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Abstract 

 
“Communication of Prognostic Information in Intensive Care at End of Life: 

Practices Among and Between Nurses, Physicians, and Family Members” 

 

Design:  

Ethnographic study analyzing prognostic communication at end of life in ICU 

between/among family members of patients at high risk for death and critical care 

physicians and nurses. 

Study Questions:  

1) What are the communication practices of prognostic information at end of life between 

and among critical care nurses, physicians, and family members in ICU throughout 

patients’ trajectories? ;  

2) “What are the social, institutional, professional, and political influences which shape 

these practices?” 

Setting:  

A 22 bed adult medical/surgical ICU in an urban, non-teaching hospital in mid-west USA 

Sampling:   

Purposive.  

Data Collection: 

Observation 12-16 hours per week for 9 months including following medical rounds; 

attending family care conferences; informal and formal (audiotaped) interviews with key 

nurse, physician, and family member informants. Field notes recorded. 

Data Analysis: 

 Patterns in prognostic communication and influences identified, analyzed over time 

while comparing cases.  Patterns compared/contrasted to study’s theoretical framework 

which was altered to fit data. 

Findings : 

Physicians “paint” initial prognostic picture; nurses “fill in the details,” including quality 

of life, long term outcomes, and physical implications of treatments. Communication of 

prognosis closely associated with certainty level and time, structured within a 2 week 



 v
timeframe of aggressive treatment, and. prompted by need for a medical decision and/or 

nurse perception of lack of provider/family alignment of understandings. Critical 

importance of temporality in critical illness and ICU identified, especially in relation to 

treatment limitation.  Layers of tensions described which influence “what is said” and 

“what is not said” by providers to families; management of tensions usually revolving 

around negotiation of meaning.  Family communication needs described and theory of 

prognostic communication delineated.  

Recommendations Include:  

1) Communicate honest/realistic prognostic information, including possibility of death, 

with compassion early in patient’s trajectory.  The “style” of communication is most 

important in supporting families, not avoiding giving bad news until there is “certainty.” 

2) Question assumption that all patients want “full” ICU care.   

3) Share responsibility of decision making/outcomes with families by using the word 

“we” in relation to decision making, rather than “you.” 

4) Explain temporal nature of ICU to families. 

5) Assess family members’ need for privacy/information content/emotional support 

structured into formal care conferences and lacking in informal bedside care conferences. 

6) Prioritize nurse continuity.  

7) Continually assess understandings/perceptions by asking family members to describe 

their understandings.   

8) Encourage/listen to family members’ “narration” regarding experiences of patient’s 

previous quality of life/health and their concerns/ hopes/goals regarding the patient. 

9) Upon ICU admission, discuss with families the uncertainty of treatment outcomes and 

difference between survival and quality of life. 

10)  Physicians should recognize patient code status is a significant stressor for nurses 

and strive for timely follow up on code status issues. 
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 1
CHAPTER ONE 

THE RESEARCH PROBLEM: COMMUNICATION OF PROGNOSTIC 

INFORMATION IN INTENSIVE CARE 

 

Introduction 

This study proposed a focused ethnographic study of the communication practices 

of prognostic information between and among critical care physicians, nurses, and family 

members of patients at high risk for death in the Intensive Care Unit (ICU).  The 

researcher’s clinical experience in critical care sparked interest in this subject based on 

difficulties observed in communication in this setting. Specifically, hesitation to 

communicate negative prognostic information to families often led to family members 

being unaware of the severity of patients’ illnesses until late in patients’ trajectories.  This 

awareness often did not occur until physicians were ready to withdraw life support which 

is when they clearly communicated negative prognostic information to families in end of 

life care conferences.  The result was patients receiving aggressive treatments despite 

little hope for cure, prolonged patient dying trajectories, and a decrease in the amount of 

time families had to prepare emotionally, spiritually, and logistically for impending 

death.  

The problem was evident, providers are hesitant to communicate negative 

prognostic information, but the reason(s) for this was not.  The lack of efficacy of 

previous intervention studies where current prognostic information was presented to 

physicians without increasing the frequency or efficacy of communication between 

physicians and family members was another puzzling piece (The SUPPORT Researchers, 

1995).  If the problem wasn’t lack of information, what was it?  A review of the literature 

illustrated plausible influences, including discomfort with death and dying and concerns 

with uncertainty and sustaining hope. Social influences also appeared likely based on 

previous research, however, research describing actual communication practices of 

prognostic information over time were lacking.  Also, the interaction and influence of 

communication practices between and among critical care nurses, physicians and family 

members was unclear. 
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Considering the complexity of the problem, including the multiple groups of 

people involved in this communication, the plethora of acute health problems and 

treatment options for patients, and the emotional and often ethical nature of issues in this 

setting, a longitudinal study of communication practices between and among nurses, 

physicians, and family members of patients at high risk for death in the ICU seemed most 

appropriate.  Thus, immersion of the researcher in the intensive care unit in an 

ethnographic study focusing on communication of prognostic information between these 

groups of individuals was determined to be the best method to illuminate these practices, 

identify influences and relationships, and peel back some of the layers of complexity 

inherent in this topic.  

Background 

Between 15 and 35 percent of patients die in Intensive Care Units (ICUs) 

(Rosenthal, 2002).  By 2030, the number of people over age 65 is expected to double, 

substantially increasing the number of people who may potentially die in this setting 

(Angus, 2004).  Currently, the majority of deaths in ICUs occur after withholding or 

withdrawing life support which is a significant change in the past 20 years (Pendergast 

1998; Pendergast & Luce, 1997).  Decision making to limit treatment is extremely 

stressful and emotionally painful for both healthcare providers and family members (Russ 

& Kaufman 2005; Slomka, 1992). Thus, effective communication between family 

members, nurses, and physicians in this setting is essential. 

Communication Issues 

  Inadequate communication between patients, families, and healthcare 

professionals remains a problem despite millions of dollars spent on research (The 

SUPPORT Researchers, 1995).  Patients and family members are dissatisfied with lack of 

sensitivity and compassion in physicians’ communication, lack of frequent, timely, 

accessible information, inadequate amount and type of information, and lack of 

consistency of information (Abbott, 2001; Hanson, 1997; Heyland, 2002; Jacobs, 2002; 

Kirchhoff, 2002; Russ & Kaufman, 2005; The SUPPORT Researchers, 1995; Teno, 

2005; Thorne, 2006; Tilden, 1995).  Poor provider-family communication often results in 

stress, anger, uncertainty and frustration of family members, conflict between family 
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members and providers, and implementation of cure-oriented treatment plans despite 

little expectation of success (Abbott, 2001; Breen, 2001; Jacobs, 2002; Kirchhoff, 2002; 

Larsen, 1999; Palda, 2005; Workman, 2003). 

Communication of prognostic information has been identified as especially 

problematic.  Research has clearly documented the desire of patients and family members 

to receive on-going information regarding patient prognosis, expected outcomes, and plan 

of care presented in a sensitive, realistic, and clear manner (Caldwell, 2007; Clayton, 

2008; Fried, 2003; Hagerty, 2005; Hanson, 1997; Heyland, 2000; Jacobs, 2002; 

Kaplowitz, 2002; Kirchhoff, 2002; Teno, 2005; Thorne, 2006; Tilden, 1995). Families 

hold physicians responsible for providing prognostic information and want truthful, 

realistic, individualized prognostic information, rather than false hope, in order to have 

time to prepare for the possibility of death and provide support for each other (Apatira, 

2008; Hagerty, 2005; Timmermans, 1994).   Many family members prefer to negotiate 

the content and timing of prognostic information received and want providers to assess 

their comprehension of this information (Hagerty, 2004; Hagerty, 2005; Hancock, 2007; 

Parker, 2007).  Despite the fact that a majority of nurses, physicians, and patients rate 

honest, clear communication of prognostic information presented in a sensitive manner as 

essential, physicians are often hesitant to provide this information (Christakis & 

Iwashyna, 1998; Corke, 2005; Field, 1999; Girgis, 1999; Gordon & Daugherty, 2003; 

Hagerty, 2005; Jacobs, 2002;  Kaplowitz, 2002; Miyaji, 1993; The SUPPORT 

Researchers, 1995; The, 2000; Thorne, 2006; Wittenberg-Lyles, 2008).  Many nurses and 

physicians underestimate prognostic information needs of patients and family members 

and overestimate their comprehension of this information (Hancock, 2007).  The content 

and delivery of prognostic information has been found to influence patient satisfaction, 

depression, anxiety, hope and retention of information (Hagerty, 2005). 

Physicians often avoid communicating an unfavorable prognosis to patients and 

families or provide overly optimistic or vague prognostic information utilizing 

ambiguous analogies and euphemisms in discussing death and dying (Beckstrand, 2006; 

Christakis, 1999; Christakis & Iwashyna, 1998; Corke, 2005; Field, 1999; Hagerty, 2005; 

Hancock, 2007; Kaplowitz, 2002; Lamont & Christakis, 2001; Lutfey, 1998; Miyaji, 
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1993; Taylor, 1988; The, 2000).  Many physicians provide this information only if 

asked and avoid this discussion by focusing on treatments (Daugherty & Hlubocky 2008; 

Hagerty, 2005).  Reasons cited by physicians for avoidance of communication of clear, 

realistic prognostic information include assuming patients already know their prognosis 

or will ask for their prognosis if it is wanted, lack of training and time, stress, uncertainty 

in the prognosis, a desire to protect the patient and the patient-physician relationship from 

the impact of disclosure, and concerns that providing this information may take away 

patient and family members’ hope and contribute to or accelerate the timing of death 

(Christakis, 1999; Christakis & Iwashyna,1998; Gordon & Daugherty, 2003; Hancock, 

2007; Miyaji, 1993; Rogg, 2009; The, 2000).  It has been suggested that physicians and 

nurses moderate the content and timing of communication of prognostic information to 

families in order to maintain a degree of control and avoid the emotional labor 

corresponding with this communication (Field, 1999).  

In the ICU, use of life sustaining technology can increase physician uncertainty in 

determining prognosis and identifying when a patient is dying which contributes to 

hesitancy in communicating this information (Anselm, 2005; Christakis, 1999; Christakis 

& Iwashyna, 1998; Kaplowitz,1999; Lee, 1994; Schulman-Green, 2005).  Nurses and 

physicians may experience difficulty reconciling knowledge and identification of 

“bodily” death, intuitively knowing someone is dying, versus “technical” death, 

identifying dying scientifically from laboratory values and test results (Seymour, 2000). 

The biomedical focus on treating reversible conditions and the ‘technological 

imperative’, the drive for physicians to utilize available technology, promotes a medical 

focus on treatment despite little chance of overall benefit to the patient (Fuchs, 1974; 

Muller & Koenig, 1988; Kaufman, 1999).  This focus delays identification of dying until 

there is no more technology available to be utilized (Christakis, 1999; Muller & Koenig, 

1988; The SUPPORT Researchers, 1995). This can lead to prolonged patient dying 

trajectories as well as increased physical and psychological suffering of patients and 

vicarious suffering of family members and even providers in the form of moral distress 

(Gutierrez, 2005; Shulman-Green, 2005; The SUPPORT Researchers, 1995).   
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Social Processes at End of Life 

Social processes are crucial influences on communication and decision making 

practices at end of life (Slomka, 1992).  Individuals hold personal meanings and 

understandings which frame situations and actions which, in turn, are influenced and 

framed by cultural understandings within the communities each person identifies with (J. 

Liaschenko, personal communication, May 2008). Decision making requires a sharing of 

understandings and a process of negotiation to reconcile differing views to achieve 

consensus of meaning.  Understandings which may differ and require negotiation may 

include meanings for pathophysiologic states, chance for patient recovery, and purpose 

and effectiveness of individual technologies (Cook, 1999; Muller & Koenig, 1988; 

Slomka, 1992). 

A critical influence in negotiation processes at end of life is moral responsibility 

for medical decision making and resulting death (Slomka, 1992).  Accepting moral 

responsibility for decision making at end of life is difficult for healthcare providers and 

family members (Muller & Koenig, 1988; Oliverio & Fraulo, 1998; Slomka, 1992).  To 

ease this moral burden, responsibility for decision making and death is frequently shifted 

to others such as the patient or their family (Slomka, 1992; Timmermans 2005). Shifting 

of responsibility is achieved by the manner in which variables such as provider actions, 

patient responses, and technology are defined and interpreted as well as bringing others 

into the decision making process (Slomka, 1992). 

Concerns Regarding Hope 

There is an overwhelming need for humans to maintain hope, even just prior to 

death.  Patients and families desire communication of prognostic information tempered 

with hope which takes into account uncertainty and individualism and will work hard to 

interpret information in a manner which sustains hope (Caldwell, 2007; Curtis, 2008; 

Perakyla,1991; Thorne, 2006).  Providers may assume the focus of hope for patients and 

families is solely the hope for survival and recovery, however, there are other sources of 

hope which have been found to be important to patients and families, including quality of 

life and autonomy in decision making (Caldwell, 2007; Timmermans 1994).  Although it 

may seem incongruent, research by Clayton (2008) identified it is possible to 
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“simultaneously hope for ‘cure’ while acknowledging the terminal nature of illness” 

(p.641).  Thus, the focus of hope for individuals may vary and change over time and 

hoping for a “cure” does not necessarily lead to denial of the life threatening nature of 

illness.  

Physicians and nurses “face the difficult task of balancing sensitivity to the 

emotional needs of patients and families with being realistic about time limitations to 

allow enough time for patients to absorb the terminal status and discuss care options” 

(Shulman-Green, 2005, p.68).  Thus, there is a tension between communicating accurate 

prognostic information to patients and families while supporting realistic hope (Clayton, 

2005; Clayton, 2008; Gordon & Daugherty, 2003; Hagerty, 2005; Kaplowitz, 2002; 

Kaplowitz, 1999; Thorne, 2006; Wenrich, 2001).  Many physicians will attempt to 

maintain hope by focusing on treatment, avoiding discussion of negative prognostic 

information, or providing information which is overly optimistic or ambiguous 

(Christakis, 1999; Christakis & Iwashyna, 1998; Hagerty, 2005; Wenrich, 2001).  

Unfortunately, there is a paucity of studies to inform and guide nurses and physicians in 

providing this tenuous, but necessary, communication.  Research which has focused on 

this found, although patients and families desire “honesty”, there was significant 

variability in desire for explicit communication of prognostic information and varying 

ways in which hope was viewed. The overall conclusion was clinicians need to 

individualize their approach to prognostic communication while being careful to balance 

communication with compassion and consideration of emotional needs (Curtis, 2008).   

Effects of Prognostic Communication Issues on Patients and Families 

 The issues outlined above result in lack of timely physician communication of 

clear, realistic prognostic information to family members.  Often prognosis is not clearly 

communicated until there are no other treatment options (Muller & Koenig, 1988).  In the 

ICU, this is usually followed quickly by physician requests of families to make decisions 

to withdraw or withhold life sustaining care (Russ & Kaufman, 2005; The, 2000).  Since 

patients and family members do not anticipate death or consider it a possibility without 

clear articulation of this from a physician, they are suddenly forced to face the reality of 

death without time for preparation (Russ & Kaufman, 2005).  This deprivation of time 
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limits or precludes family members’ emotional preparation for death, reconciliation of 

unresolved issues, consideration of care options including palliative care, and saying 

goodbye (The, 2000).  Thus, family members perceive the patient’s death as “sudden” 

and feel they are “rushed” into making end of life decisions.  Indeed, family members 

have described the end of the patient’s life as “death without dying” (Russ & Kaufman, 

2005, p.117).  This lack of time to prepare makes acceptance of death more difficult and 

family members often have lingering resentment and regrets that they were not more 

adequately prepared to cope with this loss and consider important end of life “choices” 

(Russ & Kaufman, 2005; Shulman-Green, 2005; The, 2000).  

Overall Significance of Problem 

It is evident from this review that communication at end of life, especially 

communication of unfavorable prognostic information, remains problematic.  

It is difficult to identify where to begin to improve communication since few studies have 

analyzed actual communication practices between healthcare providers and family 

members at end of life.  The only studies known to the researcher which have done so 

have been during end of life family conferences (Barton, 2005; Curtis, 2002, 2005).  

While this information is helpful, communication practices occurring earlier in patients’ 

trajectories which lead to family conferences and frame and influence these meetings are 

not known.  Additionally, despite the importance of social processes in communication 

and decision making at end of life, few studies have taken these crucial processes into 

consideration.  Lastly, a variety of patient populations have not been well represented in 

communication research of prognostic information, nurses’ and family members’ 

perspectives on this topic are lacking, and few studies have focused on the ICU setting 

which is, arguably, one of the most problematic settings for communication between care 

providers and families. Thus, this study seeks to remedy these issues. 
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Research Purposes 

As a result of the background just discussed, this research study has the following 

purposes: 

1)  Describe communication practices of prognostic information between and among 

nurses, physicians and family members of ICU patients at high risk for death, 

including identifying at what point in the patient’s trajectory dying is identified 

and when and how this is communicated to others. 

2) Describe how divergent understandings at end of life between nurses and 

physicians influence communication practices between and among nurses, 

physicians, and family members of ICU patients at high risk for death and how 

these differing understandings are managed. 

3) Situate these communication practices within the larger context of social, cultural, 

professional, and political influences. 

4) Describe the relationship between hope and communication practices for nurses, 

physicians, and family members of ICU patients at high risk for death. 

5) Utilize research data to develop a theory of communication of prognostic 

information at end of life. 

Conclusion 

Communication, in any setting, has the potential to be problematic.  

Misunderstandings and misinterpretations are not uncommon with 

communication and can result in confusion, frustration, and anger.  

Communication in a healthcare environment, especially in an intensive care unit, 

where the stakes are significant and emotions are high, can be especially 

problematic.  Studies have clearly identified communication issues between 

healthcare providers and patient family members.  Problems are especially 

evident at end of life when life changing decisions often must be made. Families 

need prognostic information presented in a manner which is understandable, 

respectful, and takes into consideration their emotional needs, in order to facilitate 

this difficult decision making process.  Thus, problems related to communication 
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of prognostic information need further evaluation and clarification to assure 

family members receive the information and support needed. 
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CHAPTER TWO 

SYSTEMATIC REVIEW OF EMPIRICAL STUDIES OF COMMUNICATION 

AND DECISION MAKING AT END OF LIFE  

Introduction 

Death and dying has changed dramatically over the past century in the United 

States as a result of significant advances in public health and medical care.  Death rates 

have dropped substantially, the average life span has increased, a majority of people now 

die in hospitals or other healthcare facilities, and dying trajectories consistent with 

chronic degenerative diseases are the norm (Corr 2006).  Death, once very visible a 

century ago, has become an unnatural event in our society.    

Burgeoning medical technology has created many stages between life and death 

which were not possible thirty years ago.  The invention of the ventilator in the early 

1970’s was a major step towards the ability to sustain biological life on a long term basis.  

Although utilization of advanced medical technology in intensive care units (ICUs) can 

prevent immediate death for many, it can also serve to prolong the dying process for 

others (Asch, 1996; Singer, 1999; Soderberg, 1993; Solomon 1993). Critically ill patients 

are often swept along a pathway of aggressive treatments, with those who don’t respond 

to treatment becoming “stuck” between life and death, lingering in an indeterminate zone 

of neither being fully alive nor fully dead (Johnson, 2000; Kaufman 1999).  Thus, it is 

possible to maintain an individual’s biological life with the use of life sustaining 

technology even while the person lacks a social personhood (Kaufman, 1999). Pain and 

suffering of patients and families frequently accompany this lingering, as well as 

empathic suffering for care providers in the form of moral distress (Gutierrez, 2005). 

The results of decision making determines the treatment pathway for a patient in 

the ICU, which, in turn, influences patient trajectories and outcomes.  An essential 

precursor to decision making in any setting is communication.  Unfortunately, effective 

provider-family communication is problematic in the ICU for a variety of reasons: 

societal discomfort with discussing death and dying; uncertainty prognosticating 

outcomes and identifying if and when a person is dying; use of ambiguous and/or 

inconsistent terms which confuse families; physicians focusing on cure and viewing 
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death as a failure; and difficulty of family members comprehending complex medical 

information (Christakis, 1999; Christakis & Iwashyna, 1998; Corr, 2006; Jacobs, 2002, 

Tilden, 1995; Wenrich, 2001).   

Prognostic information is an essential type of information families want and need 

communicated in order to make treatment decisions for patients (Caldwell, 2007; 

Clayton, 2008; Fried, 2003; Hagerty, 2005; Hanson, 1997; Heyland, 2000; Jacobs, 2002; 

Kaplowitz, 2002; Kirchhoff, 2002; Teno, 2005; Thorne, 2006; Tilden, 1995). Physicians, 

however, are often hesitant to provide this information, which significantly influences 

decision making and patient care trajectories (Christakis & Iwashyna, 1998; Corke, 2005; 

Girgis, 1999; Gordon & Daugherty, 2003; Hagerty, 2005; Jacobs, 2002;  Kaplowitz, 

2002; Miyaji, 1993; The SUPPORT Researchers, 1995; The, 2000; Thorne, 2006; 

Wittenberg-Lyles, 2008).  Often, there is little or no discussion of dying or the prospect 

of death until the medical team has implemented all possible interventions without 

significant signs of patient recovery (Mueller & Koenig, 1988; Russ & Kaufman, 2005).  

Then, when physicians tell the family “There is nothing more we can do” and family 

members are asked to make decisions regarding withholding or withdrawing treatment, 

families are shocked, overwhelmed, and ill prepared to make these critical decisions 

(Russ & Kaufman, 2005). 

In summary, problems with communication in the ICU, especially communication 

at end of life, negatively influences decision making and can result in aggressive 

treatments with little hope for cure, prolonged patient dying trajectories, and a decrease in 

time for families to prepare for death.  In order to place these issues contextually within a 

larger body of evidence, a systematic literature review of empirical studies focusing on 

communication and decision making in the ICU was implemented.   

The Review 

Objectives 

The purpose of the systematic review of the literature was to determine the 

research done to date regarding communication and decision making processes at end of 

life in adult intensive care units. 
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Methods 

Inclusion Criteria 

 Inclusion criteria for the search included primary research studies published in 

English with sample populations of  ICU physicians, nurses, family members or surrogate 

decision makers of  patients in an adult ICU.   The focus of the content was restricted to 

the communication process, decision making process, or factors which directly relate to 

or influence one or both of these processes.   Interventional research was included if it 

related to the content noted. 

Exclusion Criteria 

The pediatric population has specific issues related to children which influence 

communication and decision making, such as developmental processes and stages, which 

separate it from adult populations.   Consequently, an exclusion criteria for the literature 

search included pediatric and neonatal ICU settings and populations, including pediatric 

or neonatal ICU patients and their parents and providers.   Studies which analyzed 

attitudes, preferences, perspectives, and confidence in ICU care and end of life decisions 

(rather than the process of communication and/or decision making) and outcome data on 

decisions made at end of life were also excluded.  One exception was satisfaction data 

related to a communication or decision making intervention, which was included.  Since 

communication and decision making in the intensive care unit is unique as compared to 

other environments, due to increased intensity and urgency, rapidly changing patient and 

environmental conditions, greater levels of uncertainty, and complicated technology and 

treatments, the research was strictly limited to ICU settings (Baggs, 2002; Cook, 1999).   

No limitations were placed on the research method utilized.   

Search Strategy 

A systematic review of the literature was conducted searching CINAHL, 

PsychINFO, Ovid MEDLINE, Ovid Old-Medline, AMED, Sociological Abstracts, 

Digital Dissertations, and Cochrane Library Systematic Reviews databases. CINAHL and 

MEDLINE contain medical and health related scholarly work, AMED contains 

information pertaining to palliative care, PsychINFO and Sociological abstracts contain 

socio-psychological related research and Digital Dissertations includes difficult to access 
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unpublished doctoral dissertations.  The Cochrane database contains systematic 

reviews of the literature on diverse medical topics.  Thus, these databases were 

appropriate search vehicles for exploring the topics of communication and decision 

making in intensive care units.   

