu t io n a l  le v e l. Grounded theory methodology 

was applied to  the formation of categories within the data, to iden tifica tion  

of the properties of these categories and to  verif ica tion  of the emerging 

framework.

The form in which the report is  a r t icu la ted  represents one way in which 

the trustworthiness of the findings is addressed. The major themes are 

considered in such a way tha t  they re f le c t  a composite of informants' 

perspectives about each phenomenon, as well as the emergence of the 

researcher 's  analysis of the meaning inherent in the accounts. In keeping with 

the trad ition  which values "thick descrip tion ,"  libera l use is made of 

verbatim quotations and summarized anecdotes from individual Informants. Each 

such reference is made by virtue not of i t s  uniqueness but of some element in 

i t s  u t i l i t y  to represent the shared experience. Thus, the sty le  of writing 

aims to create a p o r tra i t  of the whole rather than a record of specific  unique 

individuals. The reader will therefore come away less with the feeling, so to 

speak, that he or she has got to know the characters, but more that he or she 

understands the plo t.

Since the central issue involved is one of human experience, th is  

presentation s ty le  will tap the range and variation in events, perspectives 

and philosophies within the Informant population to maximize the reader's  own 

human connection with an informant's experience. The form of writing is 

therefore be used to create c re d ib i l i ty ,  in the mind of the reader, for the 

analysis that is developed in the course of the description. While verbatim 

expression is the major mechanism used to preserve the informants' voice 

within the tex t ,  some e d i to r ia l  license has been used in manuscript 

preparation to f a c i l i t a te  c la r i ty  in the use of language. Undue repetitions ,
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urns and ahs have generally  been ed ited  out, except where deemed e sse n tia l to 

the sense of the speaker's  message. In the course of te l l in g  a s to ry , people 

often  wander in to  d iffe re n t s to r ie s ,  picking up the threads minutes (or even 

hours) la te r .  In such cases, e l l ip s i s  points are used to  ind ica te  omissions of 

words or sentences. Names or iden tify ing  fea tu res not e s se n tia l to  the message 

have been ex tracted  to preserve anonymity. Beyond these measures, phrasing, 

grammar and syntax are l e f t  in ta c t to  preserve the voice of the speaker as 

much as is  possib le .

The mechanical aspects of analysis were managed through the use of 

established and adapted procedures in the following manner. Immersion in the 

data, through reading and re-reading transcrip ts  and through additional 

interviews, generated the specific questions deemed Important for th is  

secondary analysis. Memoing of themes arising from th is  immersion created a 

se t of notes re flec tive  of ongoing conceptual formulation. When no new general 

themes were forthcoming, the more formal analytic procedure was adopted. All 

data were converted into a wordprocesslng format. Because of the sheer volume 

of data (about 5000 pages), the decision was made to forgo application of 

available software programs designed for qualita tive data management. Instead, 

a plan was devised to use manually imbedded codes and subsequent macro search 

procedures to code and then to sort the data into the predetermined themes. 

This accomplished, a second analytic process in relation to each theme was 

conducted. This inductive analytic step allowed for recoding and 

reorganization of ideas within each theme and in re la tion  to the whole. I t  

further provided a basis for judgement about the necessity for further 

inquiry, directed either to the data se t or to additional informants.
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The original themes evolved Into the general chapters into which th is  

book is organized. Chapter 2 re f lec ts  a co llection  of themes relating  to the 

human being inherent in each chronic i l lness  experience. Chapters 3 to 5 

address experiential themes that leapt out of the original conceptualizations 

and begged further analysis in re la tion  to the larger issues associated with 

health care. Chapters 6 through 8 summarize the findings from the e a r l ie r  

research that are germaine to the current purpose and expand them to re f lec t  

the significance of the larger system In health care relationships. Finally, 

chapters 9 through 12 re f lec t  new conceptualizations of the experience of 

chronic i l lness  a t  the level of health care systems.
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