Key words utilized for the search included ‘end of life’, ‘decision making’, 

‘critical care or intensive care’ and ‘communication’. These terms described the desired 

setting for the research (intensive care/critical care units), temporal limits (end of life), 

and the independent (communication) and dependent (decision making) research 

variables.   The search was limited to English language due to lack of both access to 

translators and funds for such, and to scholarly work analyzing humans since human 

beings are the subject of interest in this work.  There was no temporal limit placed in an 

effort to avoid missing any appropriate studies.  In order to access the grey literature, the 

Journal of Critical Care was hand searched from the year 2000 to the present, since 

several studies relevant to this research have been published in this peer reviewed journal. 

Editorials, letters, articles which clearly did not relate to decision making or 

communication, and those with ‘neonatal’, ‘pediatric’, or ‘parents’ in the title were 

eliminated first.   The abstracts of the remaining studies were accessed on-line and a 

study criteria screen, consisting of the inclusion criteria previously stated, was applied to 

each abstract. (See Appendix A.)  Full text articles were accessed for abstracts which met 

the study criteria screen, as well as for articles without on-line abstracts and those for 

which it was unclear whether they met study criteria. 

Research which met study inclusion criteria next had a data extraction tool 

applied to abstract data regarding sample, sampling, design, and outcomes measured. 

(See Appendix B.) Following this, a methodological quality screen, formulated by the 

researcher, was applied, with one portion for qualitative studies and another portion for 

quantitative studies.  This was necessary since the quality indicators for these two major 

categories of research differ. (See Appendix C. )  In an effort to avoid missing important 

data, the methodological quality screens were utilized to compare quality of studies to 

take this into account when analyzing results, but were not utilized to exclude studies. 
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Finally, the bibliographies for acceptable studies were reviewed and references cross 

referenced until saturation was achieved.   
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Data Extraction Method 

The study criteria screen was filled out for each full text article accessed.  If the 

article met the inclusion criteria, the data extraction tool and methodological quality 

screen were completed.  In the final step of data extraction, significant study findings 

were placed in word tables grouped into categories of communication, decision making, 

and interventions.  See Tables 2.1, 2.2, and 2.3 for a description of each study and 

significant findings.  

Quality Assessment of Studies 

Quantitative Studies. 

Of the eleven quantitative studies which met the practical screen for inclusion in 

the review, one could not be adequately assessed since it was an abstract from a study 

presented at a conference, and thus, there was not enough information to fill out the 

quality screen.  The remaining ten studies all scored either a 7 or 8 on the quality scale, 

which is within the high level of 6-8. The criteria for rating quality included a clearly 

stated research question and study variables, explicit inclusion and exclusion criteria, 

explicit and logical descriptions of the methods of data collection and analysis, evidence 

of valid and reliable data sources, and description of limitations of the study, the response 

rate, and how confounders were controlled. 

Qualitative Studies 

Opinions vary regarding criteria to distinguish quality in qualitative research. 

Enough discussion has occurred in this field, however, to discern a general view of 

quality for qualitative research, even though terms utilized to describe criteria vary.  

Thus, the quality indicators of transparency, auditability, utility, and fittingness were 

utilized to develop the criteria for the quality screen.  These criteria include explicit, 

logical descriptions of the research generation process, data analysis, and linkages 

between data, findings, and interpretations; description of steps taken to reduce bias and 

ground the results in the data; results which are meaningful; and attempts to fit the results 

within similar contexts or populations.  Of the nine qualitative studies which met the 

practical screen, all scored between 7-9 for quality, which is within the high level of 6-9.  
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Results 

Study Characteristics 

The search resulted in 19 primary studies identified as related to communication 

or decision making processes in intensive care units.  They were published between the 

years of 1995 and 2006 with one study published in Norway, one in France and the 

remainder in the United States.  Four of these studies were intervention studies, 7 were 

studies related to decision making, and 8 focused on communication.  One of the studies 

was an unpublished dissertation, one was an abstract from a study presented at a 

conference and published in a journal, and the remaining research were published articles 

of primary studies.  Three of the communication studies utilized the same database.   

Communication Studies 

Eight studies were identified which related to the communication process in 

intensive care units.  The focus of these studies included the communication process 

regarding withholding and withdrawing treatment, missed opportunities for physicians to 

provide support or information to family members, factors associated with poor family 

member comprehension of medical information, patients’ preferences for communicating 

with physicians about CPR and influencing factors, the relationship between timing of 

prognostic information delivery and family satisfaction, the amount of time family 

members speak during a care conference and their satisfaction level, and the content and 

quality of communication between ICU nurses and families. (See Table 2.1.) 

Convenience sampling was utilized in all the studies with the exception of one 

study which did not state the sampling procedure and, since it was a published abstract of 

a study presented at a conference, there wasn’t enough information in the abstract to 

make an inference.  The designs of the research studies included 3 prospective studies, 

two grounded theory and a deductive content analysis from the same database, one 

longitudinal survey, and one cross-sectional study.  Data sources included interviews, 

surveys, observation, and record review.  
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Decision Making Studies 

Decision making in the ICU was the focus of 7 studies in the search.  The study 

designs included three grounded theory, one ethnography, two prospective studies, one of 

which was a cross sectional survey, and one retrospective study.  Sampling methods 

specified included purposive, theoretical, and randomized for part of the sample of one 

study.  The remainder of the studies did not specify sampling, although in two studies 

sampling was inferred from the description of the method as being purposive and 

convenience sampling. (SeeTable 2.2.) 

The grounded theory studies developed decision making theories based on 

interviews with ICU nurses and physicians or observation of family members (Bunch, 

2000; Norton, 2001; Swigart, 1996). One qualitative investigation involved interviews 

with ICU family members’ and delineated family decision making for withdrawing life 

support in addition to effects of physician and nurse behaviors on this process (Tilden, 

1995). An ethnographic study by Johnson et al. (2000) was grouped with other decision 

making studies instead of the communication research even though the purpose of the 

study was stated as examining communication between ICU providers and family 

members.  This is because the research results described the process o decision making in 

the transition from curative care to withdrawing and withholding life sustaining 

treatments, which fit better in this category. Conflicts at end of life was the focus of one 

study which interviewed ICU nurses and physicians ( Breen, 2001), and the experiences 

of family members with end of life decision making was described in a cross sectional 

survey of ICU family members, including sources of conflict and support (Abbott, 2001). 

Intervention Studies 

All four of the intervention studies implemented an intervention based on 

improving communication between ICU providers and family members.  The measured 

outcomes varied and included length of stay, medical costs, patient mortality, patient or 

surrogate satisfaction with ICU care, and probability of the family making a decision 

regarding a medical treatment plan.  Additional outcomes measured in the SUPPORT 

study (1995) included patient discussion of CPR with the physician, incidence and timing 

of DNR (do not resuscitate) orders, physician knowledge of patient preference for 
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resuscitation, pain level reported, use of hospital resources, and number of days 

receiving mechanical ventilation or comatose.  Two of the studies were non-randomized 

controlled clinical trials, one was a randomized clinical trial where the patients were 

randomized by physician specialty group, and one was a retrospective and prospective 

record review as a follow up four years after a communication intervention.  (See Table 

2.3.) 

Three of the interventions aimed at increasing the frequency of healthcare 

provider communication with patients and families along with assuring discussion of 

specific content.  Ahrens et al’s (2003) intervention involved daily, or sometimes twice a 

day, communication between a physician, a clinical nurse specialist, and family members 

regarding patient care goals and treatment options including palliative care.  Unresolved 

issues were followed up within a day of recognition.  The SUPPORT intervention also 

utilized a specially trained clinical nurse specialist to discuss with families treatment 

preferences, explain cares, and answer questions (1995). Feedback was given to the 

physician along with current prognostic information on their patient.  Lilly et al. (2003) 

implemented family/provider meetings within 72 hours of ICU admission, including 

discussion of patient goals, quality of life issues, plan of care, and criteria of clinical 

events indicating success of the plan.  Subsequent meetings were scheduled according to 

agreed upon goals and timeframes and success of the plan was evaluated with changes 

made as needed.  Burns et al. (2003) identified families of patients who were at risk for 

decisional conflict.  These families were interviewed by a social worker and feedback 

was given to the patient’s physician.  The physician chose from a list of options for 

follow up, one option of which included not doing anything.  

Findings 

Family-Provider Conflict 

Conflicts occurred between providers and families in the ICU related to 

communication, unprofessional staff behavior, treatment decisions, and pain control 

(Abbott, 2001; Breen, 2001).  Interestingly, one study identified a majority of family 

members reported conflicts of providers desiring more aggressive treatment than families 

and yet, in another study, ICU nurses described difficulties with “unrealistic” family 
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members’ expectations of patient recovery which implies families desiring more 

aggressive treatment than what providers felt was appropriate (Breen, 2001; Shannon, 

2002).  Satisfaction of families with provider communication was found to decrease with 

time in the ICU (LeClaire, 2005). Thus, the likelihood of family-provider conflicts may 

be greater the longer a patient is in an intensive care unit. 
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Table 2.1    Communication Studies 

 
Study         Purpose               Sample            Significant Findings 
Shannon 
et al         
2002 

Describe the 
content and 
evaluate the 
quality of end 
of life 
communication 
between 
nurses and 
families in ICU 
care 
conferences 

Sampling not 
identified;                        
33 ICU 
nurses 

1) Prior to care conference: talked to family 
about treatments, what to expect during the 
conference, patient wishes/values                                                     
2)  After care conference:  talked to team 
about the conference and discussed 
questions; discussed families' feelings with 
family members                                          
3) Most frequent barrier to communication 
was unrealistic family expectations                                              
4) Rated satisfaction with their communication 
during conference at 5.97 mean on scale 0-10  

Curtis et 
al          
2002 

Increase 
understanding 
regarding the 
communication 
process in 
ICUs regarding 
withholding and 
withdrawing life 
sustaining 
treatments 

Convenience 
(inferred);                     
Families of 
50 ICU 
patients 

Six domains of communication content 
identified:  
1) openings,  
2) information exchange,  
3) discussions of outcomes, prognosis, 
uncertainty and hope,  
4) decisions which needed to be made, 
5) discussion of death and dying,                
6) closings                                                                                       
Communication Content and Communication 
Style and Supporting Behaviors frame works 
developed. 

Curtis et 
al          
2005 

"To identify 
missed 
opportunities 
for physicians 
to provide 
support for or 
information to 
family during 
family 
conferences." 

Convenience 
(inferred);                     
Families of 
50 ICU 
patients;             

29% of conferences has missed opportunities 
including:                                                                            
1)  Opportunities to listen and respond to 
family,         
2)  Provide emotional support                                          
3)  Discuss ethical issues and palliative care                        
4)  Explain surrogate decision making                         
5)  Assess patient preferences                                      
6)  Reassure non-abandonment 

Hsieh              
2004 

Describe 
contradictions 
in 
communication 
expressed by 
family 
members and 
common 
provider 
strategies 
utilized to 
manage these 

Convenience 
(inferred);                     
Families of 
50 ICU 
patients;             

1) Over-arching contradiction:  tension 
between to-let-die-now and not-to-let-die-now                                           
2) 5 main contradictions: killing or allowing to 
die; death as a benefit or death as a burden;  
honoring patient wishes or families wishes;   
weighing contradictory versions of patient 
wishes;   choosing an individual family 
member or whole family as decision maker                                                                    
4) "The contradictions identified represent the 
uniqueness of communication around end-of-
life decision-making in the ICU."                                                
6) Two clusters of provider strategies:  
decision-centered strategies and information-
seeking strategies 
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Table 2.1  Communication Studies Continued 

 
 Study        Purpose  Sample  Significant Findings 

Azoualy 
et al       
2000 
(France) 

"To identify 
factors 
associated 
with poor 
comprehensio
n" for family 
members 

Convenience;        
76 patient 
representativ
es; 
undisclosed 
number of 
ICU nurses 
and 
physicians 

Poor comprehension related to:                                
1) Patient factors: age <50 yrs, unemployment, 
admission for acute respiratory failure or coma, 
favorable prognosis.                                                    
2)Family: foreign descent, language barrier, 
representative not the spouse, no healthcare 
professional in family.                                              
3) Physician:  first meeting with family < 10 min. 
in duration, failure to give family information 
brochure  

Hofmann 
et al     
1997 

To examine 
correlated and 
associated 
outcomes of 
patient 
communication 
and patient 
preferences for 
communication 
with physicians 

Convenience: 
1832 patients 

 1) 77% of patients had not discussed preferences for 
CPR with their physicians and 58% of these patients 
did not wish to do so.                                                                       
 2) Of these patients who had not discussed 
preferences and did not wish to, 25% did not want 
CPR and 87% did not want prolonged ventilation.       
 3) Factors associated with wanting to discuss 
preferences but not doing so included being black 
and younger in age 

LeClaire, 
Oakes, 
Weinert 
2006 

To determine 
whether the 
timing of 
prognostic 
information 
delivery by 
physicians is 
associated with  
satisfaction of 
family members 
with 
communication 
or decision 
making in the 
ICU. 

Convenience;  
70 ICU 
patients                         
70 surrogates 

1)  81% received prognostic information, usually  
within 1.5 days of admission                                                                 
 2)  78% rated communication frequency satisfaction 
between "good" and "excellent"                                              
 3)  Satisfaction decreased with time in the ICU                              
4)  Strong positive correlation between increased 
frequency of communication and satisfaction                     
 5)  47% of surrogates asked to make decisions did 
not understand the concept of surrogate decision 
making. 

McDonagh, 
Elliott  et al 
2004 

To study the 
hypothesis that 
"increased 
proportion of 
family speech 
during ICU 
family 
conferences 
would be 
associated with 
increased family 
satisfaction." 

Convenience; 
214 family 
members from 
51 families 

1)  Conference times ranged from 7 to 74 minutes 
with a mean of 32 minutes.                                                                 
2)  Family members spoke 29% of the time and 
clinicians 71%.                                                                                              
3)  Higher family speech proportions correlated 
significantly with both increased family satisfaction 
and decreased family ratings of conflict with 
physicians.   
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Table 2.2  Decision Making Studies 

 
 Study  Purpose     Sample       Significant Findings 

Abbott et al 
2001 

ICU experiences of 
family members 
including decision 
making process for 
withholding/withdrawing 
support.  Sources of 
conflict and support. 

Sampling not 
specified;         

48 ICU family 
members 

1) 46% reported conflicts: main 
conflicts related to unprofessional 
staff behavior and 
communication.               
2) "Nearly insatiable desire" for 
medical information.                                 
3) Wanted to be able to identify 
physician in charge. 

Breen et al 
2001 

Analyzed the incidence, 
nature, and participants 
of conflicts assoc. with 
decisions to limit life-
sustaining treatment in 
ICUs 

Convenience 
(inferred)       

203 ICU nurses 
and  203 

physicians 

1) 63% of the conflicts cited over 
the treatment decision, with the 
majority related to providers 
wanting more aggressive 
treatments.                           2) 
45% of conflicts related to 
communication issues and pain 
control.  

Bunch et al 
2000  

To develop a theory to 
explain the actual 
ethical decision-making 
process in ICUs 

Theoretical 
(inferred);           

5 ICU 
physicians,     

11 ICU nurses 

Process of clarification:                    
1) Phase one: clinical;  tests done                                    
2) Phase two: psychological;  
graded info of possible patient 
outcomes enclosed in hope                                           
3) Phase three: ethical: end of life 
questions, justice, resource 
allocation                             4) 
Parallel process of exchanging 
info until clinical picture clarified 
and consensus reached                                            
5) Nurses arrived at decision to 
withdraw support earlier than 
physicians and family 

Johnson et al 
(2000) 

Examine 
communication 

between ICU providers 
and family members 

Purposive 
(inferred) ;         

7 Intensivist,     
4 residents,      
5 specialist 
consultants,      

8 nurses,        
1 ICU 

manager,  
1  nutritionist,    

3 pastoral 
service 

workers,  
1 ethicist          
2 families             

1) ICU providers and families 
moved to a "shared narrative" 
where technology as life saving 
was changed to technology as 
prolonging dying.                  2) 
The goal changed from cure to 
providing a "good" death and 
preventing suffering by 
withholding and withdrawing 
treatments.                           3) 
Providers discouraged hope, 
expressed the inevitability of 
death: let "nature take its course". 
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Table 2.2  Decision Making Studies Continued 

 
 

 
Study Purpose Sample Significant Findings 

Norton; Bowers 
(2001) 

To develop a 
theory of how 
decisions are 
negotiated among 
providers and 
patients near 
EOL. 

Theoretical:     
10 nurses/        

(4 ICU),                 
5 physicians 

1) Provider anticipated death, 
laid groundwork with 
information given to pt/family 
to facilitate changing 
patient/family view of "big 
picture" to provider's view                            
2) Worked to help pt/family 
accept and retain this "more 
realistic" picture                     
3)  Provided for a "good 
death":  time to get ready for 
death, say goodbye, less 
suffering 

Swigart et al; 
(1996) 

"To describe the 
process of family 
decision making 
about life support 
in the critical care 
setting." 

Purposive:  30 
family members 

Family members:                            
1) Attempted to understand 
medical information                                            
2) Sought meaning for the 
patient's life and illness 
through telling the patient's life 
story                                         
3) Tried to maintain family 
relationships                                       
4) Reframed the situation: 
changed goals from cure to 
peaceful death                        
5) Had a sense of "doing the 
right thing."  
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Table 2.3   Intervention Studies 

 
 Study  Design  Purpose      Intervention     Significant Findings 
  

Ahrens, T. 
et al 
(2003) 

Quasi-
experimental 
non-
randomized 
controlled 
clinical trial 

Evaluate 
length of stay 
and medical 
costs for 
patients near 
end of life after 
a 
communication 
intervention in 
an ICU 

Intervention:  
MD and CNS 
communicated 
at least daily 
with families 
discussing 
goal analysis 
and options 
beyond 
curative 
treatment. 
Immediate 
follow up on 
unresolved 
issues.   

1) Significantly shorted length of 
stay in ICU 
 (6.1 vs 9.5 days) and in hospital 
(11.3 vs 16.4) in intervention group                                                                   
 
2) Lower fixed and variable costs in 
intervention group                   
 
3) ICU mortality lower in 
intervention group 
 (74% vs 93%) 

SUPPORT 
Investigato
rs (1995) 

Randomized 
controlled 
clinical trial       

"To improve 
end-of-life 
decision 
making and 
reduce the 
frequency of a 
mechanically 
supported, 
painful, and 
prolonged 
process of 
dying" 

Phase I: 
observational 
study                        
Phase II: 
Intervention: 
Specially 
trained clinical 
nurse 
specialist 
communicated 
regularly with 
family and 
provided MDs 
with prognostic 
information 
and patient 
preferences  

Phase I:                                                                          
1) Only 47% of MDs knew when 
their patients did not want CPR                                                                              
 
2) 46% of DNR orders were written 
within 2 days of death;  
 
3) 38% of patients who died spent 
10 or more days in the ICU                                                                                        
 
4) 50% of conscious patients who 
died were in moderate to severe 
pain half of the time                                                               
 
Phase 2: The intervention failed to 
significantly impact any of the 
measured outcomes. 

Burns, J. 
et al 
(2003) 

Quasi-
experimental  
controlled 
clinical trial 

To delineate 
and implement 
an intervention 
to decrease 
conflict 
regarding 
decision 
making in the 
intensive care 
unit. 

Families of 
patients who 
were at 
identified as at 
risk for conflict 
were 
interviewed by 
a social 
worker.  
Feedback 
given to 
physician who 
followed 
through as 
desired 

1)  Receiving the intervention 
promoted decision making in 
patients identified at high risk for 
conflict in decision making:  
increased decision to forgo 
resuscitation ( OR: 1.81, p=.017) 
and increased the decision for 
comfort-only treatment (OR=2.30, 
p+.002).                                              
 
2)  Satisfaction with care, amount 
of information and involvement in 
decision making not significantly 
improved, although almost 50% of 
this data was not obtainable for 
analysis 
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Lilly, C. et 
al (2003) 

Retrospective 
and 
Prospective  

Determine long 
term effects of 
a 
communication 
intervention 
started four 
years prior to 
study 

Family meeting 
within 72 hrs. 
of ICU 
admission with 
discussion of 
goals, QOL, 
plan of care 
and criteria of 
clinical events 
indicating 
success of 
plan with 
subsequent 
meetings 
scheduled 
according to 
agreed on 
goals/timefram
es. 

1) Significant and durable decrease 
in length of stay (median 4 days 
before, 3 days after)                                     
  
2)  Significant and durable 
decrease in ICU mortality (31.3% 
before , 22,7% during intervention, 
18% after: p<.001).                                                                                
 
3)  Non-direct caregivers' 
participation was eliminated after 
initial study without changing 
effectiveness of intervention. 
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  Communication Problems 

  Provider Related Factors. 

Physician factors which promote and perpetuate communication problems with 

patients and family members were identified.  Physicians often do not talk to patients 

about their preferences for life sustaining treatments and, thus, are not aware of what 

these preferences are (The Support Researchers; 1995). Patients and family members 

often have poor comprehension of medical information which has been associated with 

failure of physicians to give family members an ICU information brochure and meeting 

with family for <10 minutes duration for a first meeting (Azouley, 2000).  During care 

conferences, physicians spend most of the time talking and little time listening to family 

members, despite the fact that higher proportions of family speech has been found to 

correlate with increased family satisfaction and decreased ratings of conflict with 

physicians (McDonagh, 2004).  Physicians often miss opportunities to respond to family 

members and provide needed information and support (Curtis, 2005). 

Patient and Family Related Factors.  

Factors relating to patients and family members also negatively affect 

communication with health care providers in ICUs.  Family members’ unrealistic 

expectations for patient survival and recovery have been identified by providers as 

impeding communication (Shannon, 2002).  Many family members and surrogate 

decision makers making decisions for acutely ill patients do not adequately comprehend 

medical information, such as diagnosis, prognosis, and the concept of surrogate decision 

making (Azouley, 2005; LeClaire, 2005).  Patients often do not communicate their 

preferences for life sustaining treatment to physicians and many do not wish to do so, 

despite having preferences to avoid these treatments (Hoffman, 1997). 

Communication Process. 

There is a strong correlation between increased frequency of communication 

between family members and providers and family satisfaction (LeClaire, 2005).  

Although increasing frequency of communication appears to be important, increasing 

frequency alone is often not enough (The SUPPORT Researchers, 1995). Realization of 

this has led to research focusing on the actual process of communication, including the 

content of communication and how it is expressed.  Phases of communication between 
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ICU physicians and family members in end of life conferences, as well as domains of 

content in these discussions have been identified and frameworks developed describing 

communication processes in these conferences (Barton, 2005; Curtis, 2002). Content has 

been assessed for communication of ICU nurses with families, as well (Shannon, 2002). 

Contradictions in end of life communication expressed by family members have been 

delineated, which demonstrates the unique tension in this setting of making life and death 

choices, along with strategies implemented by ICU clinicians in response to these 

contradictions (Hsieh, 2004).  Interventions to improve communication in ICUs have 

been demonstrated to shorten length of stay in the ICU and the hospital, decrease hospital 

costs, decrease ICU mortality, and promote decision making of family members (Ahrens, 

2003; Lilly, 2003).  

Decision Making Process 

The decision making process in intensive care units was described from the 

perspectives of ICU providers and family members.  Providers’ perspectives were 

described in three studies.  One study described a process of information exchange and 

clarification until a clear clinical picture is reached and consensus achieved on an 

appropriate decision (Bunch, 2002).  A study by Johnson et al. (2000) described 

providers and family members sharing narratives where the meaning of technology 

changes from life saving to death prolonging and the goal changes from cure to providing 

a “good death” by withholding or withdrawing treatment.  In another study, providers lay 

the groundwork with information to facilitate changing the family’s “big picture” to the 

providers’ own “more realistic” picture which allows more time to say goodbye and 

prepare for death (Norton, 2001).   

Two descriptions of ICU decision making were described from family members’ 

perspectives.  A study by Tilden et al., (1995) described providers laying the groundwork 

with cautionary statements (“It doesn’t look good”) and a group decision made by family 

members to withdraw life support after accepting the unlikelihood of patient recovery and 

believing the patient would not want prolonged life sustaining treatments.  Swigart et al. 

(1996), described family members’ attempt to understand medical information, seek 

meaning for the patient’s life and illness through narrating the patient’s life story, reframe 
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the situation, and change the goal from cure to peaceful death.  This process is 

implemented while attempting to maintain family relationships and prevent conflict. 

Provider behaviors which families identified as helpful in making end of life 

decisions included encouraging advanced care planning, good communication, clarifying 

family roles, and assisting with family consensus and grief work.  Unhelpful behaviors 

included postponing treatment withdrawal discussions, delaying withdrawal once it is 

scheduled, placing the full burden of decision making on one family member, 

withdrawing from the family, and viewing death as failure (Tilden, 1995).  

Discussion 

Decision making in the ICU is a stressful, overwhelming experience for family 

members (Azouley, 2000).  Families usually lack the knowledge and training necessary to 

comprehend the medical options and implications of choices which they are confronted 

with (Kaufman, 1998,1999).  Even when clinicians provide information to family 

members, the chasm of understanding, exacerbated by emotional duress and difficulties 

retaining this information, is difficult to bridge (Azouley, 2000; LeClaire, 2005).   

Family members seek information as part of the decision making process 

(Swigart, 1996).  Receiving and comprehending this information is imperative in order 

for families to make appropriate choices, especially at end of life (Johnson, 2000; 

Swigart, 1996).  Encouraging advanced planning, clarifying family roles, helping the 

family to reach consensus for decisions, and assisting families with working through their 

grief are provider behaviors which assist in facilitating family decision making (Tilden, 

1995).  The common thread between these behaviors is they all require effective family-

provider communication. 

Most of the research analyzed in this literature review has identified the 

significance of effective provider-family communication to facilitate decision making 

and shortfalls in communication have been delineated.  Problems identified include 

physicians choosing not to communicate prognostic information and address end of life 

issues with patients and family members and, thus, being unaware of patient preferences; 

poor patient/family comprehension of medical information; and physicians spending little 

time listening to family members and, consequently, missing opportunities to provide 
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family support  (Azouley, 2000; Hanson, 1997; Heyland, 2000; Hofmann, 1997; 

McDonagh, 2004; The SUPPORT Researchers, 1995; Tilden, 1995; Wenrich, 2001).  

Consequently, it is well documented that effective communication is crucial in the 

intensive care setting, especially at end of life, and in need of improvement.  

Communication at end of life centers around prognostic information which is necessary 

to make decisions regarding continuing aggressive treatments, committing to long term 

care, or limiting treatments and transitioning to comfort cares.   

There is a paucity of research conducted on current clinical practices in 

communication, including communication of prognostic information throughout patients’ 

trajectories in the ICU.  Curtis (2002) has identified domains of content communicated in 

end of life conferences by assessing communication between physicians and families and 

outlining frameworks for content and style of communication during these discussions.  

This same data set was analyzed to identify contradictions in communication between 

providers and family members, as well as strategies utilized by clinicians to address these 

contradictions (Hsieh, 2004).  Norton et al. analyzed end of life conferences in a surgical 

ICU and delineated phases of communication between ICU physicians and family 

members and movement between these phases (2005). Liaschenko et al. (2008) described 

critical care nurses communication with families to provide “the big picture” which was 

an attempt by nurses to align family members’ understanding of the patient’s health 

status with their own, and Shannon et al. (2002) described the content and quality of end 

of life communication between nurses and families in ICU care conferences.   Research 

of communication practices prior to end of life conferences and larger contextual 

influences, however, are lacking. Thus, researchers have much ground to cover to 

decipher current communication practices and related factors in this setting and offer 

suggestions for improvement.   

Conclusion 

Decision making at end of life is complex and ethically laden.  This is especially 

true in rapidly changing, highly technological milieus such as Intensive Care Units.   The 

stakes are high and the clinical course is often wrought with uncertainty.  Decisions 

families must make in this setting are, arguably, the most emotionally and ethically 



 30
difficult ones of their lives. Thus, effective communication between families and 

healthcare providers in the ICU is crucial since it is a necessary precursor to decision 

making.   

This literature review provides context from which to view issues related to 

communication and decision making in the intensive care setting.   Although a small 

number of studies have focused on communication processes in ICUs and how it relates 

to decision making, there is a need for more detailed descriptions of communication 

practices in this setting from multiple perspectives throughout patient trajectories, and 

identification and description of influences on these practices.  Thus, this research study 

sought to fill these gaps in the literature.   
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CHAPTER THREE 

A CRITICAL REVIEW OF SELECTED EMPIRICAL AND PHILOSOPHICAL 

LITERATURE ON HOPE AND SOCIAL AND CULTURAL INFLUENCES ON 

COMMUNICATION AND DECISION MAKING AT END OF LIFE 

 

Defining Hope and Its Influence at End of Life 

Patient, family, and provider concerns regarding hope at end of life have been 

firmly established in the literature. Efforts have been made to define hope, describe 

experiences of hope, identify how hope influences communication, and delineate factors 

which promote and diminish hope. Since a significant link between hope and 

communication of negative prognostic information has been identified in previous 

research (Christakis 1998, 1999), studies which focus on various aspects of hope will be 

reviewed to establish a perspective regarding this important concept.  

Defining the Concept of Hope and Its Dimensions 

Stephenson (1991) reviewed literature from multiple domains, including theology, 

philosophy, psychology, psychiatry, and nursing in order to implement a concept analysis 

of hope.  The literature suggests hope is a “positive feeling state,” which is further 

described as a “feeling of confidence diluted by a degree of uncertainty.”(p.1458) In 

addition to the emotional aspect of hope, there is also a thinking component whereby an 

individual visualizes something not yet in existence which is meaningful to the person. 

Thus, hope has a strong association with personal meaning in life. It also incorporates a 

sense of perceiving a need for help from something or someone outside of oneself, such 

as another person or a spiritual or religious entity. Antecedents to hope, in Stephenson’s 

opinion, can be “anything that would be significant to the person since hope is uniquely 

related to the individual’s life experiences” (p.1459). The consequences of hope include 

renewed energy, peace, and a new perspective. The culmination of the review was a 

definition of hope. Hope was defined as “a process of anticipation that involves the 

interaction of thinking, acting, feeling, and relating, and is directed toward a future 

fulfillment that is personally meaningful” (p.1459). 
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Dufault and Martocchio (1985) utilized research to analyze the concept of hope 

by observing 82 terminally ill patients and their providers in a variety of settings 

including an acute care hospital and patients homes over a 2 year period. The researchers 

sought to define hope and describe its “spheres and dimensions.” The analysis culminated 

in a definition of hope as being “a multidimensional dynamic life force characterized by a 

confident yet uncertain expectation of achieving a future good which, to the hoping 

person, is realistically possible and personally significant” (p.380).  This definition is 

similar to Stephenson’s in many ways.  Both definitions suggest hope is a feeling state 

which is positive (confidence) yet uncertain, is future oriented and meaningful to the 

individual, and has multiple dimensions.  

 Dufault and Martocchio expand this definition by describing 2 “spheres” of hope: 

“generalized hope” and “particularized hope.”  Generalized hope “is a sense of some 

future beneficial but indeterminate developments.  It is broad in scope and not linked to 

any particular concrete or abstract object of hope” (p.380).  Conversely, particularized 

hope “is concerned with a particularly valued outcome, good, or state of being, in other 

words a hope object.  Objects of hope, that which are hope for, may be concrete or 

abstract” (p.380).  Generalized hope is described as promoting particular hope and 

providing support when particular hope is perceived as unrealistic. Six dimensions are 

described as framing both spheres of hope, including affective, cognitive, behavioral, 

affiliative, temporal, and contextual dimensions.  Each of these dimensions were 

described.  It was interesting to note that, as part of the affiliative dimension, being 

treated as “intelligent, worthwhile, and feeling persons” promotes hope, as does 

willingness to listen (p.386).  The researchers suggested ways to promote hope including 

providing empathy, information, encouraging “courage, endurance, and patience,” 

assisting in shifting the goal for hope, and providing knowledge of others experiences for 

comparison purposes. Thus, a significant contribution of Dufault and Martocchio’s work 

was the description of a second sphere of hope which is generalized and not goal 

oriented.  

Morse and Doberneck (1995) also utilized research to analyze and describe the 

concept of hope. In contrast to Dufault and Martocchio who based their work on 
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terminally ill patients and their providers, Morse and Doberneck utilized data from 

interviews they implemented with groups of chronically ill, but not “terminal,” patients, 

as well as individuals without current health issues. The 4 groups of people they 

interviewed included patients undergoing heart transplant, patients with spinal cord 

injuries, breast cancer survivors, and breastfeeding mothers. Based on these interviews, 

the researchers identified seven components of hope: 

(A) realistic initial assessment of the predicament or threat; the envisioning of 

alternatives and the setting of goals; a bracing for negative outcomes; a realistic 

assessment of personal resources and of external conditions and resources; the 

solution of mutually supportive relationships; the continuous evaluation for signs 

that reinforce the selected goals; and a determination to endure. 

The researchers described “the experience of hoping” for each group which demonstrated 

4 patterns of hope which they combined to define the concept of hope: 

Hope is a response to a threat that results in the setting of a desired goal, the 

awareness of the cost of not achieving the goal, the planning to make the goal a 

reality, the assessment, selection, and use of all internal and external resources 

and supports that will assist in achieving the goal, and the reevaluation and 

revision of the plan while enduring, working, and striving to reach the desired 

goal (p. 284). 

The Lived Experience of Hope 

A study by Hall (1989) focused on the experience of hope in patients with stage 2 

(asymptomatic) HIV disease. Hall interviewed 11 men with HIV and, based on their 

disclosure of how they live with this disease and her experience with previous HIV 

patients as well as her own diagnosis of metastatic cancer she surmised, “My experience 

and those of my informants have brought me to the conclusion that hope is something all 

people need until they take their last breath.  I have seen very little evidence that most 

people accept death.  Rather, they accept life.  If they accept life well, then they die well” 

(p.178).   

Hall (1989) discussed cultural and biomedical influences which label and 

categorize individuals experiencing illness and the behavioral expectations which society 
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places on these categorized individuals. Specifically, Hall critiqued the biomedical 

system which forces people into categories of illness severity (stage 1, stage 2, etc…) to 

predict life expectancy even though life expectancy cannot be accurately predicted since 

it is predicated on a plethora of contextual variables, such as environment, social support, 

amongst others.  She also criticized the use of statistics for prognostication. The leap of 

using statistics, which is based on groups of people, and applying the results to 

individuals is ideologically flawed and results in error. The commonly held medical 

notion that promoting and encouraging hope in individuals with a terminal illness 

encourages denial was also examined and critiqued.  The researcher cited Kubler Ross’s 

work (1965) and pointed out that in this work, denial was presented as a healthy means of 

coping with a threat.  Hall also reasoned that mortality is a known human reality, and 

thus, we are dying. Yet, we look to the future and are hopeful because this is human 

nature.  Thus, if people not diagnosed as dying need hope, those that are dying need even 

more.  

Herth (1990) and Buckley and Herth (2004) conducted longitudinal studies 

focused on hope of patients diagnosed with terminal illness. Both studies utilized 

interviews of patients and the Herth Hope Index to measure level and focus of hope over 

time.  In the earlier study (1990) Herth identified the focus of hope for these terminally ill 

patients changed over time from “tangible, time-focused expectations to a desire for 

serenity and inner peace as death approached” (p.1258). Caring relationships with others 

promoted hope in these patients, whereas uncaring relationships diminished hope. The 

researcher suggested dying patients and their families need physical and emotional 

support, encouragement for patient-family physical closeness, facilitation of expression 

of spiritual beliefs, and an active, listening presence from care providers. In Buckley and 

Herth’s study (2004) the researchers identified control of pain and symptoms as 

promoting hope and confirmed the importance of caring relationships as a support for 

hope. In relationships, “the little things matter,” such as asking what name the person 

prefers, willingness to answer questions, and showing respect. Communication of bad 

news in a “non-caring” manner diminished hope.  



 35
Herth (1993) also studied hope in family caregivers of terminally ill people. 

The same format was utilized as with her other 2 studies, where she interviewed 25 

family members and utilized the Herth Hope Index to measure hope over time. The goals 

of the study were to define the meaning of hope for caregivers and identify strategies 

utilized by caregivers to promote their own hope. 

 Herth (1993) identified hope was promoted by relationships with family, friends, 

healthcare professionals, and/or God or a “higher being.”  A theme emerged that the 

“presence” of a caring person who was “fully there” for the caregivers physically and 

psychologically, listening to and attending to their needs, was a significant source of 

hope. Strategies utilized by caregivers to promote their own hope included participating 

in warm and caring relationships; cognitively reframing negative thoughts into positive 

ones utilizing positive self-talk, praying/meditation, and positive visualization; use of 

humor; and comparing the situation to that of others. Reframing included refocusing the 

goal of hope in order to view the situation in a new way. Time refocusing was another 

strategy, which encompassed measuring time based on upcoming meaningful events or 

limiting focus to “living one day, one hour or one moment at a time,” as well as focusing 

on attainable expectations which were redefined as the situation changed (p.543). Other 

strategies included finding comfort in spiritual beliefs and balancing energy with 

demands. The influence of time and the changing health status of the dying patient 

resulted in the focus of hope for caregivers changing from “doing” to “being” as death 

came nearer. Hope was viewed by the caregivers as “continually unfolding and changing 

in response to life situations…. Hope enabled them to ‘see beyond the present’” (p.544).   

Benzei (2001) interviewed 11 cancer patients receiving palliative home care 

regarding their “lived experience of hope” after a cancer diagnosis.  Her analysis revealed 

“a tension between hoping for something, that is a hope of getting cured, and living in 

hope, that is reconciliation and comfort with life and death” (p.117).  The patients 

described their experience of hope in the context of a terminal diagnosis as trying to live 

their lives as normally as possible and garnering hope from positive relationships, 

including relationships with self, significant others, their environment (e.g., the hope that 

resulted from living in their home), pets, and a spiritual relationship. There existed a dual 
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focus of hope which included hope for a cure with treatment representing hope, despite 

acknowledging that they knew they would not get better, and hope for being prepared for 

death.  The balance in the level of hope placed on each of these foci shifted from day to 

day.  Benzei concluded “Living with an incurable illness does not mean living without 

hope….The lived experience of hope for patients in palliative home care is not only 

hoping for something, but also living in hope” (p.123-4). 

Hope and Communication 

Gordan and Daugherty (2003) conducted a focus group with oncologists and 

interviewed 14 oncologists regarding their practices of communicating prognostic 

information to terminally ill patients. Overall, they described physicians as “hesitant” to 

communicate prognosis to cancer patients. The oncologists described they generally 

provide prognostic information under the following conditions: the patient asks for it 

directly and the physician perceives the/she can “handle it”;  worsening patient symptoms 

requiring treatment decisions; and/or physician perception that patients are “unrealistic” 

and are need of a “reality check.” The reasons physicians cited for reluctance to provide 

prognostic information included a desire to protect the patient emotionally and protect the 

doctor-patient relationship, the perception that patients come to oncologists for hope, and 

patients will ask for prognostic information if they want it. The process of disclosure 

involves providing information gradually over time and varying the amount based on 

physician perception of the patient’s level of hope, whether they have unrealistic 

expectations, and patients responses to previous discussions of prognosis. Although the 

researchers acknowledged the physicians’ reluctance to provide this information was 

largely based on compassion for the patient, they also identified, “Paradoxically, while 

oncologists’ compassion may serve to protect patients from learning their grim 

prognosis, such compassion also drives oncologists’ respect for self-determination to the 

point of fully disclosing prognosis to patients, but at the cost of occurring too late in time 

to be meaningful for effective decision-making” (p.158). The researchers’ overall 

conclusion was that “oncologists’ desire to influence patients’ sense of hope is clearly 

woven throughout their thought processes about whether and when to disclose a 

prognosis to advanced cancer patients” (p.166). 
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Good et al. (1990) interviewed 51 oncologists to describe the relationship 

between American culture, biomedicine, communication of diagnosis and prognosis, and 

how physicians maintain hope for their patients, patients’ families, and themselves. The 

researcher discussed how American oncology practice is influenced and shaped by the 

availability of technology and treatments in a society along with the influence of popular 

and medical culture, especially cultural interpretation and meaning associated with hope. 

“The American emphasis on the ‘message of hope’ in the ‘war on cancer’ has not only 

supported development of the subspecialties in oncology, but has also provided central 

symbols in debates within the oncological specialties about the efficacy and meaning of 

hope in actual clinical practice.”  In addition to hope, the American cultural notion of 

individual autonomy and the power of the mind to cause changes in the body influences 

oncologists’ communication of prognostic information and hope.  

Oncologists described disclosure of prognosis as an evolving process influenced 

by the timing of treatments and the disease trajectory. Throughout the disclosure process 

the physicians evaluate “the appropriate level of hope that patients and their families 

should be encouraged to maintain” (p.65).  Oncologists balance tension between 

potential negative implications of disclosure and the obligation to communicate prognosis 

within the context of uncertainty and a perception of the importance of promoting hope. 

They also balance tension between what information to provide and how to provide it in 

relation to the patient-physician relationship. Physician caring is demonstrated by 

offering treatments to patients with the most difficult aspect of oncology being when 

treatment options are exhausted.  Physicians also described their own need for hope in 

order to continue practicing. The researchers summarized the findings saying, 

“Information is tailored to the clinical task, to perceived capacities of individual patients, 

to maintaining the hierarchy of the physician-patient partnership, to the efficacy of 

biomedical treatments, and to the goal of instilling hope” (p.75). 

Kennedy and Lloyd-Williams (2006) conducted a review of the literature related 

to maintaining hope in communication in the context of palliative care. In this review 

they identified healthcare providers limit information given to patients and families to 

protect them from the pain of this disclosure, but this, paradoxically, can result in 
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increased distress as a result of denying patients and families the opportunity to 

prepare for future outcomes. In research on patients’ focus of hope, patients’ hope had 

multiple foci, from cure to relief of pain and a good death. These other goals beyond cure 

are not commonly recognized by healthcare providers. The provider-physician 

relationship influences patients and family members responses to information provided 

and their level of hope.  Provider behaviors which promote hope include demonstrating 

empathy, trust, interest, and commitment, being receptive to questions, providing 

information compassionately, and “being there.”  Conversely, uncaring provider 

behaviors diminish hope, such as communication in a harsh, disrespectful, and/or cold 

manner, as does receiving discrepant information from providers. .Although balancing 

hope with truth was a central premise identified in the review, the authors stated this does 

not mean providing “false promises” is warranted but rather realizing that hope can be 

garnered from providing caring relationships rather than viewing it as just hope for a 

cure.  Thus, “information should be given in a way that is ‘not unduly negative or falsely 

reassuring’…..This is believed to allow patients to put their affairs in order without 

feeling as if they are ‘giving up’” (p.53). 

Fostering Hope 

Clayton et al. (2005) conducted focus groups and individual interviews with 19 

patients with advanced cancer, 24 palliative care providers, and 22 health professionals to 

explore means to foster coping and hope when discussing end of life issues and 

prognosis. All groups described the need to maintain hope, with only the health provider 

sample being concerned regarding not offering “unrealistic” hope in order to avoid 

harming the patient and family by preventing preparation for death.  Influences on hope 

were delineated, with all groups confirming the importance of sensitive communication 

of information which is not “too blunt” and not in more detail than desired by patients 

and/or families. Patients described perceiving hope when healthcare professionals treated 

them in a manner which made them feel “valuable and important” (p.1972).  Patients and 

palliative care providers most frequently described the hope perceived from good care. 

The uncertainty related to prognosis was a source of hope, since it suggests the possibility 

of living beyond what was expected.  Health providers identified goals for hope can 
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change over time and providers should assist patients in refocusing their goals for hope 

toward those that are more realistic. There was general agreement regarding the 

importance of being “honest” without providing prognostic information when it was not 

desired, as well as providing hope by focusing on positive aspects without promoting 

“false hope.” 

 The literature supports the supposition that hope is a significant concern for 

patients, families, and providers and influences the timing, content, and pattern of 

communication of prognostic information at end of life.  Thus, the concept of hope and 

its relationship to patterns of prognostic communication in the ICU between nurses, 

physicians, and family members was incorporated into the study objectives and analyzed 

in field work.  

Social and Cultural Influences at End of Life 

The SUPPORT study was a national multi-center randomized, controlled clinical 

trial and the largest study to date focusing on issues at end of life (The SUPPORT 

Researchers, 1995).  The study had two phases, an observational phase identifying end of 

life issues, and an intervention phase, which sought to “improve communication and 

decision making by providing timely and reliable prognostic information (and)  ... (elicit) 

and (document) patient and family preferences and understanding of disease prognosis 

and treatment” (Ibid, p.1592).  The results of the study were unexpected and 

disappointing.  The problems identified in phase I of the study, including inadequate 

communication, high frequency of aggressive treatment just prior to death, inadequate 

control of patients’ pain levels, lack of physician awareness for patients’ preferences for 

cardiopulmonary resuscitation (CPR), and CPR orders written just prior to death were 

unchanged after the intervention.  The results confirmed the complexity of 

communication and decision making during this phase of life.  Providing accurate 

prognostic information and communicating patient preferences did not improve 

communication between physicians, patients, and family members nor remedy other end 

of life problems.  Physicians remained reluctant to discuss negative prognostic 

information and end of life issues and instead focused on providing aggressive life 

sustaining treatments. 
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Social science research has suggested an understanding of social processes 

underlying communication and decision making at end of life is critical (Slomka,1998). 

This understanding is imperative due to the complex interplay of uncertainty and 

ambiguity at end of life, along with differing perspectives, understandings, values, and 

moral judgments of decision makers (Kaufman, 1998).  The minority of studies which 

have contributed to understanding critical social processes in communication and 

decision making are often ignored in articles discussing this topic.   

Kaufman (1998) sought to illuminate social aspects of problems at end of life in 

hospitals, including dying in ICUs.   Specifically, Kaufman pursued ethnographic 

research to study what she entitled “the problem of death in America.” Her research 

focused on the “seemingly insoluble tension between the ideas of ‘death with dignity’ 

(involving) personal control in dying… (versus) the pain, suffering, loneliness, and lack 

of autonomy brought about by the use of advanced technology medicine in the hospital 

setting” (Ibid, p.715).  Kaufman suggested the cultural discourse over this issue is too 

simplistic and does not address the complex reality of dying in this setting.  Part of the 

problem, she states, is the ideology of a “good death” is abstract and theoretical in nature.  

Hence, it is difficult to evaluate what constitutes a good death. Actual circumstances 

reveal a large degree of ambivalence and uncertainty in clinical practice regarding end of 

life decisions without clear goals for dying and death.  Consequently, “the practice of 

dying is, in many cases, much more muddled than the cultural conversation suggests” 

(Ibid, p.716).   

A major contribution to the “problem of death,” described by Kaufman, is the 

inability of lay people to comprehend the multiplicity of types of knowledge involved in 

caring for critically ill persons at end of life (Kaufman, 1998). This includes knowledge 

of anatomy, physiology, pathophysiology, pharmacology, amongst others, and includes 

comprehending how these types of knowledge integrate with the intricacies of complex 

technologies and their functional implications.  Family members often do not understand 

what the commonly used term “life support” really means or how it applies to their loved 

one.  They do not know “what to want or how to decide” (Ibid).  Their life experiences do 

not prepare them for end of life “choices” they are asked to make.  “(P)ersonal crises, 
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‘choices’ created by the culture of medicine, and the fact that the encounter with 

critical care is a singular experience for most family members make it almost impossible 

to consider what a ‘good death’ means and how a ‘dignified’ and ‘humane’ death could 

be structured” (Ibid, p.724).  

Medical Decision Making at End of Life 

The biomedical lens through which health and illness, as well as death and dying, 

are viewed is an important influence on medical decision making (Kaufman, 1998).   It is 

generally agreed upon in both public and medical domains that it is the physician’s 

responsibility to provide treatment to patients until their health problems stabilize or 

resolve or until death occurs (Ibid).  Thus, the primary focus in biomedicine is treatment 

aimed at extending life and, ideally, cure.  Physicians often feel compelled to treat 

specific patient health problems which are reversible, even when the treatment is unlikely 

to benefit the patient overall (Muller & Koenig, 1988; Iedema, 2004; Slomka,1992). This 

“need to treat” may be related to physician ambivalence and discomfort with the prospect 

of allowing a patient to die (Slomka,1992). The search for reversible conditions can 

either lead to defining a patient as still “salvageable” and, thus, in need of aggressive 

treatment, or may “ be given more as a ritual commitment to the value of fighting disease 

and death than out of a rational expectation that it will help the patient”  (Muller & 

Koenig, p.365).  Physicians may also feel compelled to utilize any available clinical, 

technical, and pharmacologic resource to stave off death.  This has been referred to as the 

“technological imperative” and has been posited as “the most important variable in 

contemporary medical practice” which “shapes the field of actual practice for all players 

in the hospital arena” (Fuchs, 1974; Kaufman, 1998, p.721, 722).  This is especially 

evident in hospital units which have access to and staff trained in utilizing cutting edge 

technology, such as ICUs (Kaufman, 1998). 

  Once a patient is on an aggressive “intervention pathway” it sets the stage for 

continuation of aggressive treatment and becomes difficult for practitioners to veer from 

this pathway.  A “cascade” of decisions occurs, where one decision inevitably leads to 

another, which leads to another, and so on (Mold & Stein,1986; Slomka,1992). Treatment 

‘plans’ gather their own momentum and courses of actions are embarked upon which are 
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difficult to alter or stop” (Muller & Koenig, 1988, p.368).  Healthcare providers may 

feel “caught” in this cascade of decision making which makes treatment limitation more 

difficult. This results in patients moving into an “intervention pathway” leading to the 

potential for prolonged patient dying trajectories, increased physical and psychological 

suffering of patients, and vicarious suffering of family members (Shulman-Green, 2005; 

The SUPPORT Rearchers,1995).  Physicians frequently continue to provide aggressive 

life sustaining treatments until they run out of options, even though the treatments may 

have little chance of helping the patient (Christakis,1999; Muller & Koenig, 1988; Palda, 

2005).  Patients can linger, sustained by medical technology, in a zone between life and 

death, labeled by Kaufman (2005) as the “grey zone” or the “zone of indeterminacy,” for 

weeks, months, or even years.  Dying is often not acknowledged until just prior to 

decisions to withdraw or withhold treatment (Kaufman, 1998).  Seymour (2000) suggests 

it is the “paradox” underlying interpretation and meaning of what is “natural” and what is 

“artificial” in a “highly technologized society” which is at the crux of why patients 

receive aggressive treatment even when death is considered certain.  Use of technology, 

especially in ICUs, has become routine and expected which complicates interpretations 

and meanings of its proper role and use (Koenig,1988). 

Many physicians are reluctant to discuss negative prognostic information and 

limitation of treatment with family members since they view this as giving up hope for 

the patient’s recovery and an acknowledgment of physician failure (Christakis,1999).  

They worry these discussions may strip the patient and family of hope and result in the 

patient giving up the fight for life (Christakis,1999; Slomka,1992).  Thus, treatment is 

offered as hope: hope for survival, hope for victory over death.  Family members of 

critically ill patients are often extremely reluctant to stop treatment and will often not 

consider limitation of treatment until they perceive there is “no hope” for recovery 

(Johnson, 2000; Kaufman,1998).   

Identification of Dying 

  A critical consideration at end of life, which has received little attention in the 

biomedical literature, is identification of dying.  A patient must be identified as “dying” 

before dying is recognized.  With burgeoning technologic and pharmacologic treatment 
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options, physicians have positioned themselves as “gatekeepers” of dying (Kaufman, 

1998).  Thus, physicians identify when dying has begun (Kaufman, 1998; Muller & 

Koenig, 1988; Seymour, 2000).  The point at which a patient is identified as dying is 

crucial since the timing of this greatly impacts end of life care choices and subsequent 

care (Muller & Koenig, 1988).  Patients that are defined as dying are treated as dying 

patients and have the option to receive palliative care or hospice care focusing on comfort 

and creating a “good death,” whereas those not defined as dying are usually treated with 

aggressive life sustaining treatments with pain control and comfort considered 

secondarily to preserving life, if at all (Muller & Koenig, 1988). 

Different view points have been presented regarding how and when critically ill 

patients are identified as dying.  Muller & Koenig (1988) propose physicians’ 

identification of a “patient’s proximity to death becomes closely linked to their 

assessment of what is available in the medical and technological armamentarium” 

(Muller & Koenig 1998, p.368).  “Medical interventions, offered as ‘gifts of life,’ take on 

symbolic meaning for physicians that extends beyond the individual patient to represent 

medicine’s battle with death.  It is the ‘fight’ itself that becomes important” (Ibid, p.368).  

This results in a focus on treatment which delays identification of dying until it can no 

longer be denied.  

Delayed identification of dying is especially evident in situations where prognosis 

is highly uncertain, when physicians have developed an emotional attachment to the 

patient, when a patient has a high level of past or present interactional capacity, or when 

the patient is young and previously in good health (Muller & Koenig, 1988; Seymour, 

2000).  If the patient’s diagnosis is unclear and/or the disease trajectory of the patient is 

atypical, the patient’s potential for recovery and response to treatments is more uncertain.  

Thus, physicians often focus on solving the “diagnostic puzzle,” which usually includes 

searching for treatable causes and providing aggressive medical treatment (Muller & 

Koenig, 1988).  Patients who are able to interact with others or are high functioning prior 

to admission to the hospital are usually viewed as having a “chance” of recovering and, 

thus, are treated with aggressive medical treatments.  Health care providers are more 

likely to develop a relationship with patients who are able to communicate with them, 
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and an emotional investment may occur which influences how providers perceive the 

patient’s prognosis (Ibid).  This emotional investment often makes it more difficult for 

providers to give up hope for recovery and accept dying and death.  Thus, these patients 

are usually identified as dying at a much later point in their disease trajectory, often just 

prior to death (Ibid). 

Seymour (2000) suggested a more complex theory of identification of dying 

offered within a social framework aimed at constructing “natural death.”  Seymour 

proposed that, in this age of advanced technology, dying and death are socially 

constructed in such a way that death appears “natural” by aligning two definitions of 

“dying.” The first definition of dying is “technical dying,” which is a socially agreed 

upon definition of dying amongst physicians which is informed by medical tests and 

evaluations.  Because pathophysiologic states and test results are subject to varied 

interpretation by physicians, identification of technical dying usually requires a back and 

forth negotiation and re-negotiation between physicians over time until consensus is 

obtained.  The second definition, bodily dying, is observable, intuitive and clearly 

recognizable based on clinical experience and, thus, rarely requires negotiation 

(Seymour, 2000). 

  Seymour (2000) proposed the trajectory of the definition of technical dying must 

be aligned with the observed bodily dying in order for a patient to be identified as dying. 

“The relationship between the ‘materially’ dying body and the ‘negotiated’ dying body 

threatens divergence constantly and must be contained in order for timely and ‘natural’ 

death to be achieved’ (Ibid, p.1249).  This is done by providing aggressive treatment, 

despite intuitively recognizing the patient is dying, until there is physician consensus that 

enough scientific evidence exists to support identification of technical dying. It is only 

through this alignment that physicians feel morally and professionally justified to 

withdraw or withhold treatment (Ibid).  When bodily and technical dying are aligned, the 

current treatment plan is then reevaluated by physicians and re-framed as “maximal” 

support with further treatment viewed as “futile.” At this point the medical plan is 

transitioned to withholding and withdrawing of treatment, usually implementing the 

former initially and then moving on to the latter if the patient doesn’t die from 
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withholding of treatment.   Often this “only occurs when it becomes clear that death 

will occur in spite of any further treatment maneuvers.  In this way a causative link 

between non-treatment and death is avoided, and ‘bodily’ death is aligned to ‘technical’ 

death.  So it is that ‘natural’ death is successfully constructed” (Ibid, p.1248).  Avoidance 

of a “causative link” between non-treatment and death is very important since physicians 

are concerned with differentiating withholding and withdrawing life support from 

euthanasia, with the former perceived as “letting die” and the latter viewed as “killing”  

(Ibid). 

Negotiation at End of Life 

Communication and decision making practices are social processes.  Individuals 

hold personal meanings and understandings which frame situations and actions which 

are, in turn, influenced and framed by cultural understandings within the communities 

each person identifies with (Liaschenko, J., personal communication, May 2008).  Thus, 

differing meanings may require negotiation, including meanings for pathophysiologic 

states, chance for patient recovery, and purpose and effectiveness of individual 

technologies (Cook, 1999; Muller & Koenig, 1988; Slomka,1992).  Decision making 

requires a sharing of these understandings and a reconciliation of differing views between 

healthcare providers, patients (if alert and competent), and family members to achieve a 

consensual understanding. It is through this interpretative social process that meaning and 

significance is achieved (Muller & Koenig, 1988).  Since family members usually lack 

knowledge and understanding of individual technologies, including their function, 

effectiveness and application in specific clinical situations, physicians can utilize 

different meanings of technology to control and manage the negotiation process (Slomka, 

1992).  Achieving consensus can be difficult at times and inability to do so may result in 

conflict (Muller & Koenig, 1988).  This was evident in the SUPPORT study where 

healthcare professionals and family members possessed differing views of the potential 

benefit of treatment options which were not easily reconciled (Oliverio & Fraulo, 1998).  

The social complexity of negotiating technology in the dying process “raise(s) questions 

about the ability of increasingly popular decision aids, such as advance directives, to 

portray the complex purposes, effects, and meaning of life-support technologies as they 
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are actually used and experienced by patients, their family members, and clinicians” 

(Cook, 1999, p.1112).  

Physicians utilize strategies to assist in coping with “complex negotiations and 

relational intricacies” involved in end of life communication (Iedema, 2005, p.849). One 

such strategy involves carefully choosing the wording and content of information given 

to patients and family members to control the meaning of the situation and family and 

patient responses (Iedema, 2005).  At end of life, this strategy is utilized to frame and 

limit the meaning of dying and care choices.  This enables clinicians to “‘contain’ a 

triumvirate of problems: the position they find themselves in as ultimate decision-makers 

and technical authorities; the responsibility to answer expectations that other 

professionals, patients and families have of them; and the pressures on scarce resources 

for which they are increasingly openly accountable” (Ibid, p.849). 

In limitation of treatment, the negotiation process often includes attempts by 

physicians and nurses to influence family members’ interpretations and meanings at end 

of life (Iedema, 2005).  This aids physicians in the effort to negotiate consensus with 

family members regarding decisions to withhold or withdraw treatment.  This is 

accomplished by reframing the technology or treatment being withheld or withdrawn 

from that of “life saving” to that of “unnatural,” “painful,” or “death prolonging” and, 

thus, not desirable.  Technology is described to family members as causing “prolonged 

suffering and loss of dignity” which stands in the way of achieving a “good and timely 

death” (Johnson, 2000, p.282).  Thus, withholding and withdrawing life support is 

offered as a means to restore “patient dignity” and provide the means for death to occur 

“naturally” without “invasive” and “painful” technology (Barton, 2005; Cook, 1999; 

Johnson, 2000; Kaufman, 1998; Seymour, 2000).  Physicians are careful to try to prevent 

a causal link from being formed between limitation of treatment and death, which would 

suggest physicians were performing euthanasia.  Framing death as “natural” and decision 

making at end of life as “allowing” death to occur aids in preventing this causal link 

(Johnson, 2000; Seymour, 2000).  Family member statements of hope for recovery and 

cure may block consensus for terminal status and prevent further decision making 

(Barton, 2005).  The listing of a patient’s health problems has been described as a means 
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to take away family members’ hope for cure in order to transition the discussion to 

limitation of treatment (Barton, 2005; Johnson, 2000).   

The negotiation process for dying takes place within a framework of power 

structures, with the results influenced by the relative power each individual possesses in 

contrast to others involved in the negotiation process (Slomka, 1992).  Physicians possess 

significant power and control by virtue of their medical and clinical knowledge base, 

society’s view of physicians as medical experts, and control over medical treatment 

(Ibid).   Physician “management of the information-giving process” also allows them 

control in negotiations (Miyaji, 1993, p.262).  Since physicians control the content, 

wording, and timing of information shared with patients and families, as well as 

knowledge of and access to treatments and technology, they are usually in control of the 

choices associated with medical decision making (Iedema, 2005; Slomka,1992).   

In medical practice the concepts of “reversibility” and “futility” are utilized to 

interpret patient situations and as moral justification for continuing or discontinuing 

medical treatments (Iedema, 2005; Slomka, 1988).  Reversibility is used in conjunction 

with a pathological state which can be reversed or changed to a normal one by receiving 

medical treatment.  This change may only affect one part of the body, however, and not 

necessary benefit the person’s overall health state (Slomka, 1988).  In medical practice, 

reversibility is usually seen as the opposite of futility where treatment is not expected to 

produce a change.  The definitions of these terms can be interpreted subjectively by 

physicians allowing them control in defining medical situations and in deciding how 

medical treatment should proceed (Iedema., 2005).  As the patient becomes more acutely 

ill, the focus narrows to include any possible reversible problems which restrict the view 

of the other bodily systems failing (Muller & Koenig, 1988; Slomka, 1992).  Unless the 

family is very educated and sophisticated regarding health care, physician control over 

the meaning of the prognosis will frame the family’s interpretation of the situation and 

prognosis and, thus, guide negotiation of decision making (Slomka,1992).  

Patients in the ICU are usually unable to communicate or demonstrate moral 

agency due to decreased level of consciousness, intubation, ventilation, and/or sedation.  

Thus, they have the least amount of power in the negotiation process in this setting and 
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are usually not involved at all.  Consequently, death and dying at end of life is usually 

negotiated between the physician and family in this setting.  Even if a patient is alert and 

communicative, their moral agency and competence are questioned purely by virtue of 

being a patient in the ICU.  Thus “information about treatment and prognosis (are 

sometimes) systematically withheld from patients while negotiation and decision making 

(are) undertaken with the family” (Slomka, 1992, p.253).  Concerns regarding potential 

lawsuits often prompts physicians to consider family wishes over the patient’s which can 

significantly influence decision making (Ibid).  

Negotiating Moral Responsibility  

A critical influence in the negotiation process of death and dying is moral 

responsibility for medical decision making and resulting death (Slomka, 1992).  

Accepting moral responsibility for death is difficult for healthcare providers and family 

members (Muller & Koenig,1988; Oliverio & Fraulo,1998; Slomka, 1992).  Conflict 

often exists for family members between their need to participate in end of life decision 

making and their reluctance to accept the moral burden for the patient’s death and “play 

God,”which similarly occurs with ICU healthcare providers (Johnson, 2000). To ease this 

moral burden, responsibility for decision making and death is frequently shifted to others 

(Slomka, 1992).   Shifting of responsibility is achieved by the manner in which variables 

such as provider actions, patient responses, and technology are defined and interpreted, as 

well as bringing others into the decision making process.   

In situations where there is uncertainty or anxiety on the physician’s part 

regarding whether to proceed with aggressive treatment or transition to withholding 

treatment, the physician may shift responsibility for decision making and outcome to the 

patient (Slomka, 1992).  This is often presented by physicians as “the patient will declare 

him/herself.”  Thus, “the patient’s physiological signs of an improving or worsening 

condition will give the physician the moral authority to continue aggressive treatment or 

to begin treatment withdrawal.  The locus of moral responsibility for decision making… 

shifts from the physician to the patient” (Ibid, p.256).    

When the decision is made to withhold or withdraw treatment, the patient’s 

physiologic response is interpreted as deciding the natural outcome.  This places moral 
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responsibility for the outcome, including that of death, on the patient (Slomka, 1992; 

Cook, 1999).  Conflicts between involvement in decision making and concerns regarding 

responsibility for decision making and death by healthcare providers and family members 

are cognitively resolved by use of the metaphor “stepping back” and allowing “nature 

(to) take its course.”  Framing the patient’s death as natural, after taking away the 

influence of technology by stepping back, distances death from euthanasia and removes 

responsibility of death from family and ICU team members (Johnson, 2000; Seymour, 

2000). This buffers healthcare providers from the moral responsibility and burden of 

death and helps decrease emotional anxiety and stress associated with this burden 

(Johnson, 2000). 

Responsibility and moral burden for end of life decision making and death is also 

shifted to family.  This is done by negotiating medical decisions at end of life between 

physicians and family members (Slomka, 1992).  Although families are presented with 

treatment options which imply control over decision making, it has been suggested the 

choices which families are offered are not really choices at all, but only the “illusion of 

choice” (Ibid).  In the ICU, choices are only offered at the point in the patient’s trajectory 

when the physicians no longer believe they can “cure” the patient.  The choice offered is 

that of “the finality of biological death or the limbo of mechanical prolongation of 

biological life, between ‘death now’ or ‘death later’” (Ibid, p.257). Thus, offering the 

illusion of choice allows the physician to share moral responsibility with the family for 

what they perceive as medical failure and decrease the stress involved with making end 

of life decisions.  

Although bioethics commonly represents decision making for withdrawing or 

withholding life support as the ethical contrast of medical paternalism versus patient 

autonomy, it has been suggested it may be better viewed as a negotiation of 

understandings leading to sharing of moral responsibility for the patient’s death (Slomka, 

1992).  This social process of negotiating death can be seen as “fulfill(ing) a need for 

physicians, family and patients to come to terms with death and the limits of medical 

technology” and share the psychological burden of end of life decision making and death 

(Ibid, p.257).  Additionally, the negotiation process “act(s) as a check on the medical and 
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technological control of the dying process” (Ibid, p.258).  Research has not elucidated 

physicians’ or nurses’ level of awareness regarding the mental processes involved in 

shifting of responsibility and decision making at end of life, but it is likely that most are 

not cognizant of the cognitive processes responsible for these actions. 

End of Life:  Where Are We Now? 

 Despite decades of work beginning in the 1960’s with seminal work by Glaser & 

Straus (1965, 1968) and Kubler-Ross (1969) and millions of dollars spent on end of life 

research, there has been little progress towards resolution of end of life problems.  

Research has identified many patients still suffer pain and other distressing symptoms at 

end of life, communication between healthcare providers and family members remains 

ineffective, including reluctance of physicians to clearly communicate negative 

prognostic information, and dying is often prolonged by use of advanced technology  

(Christakis & Iwashyne,1998; Corke, 2005; Girgis, 1999; Gordon & Daugherty, 2003; 

Jacobs, 2002; Kaplowitz, 2002; Miyaji, 1993; Palda, 2005; Shulman-Green, 2005, The 

SUPPORT Researchers, 1995; The, 2000; Thorne, 2006; Wittenberg-Lyles, 2008).   

The research reviewed illuminates complex social processes at end of life.  These 

include negotiation and identification of dying between physicians; negotiation between 

healthcare providers and family members regarding meaning of the clinical situation, 

individuals treatments, and moral burden for decision making and death; and careful 

management and control of communication of information by physicians to family 

members to control meaning.  This review suggests social processes compose the 

infrastructure for communication and decision making and, as such, are imperative 

considerations when planning research studies in this domain. Unfortunately, a majority 

of research studies conducted at end of life have neglected to take into account the critical 

influence exerted by social processes inherent in this phase of life.  This explains why so 

little has been accomplished over the last 40 years and why communication interventions, 

such as the SUPPORT intervention, have been unsuccessful (The SUPPORT 

Researchers, 1995).  Without both understanding and consideration of these critical 

processes, attempts to improve and resolve issues at end of life will remain ineffective 

and research dollars will continue to be wasted. 
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Gaps in the Literature 

 The research in this review provides an excellent foundation for expanding the 

knowledge base regarding communication and decision making in the context of end of 

life.  A significant gap in the literature revealed in this review is actual communication 

practices between and among nurses, physicians, and family members and how the social 

processes described in this review influence these practices.  The only studies known to 

this author which have analyzed actual communication practices between family 

members and healthcare providers in the ICU have been between physicians and family 

during end of life conferences (Curtis, 2002). While this information is helpful, 

communication practices occurring earlier in patients’ trajectories which lead to family 

conferences and frame and influence these meetings are not known.  Nurses’ practices of 

communication with family members at end of life have been described by ICU nurses in 

a previous study, but observation and description of actual nurse communication 

practices are also lacking (Liaschenko, 2008).  Additionally, communication practices 

between nurses and physicians have not been explored.  Important considerations for 

future research include the content of information being communicated, by whom and to 

whom, at what time in the patient’s trajectory, in what way, and under which types of 

circumstances. 

Based on this review, a crucial consideration for future research on 

communication of prognostic information should include identifying the point (or points) 

in a patient’s trajectory when healthcare providers and family members identify the 

patient as dying, and how, when and by whom this is communicated to others.  Kaufman 

(2005), in an ethnographic study of ICU patients, noted the families in her study did not 

“prepare” for death or plan for “the best possible death” for their loved ones.  

Communication practices between healthcare providers and family members, including 

when and how dying was communicated to family members, was not described in this 

study, however.  Since a later study by Russ and Kaufman (2005) identified patients and 

family members do not anticipate death or consider it a possibility without clear 

articulation of this from a physician, it is plausible that lack of family preparation may 

have resulted from delayed identification and communication of dying. This would 
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account for family members’ perceiving death as sudden and describing it as “death 

without dying” (Ibid, p.117).  An alternative explanation deserving consideration, 

however, is families may have been told earlier in patients’ trajectories of the possibility 

of death and were simply unprepared and unable to “hear” a potential or actual terminal 

prognosis due to their emotional state.  Influence of emotions on level of “awareness” of 

prognosis has been described in previous research (Timmermans, 1994).  Thus, 

comparison of prognostic communication practices, time points for identification and 

communication of dying, and family member perceptions of prognosis would be helpful.  

 Another gap in the literature includes clarification of divergent understandings at 

end of life between nurses and physicians, factors affecting these conflicting 

understandings, and their influence on communication practices. Bunch (2000) identified 

discrepant understandings between nurses and physicians regarding identification of 

futility.  In this study, nurses identified futility at an earlier point in patients’ trajectories 

than physicians and, consequently, desired limitation of treatment at an earlier point than 

physicians.  The cause of the divergence was speculated, based on previous research by 

Anspach (1993). Anspach stated nurses base decision making on emotion and “vogue 

clinical descriptions,” while physicians base decision making on “factual clinical data,” 

with this difference in decision making related to level of education (Bunch, 2000, 

p.1490).  Thus, Bunch (2000) inferred the lack of consensus between nurses and 

physicians regarding the time point for identification of futility was related to nurses’ 

lower level of education as compared to physicians.  This, of course, suggests the nurses’ 

judgments were incorrect and the physicians’ judgments were correct.  The literature in 

this review offers another point of view for consideration.  It seems plausible, based on 

Seymour’s description of identification of dying, that nurses’ proximity to patients and 

sustained hands on care may result in nurses identifying dying primarily based on 

“bodily” dying without considering it necessary to align it with a “technical” definition of 

dying (Seymour, 2000). Thus, in cases where “bodily” dying outstrips “technical” dying, 

nurses may identify dying, medical futility, and justification for withdrawal of support 

earlier than physicians. Thus, future research is needed to explore divergent 
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understandings at end of life, including the potential influences of definition and 

timing of dying, and its effects on communication practices of prognostic information.  

Hope is a concept which has been identified in previous research as having a 

significant influence on communication at end of life, often resulting in overly optimistic 

communication of prognosis or avoidance of communicating a poor prognosis.   

Providers’ personal needs for hope and the influence this might have on their 

communication with families, as well as family members’ focus and level of hope over 

time, has not been clearly described.  Consequently, the influence of hope on 

communication practices of prognostic information among and between nurses, 

physicians, and family members should be explored.   

In conclusion, analysis of research involving social processes underlying 

communication and decision making at end of life sheds light on complicated processes 

inherent in the difficult transition between life and death.  Consideration of these 

processes is imperative in end of life research.   Review of the literature reveals a need 

for future research to describe actual communication practices and potential influences, 

including identification of dying, among and between nurses, physicians, and family 

members throughout patient trajectories; identify discrepant understandings at end of life 

and its influence on communication practices; ascertain family members’ comprehension 

of prognostic information; and clarify the relationship of providers’ and family members’ 

focus and level of hope and communication practices at end of life.  This knowledge 

would be an important first step toward assisting healthcare providers in identifying 

methods to improve meaningful and effective communication of prognostic information 

among and between providers and family members.  Thus, this study sought to clarify the 

social processes inherent in communication practices of prognostic information at end of 

life in the ICU from the multiple perspectives of critical care nurses, physicians and 

family members.  
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CHAPTER FOUR 

METHODOLOGY AND DESIGN:  THE EXTENDED CASE METHOD IN 

FOCUSED ETHNOGRAPHY 

 

Introduction:  Why Ethnography?  Strengths and Limitations 

Determining the appropriate research method for this study required careful 

consideration of multiple factors.  First, in order to describe communication practices 

throughout patient trajectories, a longitudinal study was necessary.  Second, 

communication and interaction among and between critical care nurses, physicians and 

family members, determined by the researcher’s previous clinical experience to be the 

“main players” in communication in this setting, is dynamic, complex and influenced by 

the environment.  Thus, immersion in the ICU setting was appropriate to observe these 

“players” in the natural environment in which this communication occurs.  This led to 

consideration of ethnography for the study method including weighing of its strengths 

and limitations.  

From an ethnographic perspective, nursing and medicine can be considered 

“professional culture(s), a hospital is a socio-cultural institution, and a unit of a hospital 

can be viewed as a subculture” (Germaine 2001, p.278).  Thus, the groups of people I 

was interested in studying in an intensive care unit constitute subcultures influenced by 

the larger organizational context of the hospital.  The highly technical environment in the 

ICU and the rapidly changing status of acutely ill patients cared for in this setting results 

in a complex, emotionally charged, and ethically laden milieu.  Thus, it involves 

“complex human situations for which ethnography is most appropriate” (Germain, 2001, 

p.285).   

 A primary strength of ethnography, which was a major influence in consideration 

of this method, is related to its longitudinal design.  Prolonged time in the field allows for 

gathering of data over time rather than at one set time point.  This assists in identifying 

the temporal nature of the research topic and discerning change over time.  It also allows 

for gathering of large amounts of data and, thus, has the potential for significant 

knowledge production.  The researcher has time to develop trusting relationships with 
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participants which facilitates sharing of information which might not be otherwise 

gleaned.  Social processes, including group interactions, can be observed in a natural 

context and in congruencies between what is said and what is done can be recorded and 

studied.  Responses from a variety of participants, such as the groups of nurses, 

physicians, and family members studied, serves to increase face validity of the research 

and provides a more comprehensive view of the research topic.  Additionally, the 

prolonged time in the field allows opportunities to talk to participants to check 

understandings of what is seen and heard and verify researcher inferences.  

The benefits of ethnography were weighed against its limitations when making a 

decision regarding the most appropriate method for this study. One limitation includes its 

labor and time intensive nature which requires a significant commitment of both time and 

energy and makes implementation costly.  Since this method appeared to be the best fit 

for this study, a commitment was made to put forth the time and energy necessary to 

obtain the best chance of acquiring rich data to aid in understanding this research topic.  

Time and effort was also put forth to apply for two research grants to cover the cost of the 

study which were both successfully secured.  Thus, all costs for the research were 

accounted for by grants.  Difficulty analyzing and managing the large data set was 

another limitation considered.  After discussion with dissertation committee members, it 

was suggested to code the data in “chunks” and utilize computer word searches, in 

addition to multiple readings of the transcripts, to manage the data, as well as seek 

council when necessary. Small sample size was also a limitation, however the 

development of a theory of communication and decision making, which could be further 

developed in future research with different patient populations and in different ICU 

settings, off-set this limitation.  Consequently, after consideration of the need for a 

longitudinal study in the natural environment of the ICU, and weighing the strengths and 

limitations of the method, ethnography was determined to be the ideal method to glean 

the data necessary to illuminate the research purposes and specific aims for this study.   
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Theoretical Framework 

Anyone can produce a new fact; the thing is to produce a new idea…. (I)n science, 

empirical observation to be of value must be guided and inspired by some general view of 

the nature of the phenomena being studied (Evans-Pritchard, 1976, p.241). 

 

 The theoretical framework for this study is based on a synthesis of the literature 

reviewed in this dissertation and 20 plus years of experiential knowledge acquired in 

clinical practice as a registered nurse, most of it in critical care settings.  Thus, it is 

“based on a very considerable body of accumulated and sifted knowledge” (Evans-

Pritchard, 1976, p.241).  This approach is supported by Germain who states the “pulling 

together of threads or themes from a number of diverse sources may provide the 

theoretical perspective or framework for examining the complex human situations for 

which ethnography is most appropriate” (Germain, 2001, p.285).  

 This framework proposes communication of prognostic information by 

physicians and nurses to family members is influenced by many interacting variables, 

including concerns about maintaining hope; discomfort with the uncertainty of 

prognostication and identification of dying; discomfort and difficulty discussing and 

coping with death and dying; death as perceived medical failure; discomfort with 

assuming the moral burden for death; discomfort “doing the emotional work” with 

families related to communicating bad news; and the biomedical focus on treatment 

accentuated by the “technological imperative.”  These variables influence if, when, and 

how prognostic information is communicated to family members by physicians and 

nurses. 

Communication practices are also influenced by larger social, cultural, 

professional, institutional and political contexts.  Influences include cultural 

understandings at end of life, such as Western society’s discomfort discussing death and 

dying, as evidenced by common use of euphemisms for ‘death’ and ‘dying’; political 

influences such as physician reimbursement, or lack thereof, for physician time spent 

communicating with patients and family members; and organizational influences such as 

institutional policies and practices structuring day to day work, including provider/patient 
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ratios.  These contextual influences affect knowledge, understandings, and 

communication practices between nurses, physicians, and family members.   

Patients and family members influence the communication process with nurses 

and physicians, as well.  They may unwittingly collude with physicians and nurses in an 

effort to encourage and reinforce provision of overly optimistic prognostic information.   

This collusion is a result of their need for hope.  Although collusion does encourage and 

support hope, the focus of hope on cure or survival may be unrealistic based on medical 

knowledge.  Additionally, lack of early, accurate prognostic information from physicians 

and nurses prevents family members from having the opportunity to utilize this 

information to make informed decisions and prepare for the possibility of death.  This 

may result in regret for family members after the patient has died. 

In intensive care settings, communication practices change just prior to when 

death is anticipated.  In the United States, this is usually when physicians have come to 

the end of their armament of interventions and they deem it is time to withdraw life 

supportive therapies.  At this point, communication of prognostic information changes to 

a negotiation of moral responsibility for the patient’s death between nurses, physicians, 

family members, and even the patient.   

In summary, the literature and the researcher’s clinical experience suggest there 

are multiple influences on communication of prognostic information including cultural, 

social, professional, institutional and political influences. Even family members 

themselves may influence communication via collusion with nurses and physicians.  The 

culmination of these ideas form the basis for the theoretical perspective utilized to guide 

and focus field work observations and data analysis for this study.  It will be utilized to 

elicit a new understanding of communication practices in the intensive care setting 

surrounding communication of prognostic information at end of life. 
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Reflexive Practice:  Preconceptions, Situatedness, and Power Relations 

The research design should be a reflexive process which operates throughout every stage 

of a project (Hammersley & Atkinson,1996, p.24). 

Preconceptions 

It is important for researchers implementing qualitative research, such as 

ethnography, to identify personal assumptions and preconceptions regarding the research 

topic prior to data generation.  Health science research often considers a researcher’s 

preconceived ideas and assumptions as a potential bias and thus, a limitation to research.  

In many types of qualitative research, preconceived ideas are identified and then 

“bracketed,” meaning attempts are made to separate these ideas from the research process 

in order to prevent undue bias of the study.   It is obvious that a researcher must be open 

to the study’s data instead of systematically attempting to verify an a priori theory or 

hypothesis while ignoring data which is incongruent.  However, preconceptions and 

theory, along with the researcher’s personal history and interests, guide what is noticed in 

fieldwork and the questions asked. They provide direction to guide the researcher in order 

to know what and how to study.  The esteemed anthropologist, Evans-Pritchard, explains 

this by saying “(O)f course the (social scientist’s) observations are biased by his 

theoretical dispositions, which merely means that he is aware of various hypotheses 

derived from existing knowledge and deductions from it and, if his field data permit, he 

tests these hypotheses. How could it be otherwise?  One cannot study anything without a 

theory about its nature” (Evans-Pritchard, 1976, p.241).  Specifically, the researcher 

entered fieldwork with the following pre-conceived beliefs based on review of the 

literature and over twenty years of clinical experience:  

 

1) Dying in the Intensive Care Unit can be a prolonged, painful experience for both 

patients and their families.  Since healthcare providers may care for the patient and 

family for several days or longer, they may develop a close relationship with the patient 

and family and thus, suffer empathically with the patient and family.   
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2) Patients who experience prolonged dying trajectories in the ICU do so generally 

because either the physician and/or family is unable to allow death to occur.  The reasons 

for this may be different for each group.  Families often cannot allow a patient to die for 

fear of their own loss and grief, lack of understanding regarding the efficacy, outcomes 

and side effects of medical treatments, or guilt feelings related to past history and 

experiences.   

   

3) Withdrawing life support is a morally troubling endeavor for providers as well as 

families.  No one wants responsibility for a patient’s death.   It is easier for physicians to 

continue with aggressive treatments than grapple with grey areas such as quality of life 

and emotional and ethical issues related to withholding and withdrawing life sustaining 

treatment.   Family members may feel a decision to withhold or withdraw treatment is 

akin to “killing” their loved one and/or may have religious or cultural views which 

prevent limiting treatment.   

 

4) Many nurses recognize patients are dying earlier in patient trajectories than physicians 

and families and are ready to withdraw or withhold life sustaining measures prior to 

physicians and families.  They are usually unwilling to provide this information to 

patients or family members, however, unless a physician has communicated this 

prognosis first due to a desire to appear “united” with physicians and a view that 

communication of prognostic information is the physician’s responsibility. 

 

5) Medicine provides the cultural lens for viewing death and dying in our society.  Thus, 

physicians decide when a person is “dying” and when they are “dead.”  

 

6) Physicians are usually uncomfortable with uncertainty and often cannot be certain if a 

patient is dying and/or if the prognosis is accurate. They use uncertainty of patients’ 

illness trajectories, based on the concept of “individuality,” as a rationale for not 

providing information which they believe to be true and accurate.  Their primary focus is 

on curing patients and, thus, many correlate death with personal and/or professional 
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failure.   For these reasons, and concerns about litigation, physicians often do not 

identify a patient as dying until every possible intervention has been utilized.  Thus, they 

will often wait until there are no other treatment options available until honestly and 

clearly communicating to family the patient is dying and unlikely to survive. 

 

7) Lack of early, accurate prognostic information from physicians and nurses prevents 

family members from having the opportunity to utilize this information to make informed 

decisions and prepare for the possibility of death.  This may result in regret for family 

members after the patient has died. 

 

8) Our society is uncomfortable talking about death and dying and a majority of people 

are afraid of their own mortality. This interferes with communication focused on death 

and dying in any setting, including ICUs.   Physicians avoid discussing death and dying 

with families until death is imminent or, if they do discuss it earlier, they are overly 

optimistic in their assessment because they fear they will take away the family or 

patient’s hope, the patient or family will lose faith in them and switch to a different 

doctor, or a pessimistic outlook might literally cause the patient to deteriorate and die  

(eg, “self-fulfilling prophesy”).  

 

The study method was slightly different from most qualitative methods which 

attempt to build a theory from the data.  In contrast, these preconceived ideas formed the 

basis for a theory a priori, which culminated in the study’s theoretical framework.  The 

study data was then utilized to challenge this theory, alter it, as needed, and expand it to 

fit the data.  To assist with this purpose, a reflective journal was utilized to document 

preconceptions and continually compare and contrast the initial theory with data collected 

in the field.  Thus, there was an on-going back and forth processing of information and 

reflection, with continual attempts to situate data in order to either support or refute 

different aspects of the theory. This allowed refinement of the theory to “fit” the study 

data.  
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“Insider/Outsider” Researcher Status 

There has been much speculation in the Anthropologic literature regarding how 

“insider” as compared to “outsider” status of ethnographers influences research 

(Germaine, 2001).  “Insider” status is when a member of a cultural group implements 

research in their own environment with their own people.  “Outsider” status is when the 

researcher is not a member of the cultural group being studied.   Since I am an 

experienced critical care nurse interested in studying issues which I identified as 

problematic based on my clinical experience, I consider myself a “native” researcher, or 

“insider,” meaning I am writing about “particular problems and perspectives on fieldwork 

in (my) own society” (Brettell, 1996, p.14).  I view “my society” as the nurses, physicians 

and other staff working in intensive care units and my sub-cultural group, specifically, as 

intensive care unit nurses.  Yet, because I was not employed on this particular intensive 

care unit and, thus, did not formulate relationships with the staff on this unit in a role as a 

staff nurse, I am also an “outsider.” “The insider may enter the social situation armed 

with a battery of assumptions which he does not question and which guide him to certain 

types of conclusions; and the insider may depend too much on his own background, his 

own sentiments, his desires for what is good for his people.  The insider, therefore, may 

distort the ‘truth’ as much as the outsider” (Jones, 1970, p.256 as cited in Brettell,     

p.15).  Throughout the study, I reflected on my “insider/outsider” status in order to clarify 

how my varying ‘insider/outsider’ status in different situations influenced how I was 

perceived and treated by others and how it influenced “what was said” by others, “what I 

heard,” and “what it meant” to me.  The study method of ethnography allowed for 

ongoing opportunities to verify inferences, meanings, and understandings with multiple 

groups of people which assisted in reflexive efforts to “contain” and minimize research 

bias. 
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“Situatedness” Within the Context of Power Relations 

 

(R)eflexivity involves an ability to point out that all aspects of a textual account are told 

from particular positions, including the multiple voice of the participant and researcher 

within the culture (Manias, 2001). 

 Within every context there are usually power relations between individuals which 

affect communication and behaviors.  Power can be “earned” by demonstration of a 

trait(s) viewed as desirable and beneficial by individuals in the environment.  Power can 

also be relegated, as in power relegated institutionally based on a particular position, such 

as a Chief Executive Officer, or power relegated professionally, culturally, socially, and 

politically  to physicians to care for patients. I experienced a level of power in the ICU 

environment which facilitated discussions and access to information based on both 

“earned” power, as a result of my previous experience as a critical care nurse, and 

“relegated” power, as a result of my approval from both the ICU nursing manager and the 

ICU medical director to implement my study in this ICU. 

I recognized intuitively my background in critical care would facilitate 

relationships with providers and open doors to information I might not otherwise be able 

to access.  Thus, each time I met a new provider, I briefly explained my background in 

critical care.  An example of how this influenced my access to information was one of the 

ICU attending physicians seemed pleased with my background in critical care and went 

out of his way to explain exactly what he was doing and why during medical rounds, 

encouraged me to follow him to the imaging department while he talked to a neurologist, 

and even invited me to have lunch with him and the ICU fellow in the physician dining 

room in the cafeteria.  I doubt I would have had access to these opportunities without this 

clinical background.   

To facilitate relationships with ICU nurses, I purposefully narrated “clinical 

stories” from my critical care experience to nurses while I sat in the unit “break room” 

and ate my lunch with them.  The purpose of the stories was to suggest to the nurses I 

understood the role and “work” of critical care nurses, was able to “speak their 

language,”  and was “one of them,” meaning I could me “trusted.” The stories also helped 
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to “break the ice” with nurses I was meeting for the first time. The reknown 

anthropologist Evans-Pritchard (1937,1976) confirmed the importance of this in saying 

“Obviously the most essential of all things the anthropologist must have in the conduct of 

his inquiries is a thorough knowledge of the language of the people about whom he is 

going to tell us.”  Even though he was referring to anthropologists studying in distant 

lands, healthcare providers, especially in the ICU, have a very specialized language 

which non-providers usually do not understand.  My ability to “speak the medical 

language” in the ICU was a significant factor in my ability to “fit in” with the providers, 

garner their trust, and interpret the data.  Thus, my clinical background in critical care 

assisted me in being viewed by both nurses and physicians more like an “insider,” a 

critical care nurse who knew “what was going on,” even though I was actually an 

“outsider,” a researcher who did not work on the unit.  This helped me form more 

“collegial” relationships with providers where they seemed more comfortable speaking to 

me about their experiences and “opening up.”  Whenever doors “open up,” however, 

there is the simultaneous possibility of other doors “closing,” being denied access to other 

types of information. Thus, it was a calculated, reflexive judgment on my part that the 

positive aspect of the providers knowing my background would outweigh any potential 

negatives. 

 Another source of power for me, “referred power” in this instance, which 

increased my access to information was approval given to me by both the ICU nursing 

manager and the ICU medical director to implement my research in this ICU.  The 

nursing manager introduced me to the nursing staff at staff meetings, explained my 

purpose for being on the unit, and asked them to listen to my explanation of the study.  

This clearly demonstrated to the nurses their nursing manager had given me power to 

access this setting and implement my research and implied an expectation of nurse 

cooperation in this regard.   In the physician staff meeting, after I explained my study to 

the group, the critical care attending physician leading the meeting stated he was 

“excited” I would be in the ICU, which sent a message to the other physicians of 

acceptance of my role as researcher.  Whenever I met a critical care physician on the unit 

new to me, I introduced myself, explained my background as a critical care nurse and 
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purpose for being on the unit, and explained permission had been granted by the 

medical director to implement my research in the ICU, including following medical 

rounds.  Then, in order to facilitate cooperation and demonstrate professional respect, I 

asked the physician for permission to attend rounds.  All the physicians agreed to my 

request.   Thus, power relegated to me by the ICU nursing manager and ICU medical 

director facilitated a certain level of cooperation and acceptance of my role by providers 

on the unit which facilitated access to information, although this, by no means, was a 

“guarantee” that providers would “open up” to me.  This, instead, required an ongoing 

negotiation of trust between the providers and myself based on my actions and 

communication in the ICU.  

 An additional benefit my previous clinical experience afforded me was an 

intuitive understanding that forming relationships with physicians could potentially close 

doors to forming relationships with nurses.  It is difficult to explain the basis for this 

judgment and for the fact that I was not concerned with the alternative, relationships with 

nurses limiting opportunities for relationships with physicians.   I knew nurses would 

observe me following daily rounds with the physicians, which might result in their 

viewing me as more interested or engaged with physicians and the medical perspective of 

communication.  Thus, I was concerned nurses would potentially “shut me out” and 

refuse to talk to me and, since nurses act as “gatekeepers” to the patient and family, this 

could result in blocked access to family members.  Consequently, I was careful to attempt 

to develop relationships with nurses first by “hanging out” at the main desk and talking to 

nurses in this area, as well as bringing my lunch so I would have an “excuse” to sit in the 

break room with the unit nurses and strike up conversations.  I did this for a couple weeks 

prior to beginning to follow rounds with the physicians and then periodically throughout 

data collection in the ICU.  I also tried to speak with each bedside nurse for every patient 

the medical team “rounded” on, but frequently nurses were not in patient rooms when the 

team was rounding on their patients. 

Race, gender, and professional role were taken into account in situating myself 

within the context of relationships in the research field.  Most of the nurses and critical 

care physicians were white females, as I am, which situated me similarly in regards to 



 65
race and gender with a vast majority of the staff.  A significant majority of the patient 

population and families in this ICU were also white with fairly equal numbers of males 

and females. My professional role as a researcher offered a unique positioning for me, 

however, which differed from the physicians and even the ICU nurses, despite my critical 

care nurse background.  Thus, the power differential commonly exhibited between 

physicians and nurses, with physicians situated at a higher level in the institutional 

hierarchy of power due to the degree of power relegated to them politically, socially, and 

culturally, was not apparent.  The physicians realized I was a nurse, but since I was acting 

in a researcher role and, thus, did not “fit” in the institutional hierarchy, and had power 

referred to me by the medical director to implement my research, my relationships with 

the physicians appeared to be minimally influenced, if at all, by a power differential.  

 My role as researcher, along with my experience and understanding of critical 

care practices, did, however, place me at a higher level of power than the family members 

I worked with, especially since most of the families were frightened and overwhelmed 

emotionally.   Thus, in a reflexive effort to “contain” or minimize any possible negative 

implications from this power differential, I structured the recruitment of families so the 

initial contact with family members was from the bedside nurse.  Then, if the family 

expressed interest in the study to the nurse, I initiated contact with them at that point.  

This was an attempt to prevent family members from feeling coerced to participate. Also, 

in the consent form, I explained to families they could withdraw from the study at any 

point without negative repercussions to patient care or their relationships with providers. 

I stayed cognizant of this power differential throughout the study in order to prevent any 

“harm” to family members.  

 Awareness of my preconceptions and identification of my unique situatedness 

within the context of power relationships in my research facilitated a broader 

understanding of the actions and responses of the people I observed.  Data was analyzed 

and interpreted within the fields of these relationships.  Keeping a professional, reflective 

journal, in addition to field notes, facilitated this awareness, as well. 
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Methodological Framework 

The Method of Ethnography 

Overview 

 Ethnography is the “systematic description, analysis, and interpretation of 

cultures or sub cultural groups” (Germaine, 2001, p.277).  Thus, ethnographers study the 

culture of people in order to “describe and explain the regularities and variations of social 

behavior” (Lipson, 1994, p.339).  Ethnography has long been utilized by anthropologists 

to study the culture of different populations.  Culture, in a broad sense, is defined as the 

socially influenced behaviors, or way of living, of a group of people.  The anthropologist 

usually lives among the people of the culture being studied and observes their 

interactions, listens to their communications, participates in their activities (as allowed by 

the population and as appropriate), and interacts with members of the group.  The beliefs, 

values, norms, language, and rituals of the population are studied in order to understand 

the meanings members of the group attach to various aspects of their lives.  The goal is to 

obtain an emic, or “insider,” description of the culture within the context of the members’ 

lived experience.  

Historically, the field of anthropology has focused on studying cultures in 

locations remote to the researcher through long periods of immersion within the cultural 

groups being studied.  Over time, ethnography has evolved to include the study of 

cultural groups in the researcher’s own society.  This type of ethnographic research 

usually seeks to obtain “cultural knowledge of the often unexamined, taken-for-granted 

realities of life in the subcultures or cultures of the researcher’s own society” (Germain, 

2001, p.277).  Thus, the aim is to examine and make ‘visible’ taken for granted practices, 

behaviors, and social relationships.  Many disciplines now utilize ethnographic research 

practices, including sociology, social psychology, political science, and nursing, with 

knowledge generated often utilized to formulate new ideas focused on change within the 

environment studied and theory generation.  Since the focus of my study is 

communication, I will focus on the semiotic view from ethnoscience ethnography, which 

“looks at culture as located in the minds of people-that is, their ideas, beliefs, and 
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knowledge that are expressed in the group’s language and semantic system”(Germain, 

2001, p.280). 

Participant Observation 

Field research… is particularly suited to documenting social life as process, as 

emergent meanings established in and through social interaction  

(Emerson, 1995, p.14.) 

The foundational technique for data production utilized by ethnographers is 

participant observation (Agar, 1996).  Participant observation is generally understood to 

include observing the people being studied, talking to them informally and sometimes 

formally, and participating in activities in their daily lives.   The researcher’s theoretical 

preconceptions, previous experiences, and interests will guide what is chosen to observe.  

Thus, the researcher is the measurement instrument in ethnographic research. 

Participant observation provides several benefits which are not realized in other 

research methods.  One major benefit is it allows for observation of behavior within its 

natural context.  This promotes a broader picture of what is being studied and allows for 

insight into group interaction and interplay with the environment which serves to 

strengthen researcher interpretation (Mulhall, 2003).  Participant observation also allows 

the researcher the advantage of not only identifying what people say they do, but also the 

ability to observe what is actually done and in which type of situation/context.  This 

allows juxtaposition of information to analyze congruency.  Additionally, since 

observation is “an ongoing dynamic activity… (it) provide(s) evidence for process- 

something that is continually moving and evolving” (Mulhall, 2003, p.308).  Thus, while 

the majority of end of life research implemented to date has utilized survey methods, this 

study produced knowledge unable to be captured with survey methods: actual 

communication practices of groups of people in their natural context over time. 

Field Notes 

Ethnographers record detailed information from observations and interviews in 

field notes.  Field notes are not, however, only about recording observations and 

discussions, but rather about “connecting those fieldwork details to larger and more self-

reflexive issues.  Which is to say that what field notes represent is one part recorded 
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observations and experiences and two parts interpretation, or how you learn to hear in 

and through all of that” (Goodall, 2000, p.86).  Thus, “field notes are neither a direct 

translation, nor a final text” (Ibid, p.87).  What is recorded in field notes is influenced by 

the researcher’s previous experiences, interests, values, and world view and frames the 

questions asked, what is noticed, and what is written (Mulhall, 2003).  Field notes are a 

“linear record” of how certain things are “presented or framed,” which precludes other 

ways of presenting or framing the same information (Emerson, 1995, p.9).  Transcripts 

developed from field notes are “the product of a transcriber’s ongoing interpretive and 

analytic decisions” about the data collected (Emerson, 1995,p.9). 

Interpreting “Meaning” in an ICU Culture 

In ethnographic work there is no singular “truth” to be discovered since the 

people being studied only have access to specific types of information based on their 

social and/or professional “situatedness” and only allow certain issues and points of view 

to be seen by the researcher and not others. “Relationships with those under study follow 

political fault line in the setting, exposing the ethnographer selectively to varying 

priorities and points of view. As a result, the task of the ethnographer is not to determine 

‘the truth’ but to reveal the multiple truths apparent in others’ lives” (Emerson,1995,p.3).  

Knowledge is extended based on the view that “social life (is) continuously created 

through people’s efforts to find and confer meaning on their own and others’ actions” 

(Emerson, 1995, p.10).  The researcher analyzes data to identify patterns and interpret 

social meaning and utilizes this in developing or refining a theory. 

An intensive care unit, it can be argued, has its own culture.  It is influenced by 

many factors including education and training of the healthcare providers, institutional 

policies, professional roles,  history of how people in the setting have operated in the 

past, available technology, and reimbursement policies from government and private 

medical insurance companies.  It has been proposed, and substantiated by ethnographic 

research, the ICU culture greatly influences the events which occur in this setting 

including how these events occur and the timing of events (Kaufman 1998, 1999).  Thus, 

cultural factors influence the living and dying of patients in ICUs.  Consequently, a 

focused ethnographic study was appropriate for analyzing issues influenced by and 
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occurring within this culture and served to provide insight to answer the research aims 

for this study. 

The “Extended Case Method” 

The “extended case method” is a specific methodology which can be utilized with 

ethnographic research.   It takes larger social and political influences into account and 

“seeks to uncover the macro foundations of a microsociology” while retaining the 

richness and specificity of the data (Burawoy, 1991, p.282).  Participant observation is 

utilized to “examine the macro world through the way the latter shapes and, in turn, is 

shaped and conditioned by the micro world, the everyday world of face-to-face 

interaction” (Burawoy 1991, p.6).  The researcher goes into “the field” with an existing 

theory or theoretical perspective in mind and seeks to compare it to data gleaned from 

participant observation in “reference to the wider forces at work, be they the state, the 

economy, or even the world system” (Burawoy 1991. p.6).  Thus, it serves to link the 

“micro” and the “macro” while retaining the uniqueness of the data and allows for 

generalizations beyond the particular through the development of theory. 

Summary of Method 

The research method of focused ethnography was utilized to study 

communication practices of prognostic information between and among critical care 

nurses, physicians, and family members of ICU patients at high risk for death.  Data was 

obtained via observation, formal and informal interviewing of participants, and review of 

patients’ medical records.   Data was recorded in a note book as field notes while in the 

ICU setting and later transcribed in more detail into transcripts.  Researcher cognitive 

decision making, assumptions, and reactions were recorded in a professional, reflective 

journal. The extended case method was applied to compare and contrast the theoretical 

framework developed a priori with study data.   A theory of communication of 

prognostic information and decision making at end of life in the ICU was developed to fit 

the study data. 
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Research Design 

Introduction:  The Research Question(s)  

It is difficult, if not impossible, to associate meaning with any type of process 

without first delineating actual contextual practices underlying the process.  The literature 

previously reviewed illuminated several problems related to communication and decision 

making processes at end of life, including: patient and family dissatisfaction with the 

process of communication at end of life, especially prognostic communication; delayed 

communication of negative prognostic information to family members leaving them less 

time to prepare for the possibility of death; and prolonged patient dying trajectories.  

Further research illuminated family dissatisfaction with prognostic communication relates 

to the timeliness, content, and style of communication.  Prognostic information is 

communicated infrequently or “too late,” communication of prognostic information is 

avoided or communicated in a manner which is vague and/or difficult for families to 

comprehend, and the style of communication fails to take into consideration family 

members’ emotional needs.  Provider hesitancy to communicate negative prognostic 

information leads to delayed communication, which, in turn, leads to a focus on treatment 

options, continued aggressive treatments, and the potential for prolonging patient dying. 

Research suggests the concept of “hope” may play a significant role in these 

communication issues. 

 In order to facilitate movement towards resolution of these problems, we must be 

able to “make sense” of these issues by imbuing meaning. Specifically, we need to 

understand “why” they are occurring.  What influences and behaviors create, promote 

and perpetuate these issues?   Previous assumptions made regarding the nature of 

concerns regarding prognostic communication and decision making at end of life, 

including the central focus being a lack of up to date prognostic information and the need 

for a trained facilitator to prompt communication between providers and family, have 

been discredited (The SUPPORT Researchers, 1995).  Thus, this issue is more complex 

than previously realized.  In an effort to unravel some of this complexity and attach 

meaning to the problem by deciphering why these problems are occurring, other 

questions need to be addressed first, specifically: What are the actual communication 
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practices of prognostic information at end of life between and among critical care 

nurses, physicians, and patient family members in an Intensive Care Unit throughout 

patients’ trajectories ? ; and What are the social, cultural, institutional, professional, and 

political influences which inform and shape these practices?  It is only by studying 

communication of prognostic information in its actual context that practices can be 

described and influences clarified.  This knowledge will assist in potentially revealing 

additional aspects of the problem currently unrealized and contributing to movement 

towards resolution of  problem areas.  Thus, this study sought to answer these research 

questions with the following specific aims: 

Specific Aims 

1. Identify and describe patterns and social processes in the communication of 

prognostic information between and among physicians and nurses to family members 

of patients at high risk for death in the ICU.  These include the following:  

understandings participants hold regarding what is appropriate to disclose by whom 

and to whom under what circumstances; the content, style, process, and timing of 

communication of prognostic information; and the influence of divergent 

understandings on communication practices and the ways in which  are they are 

managed. 

 

2. Identify sources and effects of social, cultural, institutional, professional, and 

political influences on communication practices between and among nurses, 

physicians, and family members of patients at high risk for death in the ICU. 

 

3. Identify the meaning, focus, and level of hope over time for family members of 

ICU patients at high risk for death and for the nurses and physicians caring for these 

patients including the relationship between hope and communication practices. 

 

4. Compare research data with the study’s theoretical framework to refine and extend  

a theory of communication of prognostic information at end of life. 
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Long Term Goals 

 The long term goals of this research include: provide a theoretical contribution to 

cultural understanding of communication practices of prognostic information between 

and among intensive care unit nurses, physicians, and family members of patients at high 

risk for death, including how these practices relate to the concept of hope; render the 

realities of these communication practices visible to medical, nursing, and lay 

communities to promote discussion of issues related to death and dying in intensive care 

settings; and lastly, elicit recommendations for cultural/professional change and future 

research.  

Definition of Concepts 

Prognostic Information  

  For this study, prognostic information is defined as “statements of expected 

course of illness (including) prospect of survival or recovery” (LeClaire, Oakes, & 

Weinert, 2005). 

Hope  

The definition of hope utilized for this study is adapted from Dufault & 

Martocchio’s theory of hope (1985).  Hope is “a multi-dimensional dynamic life force 

characterized by an…. uncertain expectation of achieving good which, to the hoping 

person, is realistically possible and personally significant.” Hope encompasses 2 spheres: 

“generalized hope” and “particularized hope.” Generalized hope is a positive affective 

sense of a future possibility which is abstract and not linked to an object or goal.  In 

contrast, particularized hope is less abstract and is linked to a specific future outcome or 

goal.  Generalized hope encompasses particularized hope and serves to protect against 

despair when particularized hope is lacking.   

Methods  

Pre-field Work 

It has been recommended that “the ‘active’ phase of research, that which is 

focused on the fieldworker’s own interests, be preceded by a period of passive research. 

The passive phase serves as a guide for reformulating plans for the active” (Freilich, 1970 

as cited in Briggs, 1986, p.97).  Thus, with permission from the ICU Nurse Manager and  
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ICU Medical Director and a waiver from the hospital’s Institutional Review Board, I 

implemented “pre-field work” observation of nurses and physicians for 3-4 hours a week 

for 12 weeks in this ICU. I followed medical rounds, observed from the central work 

area, and ate lunch with ICU nurses in the break room.  I talked to individuals when the 

opportunity presented itself but did not “probe” for information or interact in any manner 

with family members.  My main focus was simply to observe the actions and “players” in 

this setting, allow providers to “see” me and become accustomed to my presence, and 

initiate preliminary relationships with providers to facilitate trust.  I took field notes while 

in the field and transformed them into detailed transcripts after I left the hospital. 

This observation period aided the writing of the research proposal and allowed me 

to begin to develop relationships with nurses and physicians on the unit.  Thus, when I 

began my actual data collection in the field for my research, I already had a general 

understanding of the “flow” of actions on the unit, who the players were and their general 

roles and responsibilities, and was able to build on relationships with providers initiated 

in the pre-fieldwork phase.  This increased my confidence in the ICU setting and eased 

my transition to the “researcher” role.  

Study Approval Process 

 Approval from the hospital, as well as the University of Minnesota, was necessary 

prior to beginning my study.  In order to gain access to the hospital’s ICU for data 

collection, I was required to successfully complete a number of steps.  First, I responded 

via email to a list of questions posted by a member of the hospital’s research committee 

who was assigned the role of lead reviewer for my study.  After this, I attended a 

mandatory meeting with the hospital research committee, explained my study proposal, 

and answered members’ questions.  At the end of the meeting they approved my study to 

be reviewed by the hospital’s Institutional Review Board (IRB).  

 About a month later, I attended a meeting with the hospital’s IRB committee and 

answered questions from this group.   A concern was voiced by a committee member 

regarding the legal risk to the hospital’s nurses and/or physicians should I observe a 

medical error while observing in the ICU.  Thus, it was determined that I would be 

required to attend a meeting with the hospital “risk manager,” who was an attorney, along 
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with a member of the hospital’s IRB committee, the medical director of the ICU, and 

the nursing manager of the ICU.   

 During the “risk management meeting” held approximately one month later,  two 

different foci of concern emerged. The hospital attorney was concerned regarding 

potential risk to the hospital, specifically patient and family member dissatisfaction, 

should patients or family members verbalize a complaint to me.  She illustrated her point 

using examples of family complaining the room was too cold or the blood pressure cuff 

was hurting a patient’s arm.  The attorney was concerned with how I should best handle 

these complaints.  She explained that she believed the families would view me as an 

employee and expect me to resolve any issues.  The attorney, herself, told me while I was 

in the ICU, I would be “the eyes and ears” of the institution and, as such, had an 

“obligation” to report whatever I heard and observed.   I tried to explain to her and the 

rest of the group I would not be an employee of the hospital and my role as researcher 

was to focus solely on my topic of communication and not unduly influence the setting 

which could bias my results.   This seemed to fall on deaf ears as the attorney continued 

to persist in her opinion.  The IRB member, on the other hand, voiced the IRB 

committee’s concern regarding risk for the ICU nurses and physicians should I witness a 

medical error while observing in the ICU.  The member pointed out if my name was 

entered anywhere in the patient’s medical chart, I could be summoned to court and forced 

to testify against a nurse or physician.  So, ironically, the IRB member’s concern was 

litigious in nature and focused on the providers, whereas the risk manager, who was an 

attorney, was concerned primarily with satisfaction of patients and family members.  

Many different solutions were offered during the meeting, including the ICU 

medical director’s suggestion that I write family concerns on “sticky notes” and give 

them to the charge nurse each shift.  Group consensus at the end of this meeting was 

should I “observe or hear anything of concern” I was to discuss it as soon as possible 

with either the charge nurse or the ICU nursing manager. Also, the IRB member wanted 

me to add to the “Risks” section of my provider consent form and explain to nurses and 

physicians during the consent process if I witnessed a medical error by staff I would be 

required to report it to management.  She also stated my name should not be recorded in 
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any of the patient’s medical charts so no one who read the chart later would know I 

was observing.  The decisions from this meeting were presented to the hospital’s IRB 

committee at their next meeting and the committee agreed with the decisions.  After I 

made the necessary changes to my proposal, the committee approved my study. 

The risk management meeting was very educational for me in hindsight, albeit 

frustrating at the time.  The difficulties of obtaining access for research were evident, first 

and foremost, along with the total lack of understanding regarding the role of researcher 

and basic principles of research.   That I was viewed by the risk manager as an employee 

and, thus, had an “obligation” to be the “eyes and ears” of the institution was absurd to 

me! I assumed her obvious lack of understanding regarding the role and responsibilities 

of researchers stemmed from a lack of training in research.  The medical director, 

however, whom I knew had been involved in research, not only did not step in to help 

clarify the position of researcher, but fed into the role confusion by suggesting I record 

family concerns on “sticky notes” and communicate these with the charge nurse! The 

bottom line was there was concern that my presence and observation in the ICU might 

result in “risk” to the hospital and/or the staff. This placed me in an awkward position.  

Although I knew I would never agree to the “sticky note” idea, nor the “eyes and ears’ of 

the institution role, I knew I needed the approval of this group in order to obtain access to 

the ICU at this hospital.  Thus, I recognized this group of individuals, along with the 

research and IRB committees, were gatekeepers to accessing the ICU 

My attempt to verbally educate the group and clarify my role as researcher was 

not effective which suggested this group was not open to what I had to say.  So, I felt it 

was in my best interest to just listen and not make any further comments, which is what I 

did for a majority of the meeting.  While I listened in frustrated silence to the members of 

the group, I found myself debating silently how I could both support my role and 

principles as a researcher while at the same time avoid deceit.  I knew I could agree to 

their demands and then simply not comply, but I believe deceit is unethical from both a 

personal and researcher standpoint, although I was aware that coversion has been utilized 

in ethnographic research in the past.  I decided the best option was to attempt to 

“manage” the outcome based on my wording of what I would be willing to agree to once 
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the final resolution was presented, along with careful clarification of my role with 

family members.  Thus, when the meeting was concluding I took the lead in summing up 

the final resolution by stating, in purposefully general terms, I would agree to discuss any 

“concerns” I had with the charge nurse or nurse manager.  I asked if the group agreed to 

this and they all agreed.   

As a result of this meeting, during data collection I carefully educated family 

members, both initially and ongoing, regarding my role as a researcher, stressing I was 

not an employee of the hospital to avoid any role confusion.  I reinforced this by 

purposefully wearing “street clothes,” not wearing a lab coat, even though wearing one 

was suggested by the nurse manager, and wearing identification which had a picture of 

me and the name of the university I was affiliated with.  I also steered all communication 

between myself and family towards the topic of communication and hope in order to 

avoid discussions of patient care. This approach was effective since none of the families I 

worked with seemed confused regarding my role, nor were any patient care complaints 

expressed to me except those related to communication.  Additionally, I did not witness a 

medical error while in the ICU, so there was no occasion to report to the nursing 

manager.  Thus, I learned an essential skill set researchers must possess is the ability to 

‘negotiate” and “manage’ issues and conflicts which inevitably arise when conducting 

research.  

During the 3-4 month process of obtaining hospital approval, I concomitantly 

submitted my research proposal to the University of Minnesota IRB and it was approved 

with stipulations.  After providing the information requested by the review board, and 

making some minor changes to my consent and family information forms, the University 

of Minnesota IRB committee approved my study. 

Successfully completing each of the steps delineated allowed me access to the 

ICU setting in order to implement my fieldwork.  As Hammersley and Atkinson point out 

(1996), however:  

The problem of access is not resolved once one has gained entry to a setting, 

since this by no means guarantees access to all the data available within it.  Not 

all parts of the setting will be equally open to observation, and not everyone may 
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be willing to talk.  Moreover, even the most willing informant will not be 

prepared, or perhaps even able, to divulge all the information available to him or 

her.  If the data required are to be obtained, negotiation of access is therefore 

likely to be a recurrent preoccupation for the ethnographer.  Negotiation here 

takes two different, but by no means unrelated, forms.  On the one hand, explicit 

discussion with those whose activities one wishes to study may take place much 

along the line of that with sponsors and gatekeepers.  But the term ‘negotiation’ 

also refers to the much more wide-ranging and subtle process of maneuvering 

oneself into a position from which the necessary data can be collected (p.79). 

Thus, access to information required an ongoing negotiation with providers and 

families to facilitate trust and promote an environment where participants were 

“comfortable” communicating with me.  This was important since “trust needs to be built 

over time with informants to get meaningful data in context” (Germaine, 2001, p.285). 

 

Recruitment and Consent 

All research is a practical activity requiring the exercise of judgment in context; it 

is not a matter of simply following methodological rules (Hammersley & Atkinson, 1996, 

p.23). 

After obtaining approval from both the hospital and the University of Minnesota, 

but prior to data collection, I attended three ICU nursing staff meetings, as well as a 

pulmonary medicine physician staff meeting, explained the research study, and answered 

questions.  With the assistance of the ICU nursing manager, I posted fliers describing the 

study in areas of the ICU where staff would be most likely to read it, including the 

employee break room, the medication areas, and the employee rest room. (See Appendix 

D).  

 I identified patients who met study criteria by observing medical rounds 4-5 days 

a week, talking to the charge nurse and/or critical care physicians every day I was on the 

unit, and reading in the medical charts of patients who seemed like potential candidates 

based on these observations and discussions.  When an appropriate patient was identified, 

I asked the patient’s bedside nurse, or occasionally the charge nurse if the bedside nurse 



 78
was busy, to give the patient’s family member(s) a family information sheet and 

inquire if they were interested in learning more about the study. (See Appendix E). If the 

family expressed interest, the nurse informed me and I met with the family, explained the 

study in more detail, answered questions, and discussed issues of consent and 

confidentiality.  Family members who agreed to participate were each asked to sign a 

family member consent form after I explained it to them and answered any further 

questions. (See Appendix F). Once the consent form was signed, I gave them their own 

copy to keep.  Only one family member voiced to the bedside nurse a lack of interest in 

hearing more about the study, so I did not approach this individual.  All family members 

who spoke with me agreed to participate in the study and signed consent forms.  I filled 

out a demographic form for each family member who participated, which included 

information regarding the patient. (See Appendix G). 

When a patient was identified as meeting study criteria, I explained the study to 

the patient’s bedside nurse for every shift I observed, answered questions, and asked if 

they were interested in participating in the study.  If the answer was yes, I read and 

explained the healthcare provider consent, had the nurse sign it, and then asked the nurse 

to fill out a demographic form specific to healthcare providers. (See Appendices H and I).  

I offered to make a copy of the consent for each nurse but all refused this offer.  Since I 

knew the most acutely ill patients in the ICU were cared for by the critical care 

physicians and these patients would be the ones most likely to meet study criteria, I asked 

all the critical care physicians and critical care fellows to participate in the study and 

followed the same consent procedure as with the nurses.  All the physicians and nurses I 

asked to participate in the study agreed to do so.  None of the study participants withdrew 

early from the study.  

Initially I relied on discussions with the critical care physicians and the charge 

nurses to identify study patients and then only observed medical rounds for patients I was 

“following” for my study.  After some time in the field, however, I became aware I was 

“missing” certain types of patients or finding out about them very late in their 

trajectories. One group which I seemed to consistently find out about very late was 

patients with neurological issues, such as brain hemorrhaging or lack of oxygen to the 
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brain.  Interestingly, these patients were not identified by critical care nurses and 

physicians as at “high risk for death.” Usually, I was not told about them until just prior 

to an end of life family conference with plans to discuss tracheostomy and/or withdrawal 

of life support.  Thus, I didn’t have a chance to interact with family members or observe 

communication prior to this final prognostic communication. Additionally, I identified 

end of life conversations occur in patients who are unable to be weaned from the 

ventilator after 2 weeks of intubation.  Both groups of patients, the neurologic patients 

and those unable to wean from the ventilator, were considered “stable” by nurses and 

physicians from a hemodynamic standpoint, meaning their blood pressure and heart rate 

were relatively “normal” either with or without pharmacologic aid.  Thus, these patients 

were not considered “at high risk for death” or “dying” by the ICU nurses and physicians.   

After this realization, I changed my procedure and began attending medical rounds for all 

patients critical care medicine was following in order to be assured I was not “missing” 

any patients and was able to identify potential patients early, including initiating early 

contact with family members.  I also began asking physicians and nurses to identify 

patients with significant neurologic issues and those whom they believed would have 

difficulty being weaned from the ventilator by the 2 week timeframe.  Additionally, I 

began asking the charge nurses and ICU social worker if there were any family care 

conferences planned for that day or week.  Changing to this procedure dramatically cut 

down on the number of patients I “missed.”   

Sampling and Sample 

Overview of Sampling Method 

The guide for sampling in ethnographic research is based on identifying and 

communicating with key informants.  Thus, purposive sampling was utilized since it was 

the most appropriate sampling method to meet ethnographic research goals. “(D)eliberate 

or focused sampling is necessary to validate or compare data, to cover the entire range of 

the phenomena under study, to fill in gaps in the data, and to seek negative cases- that is, 

those that do not support or that refute the developing theory” (Germain 2001, p.294).  

Key informants were identified in this study based on their ability and willingness to 

provide detailed information portraying a full picture of their cultural group within its 



 80
natural context while addressing the research questions.  As the study progressed and 

data was analyzed, sampling became increasingly theoretical and guided by emerging 

themes.  

Sample Inclusion Criteria 

The sample included family members of patients in an adult medical/surgical ICU 

determined to be at high risk for death as determined by the following: medical diagnoses 

of 2 or more body systems in failure; sepsis; neurological diagnosis associated with a 

mortality rate greater than or equal to 50%; brain death; late stages of cancer; or 

persistent vegetative state. Family members were at least 18 years of age; able to speak 

English well enough to be understood by the researcher; and mentally competent.  The 

sample also included critical care physicians and nurses providing care for patients who 

met study criteria. 

It is recognized trajectories vary between patients diagnosed with different types 

of diseases.  However, since the biomedical literature has predominately focused on 

experiences of cancer patients and largely neglected the experiences of other types of 

patients, communication practices involving patients with various diagnoses and 

trajectories were assessed and analyzed in order to provide a valuable contribution to 

knowledge which is currently lacking. 

Description of Samples 

Critical Care Physician Samples 

 Fellow Physicians. 

 The physician sample consisted of a total of 10 critical care physicians.  Three of 

the physicians were critical care fellow physicians who worked in this ICU for a month 

and then rotated to an ICU at another hospital only to come back to this ICU again in 

another month or two.  Thus, the 3 fellows who participated were the only fellows who 

worked in this ICU during my 9 months of observation.  There were 2 males and 1 

female fellow, all in their 30s in age, 2 of which were white and 1 who was Hispanic. 

Their length of time since graduating from medical school ranged from 4-10 years, each 

with 1 year of ICU fellowship training completed.  
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It was interesting to note the variability in their training in communication and 

end of life.  One fellow physician described receiving a 1 day seminar in delivering bad 

news and no training in death and dying.  Another fellow received occasional lectures in 

medical school on communication and death and dying as well as training in both as part 

of orientation in medical school and residency.  The third fellow went to a religious 

affiliated medical school and received a semester of training in communication skills, 

including weekly small group discussion and practice in communication, a 4 hours 

residency class on communication, and an “excellent, albeit required” end of life 

semester long class in medical school taught by a physician who was also a priest.  

 Attending physicians. 

 Seven critical care attending physicians participated in the study out of the 8 

working in this ICU.  Four of the attending physicians were female and 3 were male.  

Five physicians were white, 1 was Hispanic, and 1 was Asian. Two physicians were in 

their 30s in age, 4 in their forties, and one was in the 50 age range. All the attending 

physicians had completed a fellowship in critical care medicine.  The amount of time in 

their profession varied considerably with a range of 5-28 years, with the largest of 

number of physicians (n=4) with 13-16 years of experience as a physician. Number of 

years of experience in this ICU also varied between 2-18 years, with the largest number 

of physicians (n=3) in the 12-18 year range.  Four of the attending physicians had not 

worked in another ICU except for during their fellowship training, whereas 2 of the other 

3 had 5-6 years of experience in an ICU in another hospital, with one physician not 

stating the time duration of this experience.  

 It was interesting to compare the responses from the attending physicians 

regarding previous training in communication and end of life as compared to the training 

received in these areas by the critical care fellows.  Of the 7 attending physicians in the 

sample, 4 had not received any training in communication at any time, and 6 out of the 7 

had never received any education or training in providing care at end of life.  Of the 3 

attending physicians who had received training in communication, 1 received it in 

medical school, 1 in the U.S. Air Force, and 1 in leadership training through the hospital 

as well as a professional organization.  The only attending who received any training in 
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end of life described it as “some training in fellowship, although not enough.  You can 

never get enough.”  See Table 4.1 for demographic information for the critical care 

physician sample.  

Critical Care Nurse and “Other” Samples 

 The nurse sample included 14 registered nurses, 13 of whom were female, and 1 

male. All of the nurses were white, which was not surprising since there were very few 

nurses from other ethnicities working in this unit.  The providers all signed consent forms 

but 4 did not fill out demographic forms.  A majority of the nurses were between 20-39 

years in age with a bachelors of science degree in nursing.  The range of experience in 

nursing for the sample was spread between 1 year up to 26 years, with a mean of 9 years.   

Experience in this ICU was also variable and ranged between 1 month and 21 years, with 

a mean of 6.5 years experience.  Six nurses had an average of 3 years of previous critical 

care experience in a different ICU.  Three nurses had training in communication and only 

1 nurse had received any education or training in end of life.   I was told by a nurse with 

over 15 years of experience in this ICU there had been a significant turnover in nursing 

staff the year prior to my fieldwork, with approximately 15-20 nurses hired during the 

last year.   During the time period I observed in the ICU, there were only 3-4 nurses 

oriented to the ICU. The sample also included one social worker, who worked 

consistently in the ICU, as well as one ICU chaplain.  See Table 4.2 for demographic 

information for the critical care nurse, social worker, and chaplain samples.  

 Although I observed all the nurses working in the ICU while I was in the field and 

made general notes regarding communication patterns, I only consented and quoted the 

nurses who were actively involved in communication with physicians and/or family 

members for the patients who met study criteria.  Since study patients were usually the 

most acutely ill patients in the ICU, many of the same experienced nurses cared for these 

patients with the exception of newer nurses who were assigned to patients who were 

hemodynamically stable (heart rate and blood pressure consistently in a “normal” range) 

yet having difficulty weaning off the ventilator.  
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Family Members 

 The sample of family members included 20 family members whose approximate 

ages ranged from early 20’s to mid 70’s.  Females were a larger part of the sample, with 

14 females and 6 males.  A majority were white, along with 2 African American family 

members, which corresponds with the large majority of white patients cared for in this 

ICU.   The relationship between the family member and patient varied, with a majority 

representing patients’ siblings or adult daughters.  One family member of the 20, was 

unaccounted for in the demographic information beyond gender, due to a missing 

demographic sheet.  Considering the emotional nature of the situations these family 

members were involved in, I chose to complete the demographic sheets myself to 

diminish participant burden.  See Table 4.3 for demographic information for the family 

member sample. 

Although I observed many more family members than the sample described here, I 

consented only those family members who were: actively involved in communication of 

prognostic information with nurses and physicians for patients identified as meeting 

study criteria; were not displaying grief reactions (crying) during the time I was 

observing; and were in the ICU during the times I was there.  Often, I met family 

members for the first time in end of life care conferences when limitation of support was 

discussed during which there was usually expression of grief.   Meeting family members 

for the first time in these conferences was usually a result of the abrupt nature of the 

health crisis and impending death, coming back to the ICU after some time out of the 

field to analyze data, delays in identifying patients at high risk for death, or family 

members traveling from out of town to attend the meeting.  This was a source of 

frustration for me but the only factor I could control was patient identification, so I 

changed my recruitment protocol, as previously described, to decrease identification 

delays.  Due to the emotional nature of communication in the end of life conferences, I 

observed family members with whom I had not established previous relationships with 

and recorded general notes of their reactions and communication patterns, but did not 

record their exact communications or approach them for consent at that time. If the 

decision was made to withdraw support, I did not approach them at all, since this was a 
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very emotional time for families.   Instead I focused on providers’ communication to 

these family members and observed general patterns of communication from the family 

members.  

Setting 

The setting was a 22 bed adult medical/surgical Intensive Care Unit in a large 

urban, non-teaching hospital in a mid-western region of the United States.   

 

Data Collection and Analysis 

Collection Process 

I observed communication in and around the ICU between critical care 

physicians, nurses, and family members of ICU patients meeting study criteria, followed 

medical rounds, and observed care conferences. I observed in the ICU 4-5 days a week 

for 12-18 hours each week from September 2008 through June 2009, with 3 or 4 brief 2 

week periods of time out of “the field” to analyze data, identify trends, and delineate 

areas for follow up.  An additional 18 hours were spent outside of the hospital 

interviewing key nurse and physician informants. Family members were interviewed in 

the patient’s room or in a family waiting room.  Observations focused on communication 

of prognostic information and included observing “who talked to whom, who listened to 

whom, when people spoke and when they remain silent, what entities were referred to 

directly and which were referred to indirectly or signaled nonverbally” (Briggs 1986, 

p.94).  Additionally, use of eye contact, body language, and patterns in the content, style, 

process, and timing of communication were assessed.  Each time I was in the ICU, I read 

the medical charts of patients whom I identified met study criteria and for those whom I 

believed might potentially meet study criteria.  I recorded in a note book basic patient de-

identified demographic information, medical history, and any written communication 

related to prognosis or communication of prognosis to others.  
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Table 4.1  Demographic Characteristics of Critical Care Physician Sample (n=10 

total) 

 
Position  Critical Care Fellow  ( n=3)  Critical Care Attending ( n=7) 
 
Gender  2 males, 1 female   3 males, 4 females 
 
Ethnicity 2 white, 1 Hispanic   5 white, 1 Asian, 1 Hispanic 
 
Age range all in their 30’s   2 in 30’s, 4 in 40’s, 1 in 50’s 
 
Highest  
Education all with Medical Doctor degree all with Fellowship in Critical care 
 
Years in 
Profession range: 4-10     mean: 7  range: 5-28 mean: 14 
 
Time in  
this ICU all with 1-3 months   range: 2-18 yrs      mean: 9 yrs 
 
Time in       all completed fellowship training;  
another all with 1 year of fellowship  1 with additional 5 yrs;1 with  
ICU                   additional 6 yrs; 1 unspecified 
     
Training in 1 with occasional lectures &  4 with no training in communication; 
Communi- part of orientation for medical 3 with unspecified duration in  
Cation & school/residency for both  communication via medical school, 
End of Life      Air Force, and leadership training 
  1 with 1 day seminar in  
  delivering “bad news”;  6 with no training in end of life; 
  none in end of life   1 with “some training in fellow- 
       ship, although not enough” 
  1 with semester of commi- 
  cation skills in medical  
  school and 4 hr residency  
  seminar; 1 semester end of 

life class in medical school   
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Table 4.2 Demographic Characteristics of Critical Care Nurse and “Other” 
Samples (Nurses n=14 total, but missing some data for 3; Other n=2) 
 
Position 14  Registered Nurses     1 ICU social worker      1 ICU chaplain 
 
Gender  13 females, 1 male      female   female 
 
Ethnicity all white       white   white 
 
Age Range 20’s-40’s        40’s              50’s 
 
Highest  7 with Bachelors of Science     Masters              Masters 
Education 3 with Associate Degree in  
   Nursing 
  1 with Masters of Arts Degree 
 
Years in range: 1-26       12    11  
Profession mean: 9 
 
Years in range: 1 mo-21 yrs       2    11 
this ICU mean: 6.5 yrs 
 
Years in 4 with 0 yrs 
another 7 with range= 8mo-8yrs      0    2 
ICU  mean= 3 yrs 
 
Communi- 7 with no training;       no  Taught communication class 
cation   1 had 2 day seminar;    in nurse practitioner program 
training 2 had a class in undergraduate; 
  1 currently in masters in leadership/ 
  education program 
 
End of Life 9 had no training;  workshops “Extensive” training through 
Training 1 had end of life     chaplaincy 
  education as part 
  of a semester course 
  in holistic care; 1 had 
  training thru an annual 
  conference 
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Table 4.3  Demographic Characteristics of Family Member Sample (n=20 tota1 but 
missing some data from 1 member) 
 
Relationship to Patient 2 sons 
    3 in-laws 
    5 daughters 
    1 adult granddaughter 
    3 spouses 
    5 siblings 
 
Gender    14 females 
    6 males 
 
Ethnicity   18 white 
    2 African American 
 
Approximate Age  2=20’s 
    2=40’s 
    10=50’s 
    4=50’s     

1=70’s 
 
Age of ICU patient  Range: 54-88 years 
    Mean:  73 years 
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 While I was in the ICU, I spoke informally to family members, physicians, and 

nurses and asked them to describe prognostic information they had received from or 

given to another.  Then, I compared this information between individuals and with what 

was recorded in the patient’s medical chart to assess congruence or divergence.  I also 

assessed meaning and focus of hope in nurses, physicians, and family members by asking 

questions such as “What does hope mean to you?” and “What are you hoping for in 

relation to this patient?”  For nurses and physicians I asked “Do you think it is possible to 

balance realism with hope in communication with families of patients at high risk for 

death?  If so, how do you do this or how would it be done?” as well as “Do concerns 

about hope influence your communication with family members and if so, how?”  I was 

alert to signs of contestation between nurses, physicians, and family members as well as 

indications of identification of dying and communication of such between these groups of 

individuals. Data was jotted as brief notes in a notebook to jog my memory for later once 

I returned home to record more detailed transcripts in my word processor. I compared 

and contrasted study data throughout the data collection period to identify trends or 

hypotheses and areas for follow up.  I focused on reflexive practice by bringing any ideas 

and/or hunches back to nurses, physicians, and/or family members, to obtain additional 

view points and verify understandings and meaning. 

I identified nurse, physician, and family member key informants who were able 

and willing to provide detailed information regarding communication practices of 

prognostic information and the relationship between these practices and the concept of 

hope.  Key informants were questioned informally on a regular basis and many were 

formally interviewed and audio recorded as well.  I utilized a small digital recorder to 

audio tape family member key informants during interviews in one of the family waiting 

rooms adjacent to the ICU.  I also audio taped interviews with ICU physicians and nurses 

at public locations outside of the hospital. Digital recordings of formal interviews were 

kept locked in an office at my residence when not in use.  Notes and digital recordings 

were transcribed as soon as possible outside of the hospital into more detailed field notes.  

No identifying participant information was recorded in the field notes, transcripts, or 
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digital recordings.  The hospital was not identified in any of the data and will not be 

identified in any publications.   

Use of a professional or reflective journal is often recommended to encourage 

researchers to reflect on and record personal feelings and reactions to field work 

experiences, as well as assumptions and potential influences to the study (Germain, 2001; 

Mulhall, 2003).  The data analysis process is also often recorded, which helps the 

researcher and others track the researcher’s cognitive processes.   This record assists in 

replication of the study by other researchers and makes decision making “transparent” 

which increases internal validity.  Thus, I recorded this information in a reflective 

journal, as well as “my own life experiences that might influence the way in which I filter 

what I observe” (Mulhall, 2003, p.311).  

Dr. Liaschenko provided guidance and mentorship to me throughout the research 

process.  I maintained on-going communication with Dr. Liaschenko during the data 

collection period via email, telephone and in person and discussed questions and 

concerns as the need arose.     

Timetable 

It is generally agreed upon that at least 1 year of time collecting data in the field is 

appropriate for holistic ethnography involving studying participants’ culture as a whole.  

Focused ethnography, a subtype of ethnography, involves “time-limited exploratory 

studies within a fairly discrete community or organization” (Germain, 2001, p.282).  A 

more narrowly focused ethnographic research study requires less time, although no 

specific time period has been suggested (Germain, 2001).  Since this study was focused 

specifically on communication practices of prognostic information in one ICU, data was 

collected over a 9 month period of time.   

Although participants were informed they could withdraw from the study at any 

point, none chose to do so.  Thus, participation in the study ended for family members 

when the patient either died or was transferred out of the ICU.  For critical care nurses 

and physicians, participation ended when data collection was completed, which, for 

practical reasons, was at the conclusion of the 9 month time period (Bogdan, 1992). 
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Data Analysis Process 

The image of the researcher is brought into parallel with that of the people studied, as 

actively making sense of the world, yet without undermining the commitment of research 

to realism  (Hammerseley & Atkinson, 1996, p.19). 

Timing 

Recommendations have been made for ethnographers to leave the field site to 

review the data and reflect on their experiences, returning to the field site, as needed, to 

follow up on interesting insights or gaps in the data (Spradley,1980, as cited in Mulhall, 

2003).  This “cross-fertilization of productive work and observation” is based on the view 

that “information about a phenomenon of such high complexity and of so many 

ramifications, could not be obtained with any degree of exactitude and completeness, 

without a constant interplay of constructive attempts and empirical checking” 

(Malinowski, 1922, p.13).  Thus, data analysis was concurrent with data collection with 

fieldwork punctuated by short periods of time out of the field analyzing the data.  

Field Notes and Interviews 

Data from field notes and digital recordings were entered daily or at least weekly 

into a word processor kept at my residence.   The data was coded in “chunks” to identify 

a general focus of content and compared and contrasted to search for patterns and 

relationships in the data.  The patterns and concepts were then compared and contrasted 

with the study’s theoretical framework.  Inferences and “hunches” were repeatedly 

brought back to the field and discussed with participants to clarify, verify, or refute them. 

This method is promoted by experts in ethnography: “Data should not be taken at face 

value, but treated as a field of inferences in which hypothetical patterns can be identified 

and their validity tested” (Hammersley and Atkinson, 1996, p.19).  After this iterative 

process, the framework was modified to fit the data.  

Since the ultimate goal of this research was to refine a theory related to 

communication of prognostic information, data analysis was modified slightly from 

Hammersley and Atkinson’s (1996) description for theory construction to formulate a 

process for refining an existing theory based on the study’s theoretical framework. A 
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comparative method was utilized to analyze the data and compare and contrast it with 

the framework, including the following steps: 

1) Define the phenomenon or process to be explained in the study 

2) Investigate cases of the phenomenon and document “potential 

explanatory features” (p.234) 

3) After analysis of data from initial cases, identify trends in the data and 

compare and contrast with theoretical framework 

4) Investigate new cases to further test the theory 

5) If facts from new cases do not ‘fit’ the theory, reformulate the theory 

to fit the data 

6) Repeat the process of investigating cases and reformulating the theory 

“until new cases continually confirm the validity of the (theory)” (p. 

234). 

Based on Hammersley and Atkinson’s recommendations for data analysis (1996), 

events and processes were initially described while comparing cases to identify patterns 

in social practices (i.e., communication practices) in varying circumstances.  Analysis of 

data took into consideration time (i.e., what came before and after), audience (e.g., who 

the speaker is addressing both consciously and subconsciously), and social “situatedness” 

of participants, including the researcher (e.g., what they know and what they can say).  

Triangulation of observations and interviews from the 3 groups, nurses, physicians, and 

family members, along with information from patients’ medical records, assisted in 

providing a large scope of rich data from multiple perspectives and served to cross check 

inferences.  The study’s theoretical framework was modified to fit the data, as previously 

described. The theoretical product of the study represents an initial step towards refining 

a theory of communication of prognostic information at end of life and, as such, will 

require further development and refinement from future research.  

Data analysis was closely supervised under the guidance and mentorship of Dr. 

Liaschenko who has considerable experience analyzing qualitative research data.  

Arrangements will be made for a manuscript draft intended for publication to be shared 

with the intensive care unit nursing manager, medical director, and key informants.  
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Study findings will be presented to the ICU nurses and physicians as requested by the 

nursing manager and ICU medical director. 

Demographic Information 

Descriptive statistics were used to describe demographic information of subjects 

as tabulated from the demographic sheets filled out by or for all participants.      

(See Table 4.1 and 4.2 as discussed previously in Chapter 4). 

Potential Limitations 

Overview 

 A limitation of the research is the scale of the study.  The sample size was small 

with only one ICU utilized consisting of a specific type of ICU (medical/surgical) from 

one specific type of hospital (large, urban mid-western non-teaching hospital in the 

United States).  Although this limits generalizability of study data, the formulation of a 

theory of communication of prognostic information at end of life based on a comparison 

of study data with the literature and the researcher’s experiential knowledge can help 

offset this limitation.  Thus, future studies can test and further develop the theory utilizing 

different sample sizes, populations, and settings. 

Issues of Validity and Reliability 

A discussion of scientific rigor is commonplace when evaluating health science 

research and its limitations.  This discussion usually revolves around efforts to increase 

internal and external validity and reduce bias.  Quantitative research has specific 

generally agree upon guidelines for rigor which have been adapted in various ways for 

use with qualitative research.  Ethnographers look at this subject in a very different 

manner, however.  Modern ethnographers base their research on a “naturalistic 

paradigm” which purports the researcher is inseparable from those being studied.  Thus, 

they recognize the researcher’s presence in the field will have some influence on the way 

subjects talk and behave.  This has been referred to as “consequential presence” and is a 

reactive effect (Emerson, 1995).   

Although some researchers consider reactive effects to be negative, it has been 

suggested in ethnography it can be a source of learning.  Emerson et al. (1995) explains 

this by saying, “Relationships between the field researcher and people in the setting do 
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not so much disrupt or alter ongoing patterns of social interaction as reveal the terms 

and bases on which people form social ties in the first place” (p.3).  Burawoy (1991) 

reinforces this view saying, “The purpose of field work is not to strip ourselves of biases, 

for that is an illusory goal, nor to celebrate those biases as the authorial voice of the 

ethnographer, but rather to discover and perhaps change our biases through interaction 

with others” (p. 4).  Thus, the key for the ethnographer is to be cognizant of how the 

researcher’s own assumptions and “situatedness” influences how she or he is viewed and 

treated by those studied and how this potentially impacts their behaviors.  Insights, such 

as these, were recorded in my reflective journal and considered throughout the research 

process.  My experience overall, however, suggested that any reactive effects of my 

presence in the ICU were minimal.  The providers were very busy and focused on their 

work so I was only observed cautiously for the first week or two by staff.  This has been 

verified by other researchers: “It has been suggested that ethnographers might distort 

events by their mere presence, because people may act guarded and reserved, but the 

experience of ethnographers has been that after a few days the people of the subculture 

must focus their energy and attention on the usual events of the culture” (Germaine, 

2001, p.293).  

 In ethnography, validity is “how accurately the instrument (the researcher) 

captures (measures) the observed reality and portrays this reality” (Germaine, 2001, 

p.300).  Validity is a major strength of ethnographic research due to the prolonged 

immersion of the researcher in the field.  Immersion in the ICU with repeated exposure to 

communication patterns over a 9 month period of time allowed for repeated cross-

checking and verification of understandings and inferences. This served to increase study 

validity and credibility.  To develop a rich, deep data set, discussion with as many 

participants as possible from the three sample groups was utilized to obtain varying 

perspectives and bolster content validity.  Identification and audio-taped interviewing of 

key informants, who were experts in knowledge regarding communication and decision 

making in the ICU, assisted in establishing face validity for the study.  Purposeful 

seeking of diversity of participants, not only within a single group (nurses, physicians, or 

family members), but between groups as well, assisted in preventing bias.  Codes were 
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taken verbatim from the raw data and exemplars quoted for resulting themes which 

assisted in keeping the study grounded in the data.  Verbatim quotations from participants 

served to assist readers in identifying whether study findings “fit” with their own 

experiences, reflecting the “fittingness” or “transferability” of the work (Germaine, 

2001). Internal validity was enhanced by a reflective journal which promoted “a process 

of researcher self-monitoring…..that expose(d) all phases of the research activity to 

continual questioning and reevaluation” (LeCompete & Goetz, 1982, p.43). 

Although ethnography has been criticized for lack of generalizability, “(a) 

response to this criticism is that an in-depth study of a situation over a long period of time 

is more generative of insights than are broad surveys or the experimental study of 

variables in isolation from meaningful context” (Germaine, 2001,p.300). Clear, detailed 

descriptions of the samples, found in tables 4.1 and 4.2, facilitate comparison with other 

groups, thereby allowing “comparability” (LeCompete & Goetz, 1982).  Clear 

descriptions of assumptions and underlying theory, explicit definitions of concepts, and 

detailed description of the method and the situatedness of the researcher strengthen 

replication of the study or “replicability”(LeCompete & Goetz, 1982).  Reliability, or 

consistency, was enhanced by asking similar questions to many individuals in and 

between sample groups over time and assessing for similar responses while also 

questioning incongruent responses (Germaine, 2001).  During data analysis, ideas and 

decisions regarding patterns and themes in the data were also recorded to allow for a 

clear audit trail for other researchers to follow to substantiate transparency of the study. 

Ethical Considerations in Ethnography 

 Implementing ethnographic research requires evaluation of ethical considerations 

specific to this research method, some of which vary considerably from experimental 

research.  For instance, due to its longitudinal nature, consent for ethnographic research 

must be an ongoing process rather than a one time occurrence commonly utilized in 

research methods such as surveys and singular interviews/focus groups.   “(T)he 

informed consent process is dynamic and continuous; the process should be initiated in 

the project design and continue through implementation by way of dialogue and 

negotiation with those studied” (Code of Ethics of the American Anthropological 
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Association, 1998).  Thus, consent was verified through out the research process by 

reminding participants of their various rights including confidentiality, anonymity, and 

the right to withdraw from the study at any point. 

In ethnographic research, ethical issues related to changing and/or competing 

roles for the researcher must also be taken into consideration.  After the researcher has 

been in the field for a period of time and developed trusting relationships with 

participants “relationships between researcher and researched become close and 

multifocal, and the roles become much fuzzier than positivist models…. (Thus, the) 

boundaries between the roles of researcher, friend, and clinician (become) porous” 

(Lipson, 1994, p.334).  As a result, participants may “forget” the researcher’s role is to 

gather data and share private information which may not be intended for inclusion in the 

study.  Thus, I was cognizant and watchful for the possibility of role blurring, as well as 

the need to remind participants periodically of my role as researcher and verify 

permission to utilize data.   

Ultimately, role blurring was not prominent in this study since the nurses and 

critical care attending physicians rotated regularly, so I did not observe or speak with the 

same individuals for long periods of time.  The exception was the critical care fellows 

who worked on the unit for month long stretches, then rotated to another hospital for a 

month, and then often came back for another month.  Thus, I spent a lot of time observing 

and speaking with 3 critical care fellows over the 9 month period in the field.  I paid close 

attention for any signs suggesting I was becoming “too familiar,” and although they did 

share personal stories with me, which I did not record, they were very familiar with the 

researcher role due to previous experience working at teaching/research hospitals.  Thus, 

there was no indication of role confusion, although I did verify periodically their 

permission to utilize their statements in my work. 

 My background as a critical care nurse, now functioning as a researcher in a 

critical care unit, posed the potential for my prior role as clinician to compete with and 

blur my role and responsibilities as a researcher.  I experienced this to a certain degree 

when speaking with family members.  When I questioned families regarding prognostic 

information communicated to them by physicians or nurses, I frequently recognized their 
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accounts and interpretations of information varied from what I had observed or heard 

from physicians.  Also, families were frequently missing significant pieces of information 

and verbalized assumptions which were inaccurate.  One example was a family member 

who told me she thought the doctors would perform a tracheostomy on her father “by 

drilling a hole in his neck.”  I needed to reflect on a regular basis throughout my time in 

the field whether I would be biasing my study and interfering with subsequent 

communication and outcomes by clarifying information for them.  Many times I 

concluded this would be the case, so I chose not to impart any additional information to 

family members.  I experienced some ambivalence about this, however, since, in my 

previous role as a nurse, I valued communicating accurate information to family 

members and knew I possessed the knowledge to provide this information.  However, I 

recognized situations where clarifying prognostic information to family members would 

change the communication practices and lead to bias. Thus, I stayed alert and clear 

regarding these competing roles in order to avoid blurring boundaries.  

 I had a similar experience with critical care nurses and physicians, not in relation 

to understanding information, but in relation to my being aware of more patient 

information than they were.  Since I read the patients charts daily, spoke with the bedside 

nurses daily, and followed medical rounds daily, in addition to speaking with the ICU 

social worker and chaplain when they were on the unit, there were many times when I 

recognized that I possessed more comprehensive knowledge of the patient’s situation 

than the providers.  For example, in speaking with a critical care fellow regarding 

prognosis for a patient I was following, I asked him how long the patient had received 

chest compressions when he “coded” in the x-ray department.  He responded “I didn’t 

know he had received chest compressions.”  I told him I had read the code record in the 

patient’s chart and it was recorded that chest compressions were given.  This is a 

significant piece of information which impacts prognosis, since being given chest 

compressions means the patient no longer had a pulse which, in turn, increases the risk of 

brain damage from deprivation of oxygen. Another example was I read in a different 

patient’s chart a note from a surgeon who specifically addressed the critical care 

physicians and communicated important information he wanted these physicians to 
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communicate to the family in the care conference scheduled that morning which he 

was unable to attend.  This is the entry from my field notes: 

I looked in the patient’s chart and read the most current notes and was surprised 

to find this entry by the surgeon who did the surgery.  He said he would not be 

able to attend the ‘care conference’ but “2 major points I would make at the 

conference would be:  1) At presentation patient’s state was critical and she was 

in severe pain so much so that even heavy dosing with narcotics were not 

comforting her incapacitating suffering.  As such I would defend decision to 

operate.  2)  Pt is not a “vegetable’ but heavily sedated for respirator. 3) Pt is 

showing improvement and very likely will survive”. Wondered if his comment 

about patient being a ‘vegetable’ was related to a conversation he had with the 

family?  Does family interpret her sedation as being comatose? 

 

After the care conference was over, during which none of this information was 

communicated, I asked the critical care physicians if they had “seen” the surgeon’s note 

in the chart.  They said “no.” This is extremely important information which should have 

been clarified in the meeting, especially since the family was requesting withdrawal of 

support which the critical care physicians were not in agreement with.  The request for 

withdrawal might have been related to family misunderstanding related to the meaning of 

the patient’s current unresponsive status.  After I asked the critical care physicians this 

question, they asked me regarding what the surgeon had written.  Since the care 

conference was already over, I did not believe providing this information would change 

communication patterns, especially since I was well aware of the physicians work 

patterns and knew they would see the note from the surgeon when they were recording 

their daily note after rounds.  Thus, I did provide this information to them.  

I was periodically put in similar situations through out my field work.  I struggled 

with these requests for the same reason I struggled with giving information to the family 

members.  I did not want to influence the communication practices I was observing by 

becoming directly involved in these practices and, thus, risk biasing my results. I never 

provided information with the intent of wanting to keep providers informed, rather I 
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would ask a question regarding something I read in the chart or heard from another 

provider which would then prompt a request from the nurse or physician for me to 

provide information I possessed and the provider didn’t.  Thus, this was an on-going 

dilemma for me which I reflected on and responded to on a case by case basis.  

Sometimes the information requested did not relate to prognostic communication, 

in which case I did provide this information, partly because I was aware of the commonly 

held anthropologic view that ethnographic researchers “should recognize their debt to the 

societies in which they work and their obligation to reciprocate with people studied in 

appropriate ways” (Code of Ethics of the American Anthropological Association, 1998).  

Thus, I did try to assist the nurses, physicians, and family members when asked while 

being careful to walk a fine line between providing this help but not biasing my findings.  

For example, I helped the family of a patient I was following, at their request, by taking 

notes during a family care conference, typing the notes, and emailing them to family 

members.  So, ethically I struggled with reciprocity for those I sought to learn from while 

balancing this with maintenance of the integrity of my study. 

Researchers have obligations to respect the well-being of participants while 

avoiding wrong doing or harming participants and attempt to establish a mutually 

beneficial relationship with participants (Code of Ethics of the American Anthropological 

Association, 1998). They must “do everything in their power to ensure that their research 

does not harm the safety, dignity, or privacy of the people with whom they work, conduct 

research, or perform other professional activities” (Ibid).  I attempted to fulfill this ethical 

obligation by being sensitive to the timing of observation in the ICU and the type and 

timing of questions I asked.  I also continuously guarded anonymity by avoiding the use 

of identifying information in notes and transcripts, and will avoid this in future 

manuscripts as well. During interviews, I utilized family waiting rooms which were 

empty and closed the door to protect confidentiality.  The audiotapes of interviews were 

also erased after transcription.  A majority of the communication took place in the ICU 

where many people were gathered together, however, so confidentiality was not possible 

in this group setting.  In general, I was cognizant throughout the research process of my 
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“ongoing obligation to assess the potential or actual positive and negative 

consequences of the research” (Lipson, 1994, p.335). 

 Conclusion 

Ethnography proved to be a very effective method for acquiring the type of rich, 

“thick”, contextual data from multiple perspectives which I was hoping to obtain.  The 

time requirements were significant, both in collecting data in the field, as well as 

managing and analyzing the large data set.  There were many ethical issues to consider 

and the need to creatively negotiate access to information and facilitate trusting 

relationships.  The rewards, however, were findings which revealed much about the 

emotional, multi-faceted, morally complex communication at end of life in an intensive 

care unit.  
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CHAPTER FIVE 

THE INTENSIVE CARE UNIT ENVIRONMENT: A CLOSER LOOK 

 

Physical Layout 

As I step out of the elevator for my first day of observation in the Intensive Care 

Unit (ICU), three rooms come into view.  Each room varies in size and has a small plaque 

next to its entrance with Family Room A, Family Room B, or Family Room C inscribed 

on it.  One of the rooms is located directly across from the elevators and has three small 

couches and a number of stuffed chairs with seating for approximately 11 people.  To the 

left of this room and across a hallway are two additional family waiting rooms positioned 

side by side.  One is quite small with one small couch and two stuffed chairs with seating 

for approximately four people.  The adjacent room is the largest of the three with two 

small couches, two small tables, and multiple chairs.  This room can accommodate 

multiple families with a capacity of approximately 16 people.  The three rooms are 

decorated in a similar fashion with carpeting a muted green in color and stuffed chairs 

and small two-person couches upholstered in green and purple hues, either solid in color 

or with patterns of leaves.   Pictures of natural autumn landscapes lend color to the walls. 

Small wooden end tables support white lamps illuminating each room in addition to 

overhead fluorescent lighting.  The rooms appear clean and bright. The furniture shows 

no sign of wear.  Each room contains similar accessories, including red bibles and tissue 

boxes on the tables, a telephone and telephone book, and a clock on the wall. At this 

time, the family rooms are all vacant. 

The largest family room is divided into two semi-private sections by a partial 

height wall.  On one side of this partition is a sink and counter with drawers and cabinets 

storing supplies for visitors to make themselves coffee and tea.  A grease board hangs on 

the opposite wall where someone has written, “Wish upon a star and put it in your pocket, 

never let it fade away” and “Good luck all” in black ink. Under the grease board is a built 

in counter with a tissue box, puzzles, and a plastic box sitting on it with a slit opening on 

the top and a label on it reading “ICU Satisfaction Surveys.” A wall rack above this 

counter holds informational pamphlets for visitors and a laminated piece of paper 
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describes a weekly chapel service for patients, visitors, and staff.   A small hanging 

rod with hangers for coats is adjacent, with a shelf directly above it where boxes of 

puzzles are stacked.  A small round table sits in the center of this section with a partially 

finished puzzle on it and four plastic chairs scattered around it.  Across from the table, 

five tall windows positioned side by side allow natural light to filter into the room and 

provide a view of the hospital roof.   Positioned under these windows is a small stuffed 

couch covered with wrinkled sheets, suggesting it was used recently for sleeping.  It 

appears to be too small for the average adult to stretch out on, so I wonder if this is 

purposeful to discourage visitors from spending the night.  An end table next to the couch 

is covered in chip bags and other snack foods with cardboard boxes containing soda pop 

cans on the floor nearby.  A flat sill behind the couch at the bottom of the windows 

displays several fresh flower arrangements in vases.  On the other side of the room 

partition is another couch and a second round table with chairs around it.  A television, 

tuned to a local station, is suspended from the ceiling. The sound of TV news 

broadcasters discussing local events fills the air.    

In the hall area across from the elevator, just outside the medium-sized family 

room, is a small sitting area with two upholstered chairs in bright purple and a small 

couch with the same leaf pattern as in the family rooms.  Two large plastic bright green 

plants in rectangular metallic pots sit on the floor and a framed picture of a waterfall 

hangs on the wall.  On the wall next to the large family waiting room, and leading to the 

ICU entrance, are gold, metallic letters which spell out “Welcome to Medical/Surgical 

Intensive Care” and two plaques inscribed with the words “Recognized for Service 

Excellence” with the name of the hospital and year on one and the other displaying an 

explanation of the significance of the award.  A drinking fountain and two restrooms are 

positioned adjacent to this area. 

As I walk down the hall to enter the ICU, my eyes are drawn to a colorful, 

modern looking piece of artwork hanging on the wall lit by its own spotlight.  It looks as 

if it is made of fabric died in various bright hues and crinkled into a flowing pattern.  

Wall placards reading North ICU and South ICU, with arrows indicating each direction, 

hang on either side of this.   Turning either right or left at this juncture brings me to two 
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nearly identically arranged sections of the ICU.  Both sections have 11 patient rooms 

with one bed in each room. The patient rooms are rectangular in shape and placed end to 

end around the outside perimeter of the ICU framing a rectangular shape for the unit as a 

whole.  A centralized work area occupies the center of the space with room to walk 

between the patient rooms and work area.   

Outside of each patient room is a desk with a pull out drawer for storage and a 

padded, wooden chair. On top of most of the desks is the patient’s medical chart for that 

room and a clipboard.  The clipboard holds a flow sheet which the nurse utilizes to record 

patient data, such as blood pressure, heart rate, temperature, the amount and type of fluids 

going into and coming out of the patient, and physical assessments such as lung sounds 

and skin integrity, to name just a few.  Every patient room has a computer on wheels 

which is utilized by various providers for documenting and accessing patient information 

and ordering equipment, tests and medications.  The computer is wheeled in and out of 

the room, as needed, but is often positioned next to the desk.   A metal supply cart 

containing disposable gowns, masks, and gloves sits nearby for providers to utilize to 

protect both themselves and the patients from infection.  There is a separate cart for most 

of the rooms with some shared between two rooms. A container of foam skin cleanser is 

mounted on the wall at the entrance to each patient room and all staff utilize hand 

cleanser both upon entering and leaving a patient’s room for the purpose of preventing 

the spread of germs. Various pieces of equipment are stored next to the walls between 

patient rooms and in corners of the ICU, including ultrasound machines and ventilators, 

which are not in use.  

The patient rooms are separated from each other by solid interior walls on each 

end of the room. The exterior wall for each room has a large window with blinds offering 

various views outside of the hospital.  The interior wall separating the patient room from 

the central work area is made entirely of clear glass with a large ceiling height sliding 

glass door forming part of this wall. A curtain hangs from the ceiling on a sliding 

apparatus close to this glass wall so the curtain can be extended to conceal the patient and 

room from those outside the room.  This is generally done when the nurse is providing 
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cares and pulled back to keep the patient visible from the central area when the nurse 

is out of the room.   

The patient rooms are lit by overhead fluorescent lights which are usually turned 

on when the nurse is in the room providing cares and turned off when the nurse leaves.  

Each room has a single electric bed, which can be raised and lowered, and side rails, 

which can be put up or down.  There is also a toilet, a small rolling bedside table, a sink, 

and a small closet to store patient belongings in each patient room.  Next to the patient’s 

bed, a monitor is mounted on the wall displaying the various patient rhythms being 

monitored.  Generally, this includes, at minimum, rhythm waveforms and numeric 

measurements of the patient’s heart rhythm and rate and the saturation of oxygen in the 

patient’s blood.  For more acutely ill patients, other waveforms and measurements may 

also be displayed, such as pulmonary artery and central venous pressures, which are 

pressures within the heart, and arterial pressure which is a recording of the patient’s 

blood pressure measured from a small catheter placed into an artery.  Each room has a 

small dry erase board on the wall, with patient information recorded on it, including the 

name of the patient’s nurse for that shift, the patient’s weight, the medical goals for the 

patient, and any other pertinent information.  There is also a wall-mounted TV across 

from the end of the bed which is generally turned on to a channel displaying wildlife with 

soft music if the patient is not alert enough to watch channels of his/her own choosing.  

Boxes of purple gloves of various sizes are mounted on the walls inside patient rooms 

and staff put on a pair before they touch the patient or their bodily fluids.  There is 

usually at least one small cushioned chair in each patient room for family to utilize when 

visiting.   

 The centralized work area is set up nearly identically on both the north and south 

sides of the ICU.  The basic structure includes a large bi-level rectangular shaped desk 

with two openings on either side for access to the open area in the middle. The inside of 

the desk has counter space at sitting height with six or more padded chairs on wheels 

scattered around.  Six computers are positioned at regular intervals on this desk counter, 

with various drawers and shelves around the area containing forms and office supplies. 
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An upper, standing-height counter stretches along the outside perimeter of the desk 

area for staff to set papers and charts on and lean against.   

The desk area is connected to a medication area enclosed by walls which forms 

one end of the rectangle shape for this centralized area.  The medication area contains a 

secure medication dispensing machine which stores medications and requires staff to 

enter individualized pass codes to access medications.   It also contains a sink, a 

refrigerator for medications which need to be kept cool, and some storage cabinets for 

medication related supplies, such as intravenous (IV) tubing.  A large clock on the wall 

leading to the medication area displays the time and is adjacent to a large grease board.  

On the left side of the grease board, patient room numbers for that end of the ICU are 

listed.  Next to the room numbers, the first name of the bedside nurse assigned to care for 

the patient in the room is written in marker.  Next to this is a column indicating the 

transfer status of the patient in the room.  If a patient is scheduled to transfer to another 

unit, the number of the unit the patient is being transferred to is written here; otherwise 

TBD (to be determined) is written instead.  There are no patient names on the board due 

to a requirement of the Health Information Protection Practice Act (HIPPA) for assuring 

patient confidentiality.  The right side of the board lists the titles of specific positions, 

including charge nurse, resource nurse (does not have an assignment, so floats around 

both ends of the ICU and helps out), nurses, nursing assistants and health unit 

coordinators for that side of the ICU.  The names of the staff acting in these positions are 

written in marker, along with a Polaroid picture of each person taped next to their name.  

Physicians, including critical care physicians, are not listed on this board. 

The other end of the rectangular desk area is where the centralized 

electrocardiogram (EKG) monitors are located.  These sit on the desk counter and display 

each patient’s EKG rhythm and sometimes other patient rhythms, such as pulmonary 

artery pressures, if desired and programmed by a nurse.  The nurses look at these 

monitors when they are outside of their patients’ rooms if an alarm rings and come here 

to print paper copies of their patients’ rhythms, which they tape in the medical record.  

Two sinks, one of each side, are located on the outside portion of this area of the desk.  
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There is a section which connects the North and South ends of the ICU and 

allows access to both ends of the ICU.  One side of this area contains a room for storing 

clean supplies and one for storing equipment which needs to be cleaned, such as 

ventilators or infusion pumps used by patients.  This side also has a staff restroom and 

another room which is a small kitchen with a sink, refrigerator, and limited amount of 

food supplies.  On the other side of this connecting section is a conference room, the 

nursing manager’s office, and a staff break room.  The conference room contains a large 

rectangular shaped table with about 12 chairs and a monitor which can display patient 

scans, including x-rays and computerized tomography (CAT) scans. This room is utilized 

for meetings and often those participating in medical “rounds” gather here initially to 

view and discuss patient scans before moving on to the patients’ rooms.   Next to this 

room, and immediately to the right when entering the ICU, is the nursing manager’s 

office, which contains a wall-mounted desk area along the perimeter of one wall, some 

filing cabinets, a small round table, and a couple plastic chairs.  Immediately to the left, 

upon entering the ICU, is the staff break room which contains a rectangular shaped table 

with approximately 8 plastic chairs, a large refrigerator, a sink and counter area with 

drawers and cabinets for storing basic food condiments and glasses, a somewhat worn-

out couch, and a small desk area with a computer sitting on it.  There is an analog clock 

on one wall as well as a time clock used by nurses to “punch” in and out of work by 

placing their time cards in the clock and recording their arrival and departure times.   

Large bulletin boards hang on two of the walls and a grease board on a third and are 

cluttered with information including unit nursing goals, reminders of upcoming events or 

actions for nurses to complete, and educational posters and classes.  The staff room is 

utilized for monthly staff meetings led by the nursing manager or assistant nursing 

manager and attended by the ICU nurses, nursing assistants, and health unit coordinators.  

It is also utilized for eating meals and relaxing during “breaks” by these same staff 

members as well as the ICU pharmacist, float pool nurses, and critical care “flyer” nurses 

who come to the ICU to help out.  

 In the 9 months I observed in the ICU, I never saw a physician come into the 

staff break room, although I was told by one of the experienced charge nurses that on 
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alternate weekends, the physicians and nurses bring in food and have a “potluck” 

dinner and sit and eat together in either the break room or the conference room.  This is a 

regular ritual started by this nurse years ago to help make working the weekend more 

“fun.” Early in my observation time in the ICU, one of the ICU physicians invited me to 

join him for lunch and we ate in the cafeteria of the hospital in a room with a placard 

outside of the room with the words “Physician Dining Room” inscribed on it.  I was told 

this is generally where the physicians come to eat.  This room was separate from the rest 

of the cafeteria where other staff and visitors ate.  There were no other rooms labeled 

specifically for other staff.        

General Milieu 

When I walk into the ICU, what is striking is a continuous, high pitched, droning 

sound.  The noise is a combination of multiple technologic devices, including the beeping 

of EKG monitors and alarming ventilators and intravenous (IV) pumps. When there are 

fewer patients and/or lower acuity patients the decibel level is lower.  Sitting at the desk 

looking through a patient’s chart I ask one of the nurses, “Does all the beeping give you a 

headache?” and she responds, “No, I don’t even notice it any more.”  

During the day, fluorescent overhead lights brightly illuminate the areas outside 

of the patient rooms.  At night, some of these lights are turned off to facilitate patients’ 

sleep. Cleaning personnel regularly move through the unit sweeping and mopping the 

floors and cleaning the patient rooms during the day.  Thus, the unit always appears quite 

clean.  There are no distinctive smells in the air, not even of disinfectant, except in some 

patient rooms where smells of infectious agents or bodily fluids can be discerned 

emanating from the patients themselves.   

  There are a large number of people, some wearing white coats and some with 

different colored “scrub” clothes, moving in, out, and around the unit. Some are pushing 

beds, carts or machines, or talking in groups throughout the unit.  I learned to judge how 

busy the day is by the noise level and number and speed of people moving about in the 

unit. As would be expected, there is a larger number of people and more activity during 

the days hours, less during evening hours, and the least amount during night hours.  Since 

patient acuity levels, or how “sick” the patients are, does not vary overall between shifts, 
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the ratio of bedside nurses to patients remains fairly consistent from one shift to the 

next.  When I comment on how slow it is on one side of the ICU, I am told it is 

considered “bad luck” to voice this.  Nurses and physicians, alike, worry this may “jinx” 

the pleasant, calm day and result in a change for the worse.  Since the ICU has an “open 

visitation” family policy with no restrictions regarding time or duration of visits, family 

members come and go from the unit throughout the day, evening, and even night time if 

they are especially worried about a patient and stay overnight at the hospital.  This 

excerpt from my notes  describes a typical day:  

1/13  Busy on the unit today.  Lots of staff here from various disciplines.  Steady 

hum in the air of machines and talk.  Periodic beeping of machines.   A lot of 

family members here sitting in chairs at patients’ bedsides. All the computers at 

the desk area being used by staff. 

Despite the high acuity of patients cared for in this setting and the large number of 

people coming and going, the general feeling in the unit is usually a steady, but calm, 

level of activity.  The ICU nursing manager told me approximately 10 times per month a 

patient becomes very unstable and experiences a cardiac or respiratory arrest, where their 

breathing or heart stops, the act of which is termed “coding.”  A flurry of activity results, 

with physicians, nurses, the ICU pharmacist, and respiratory therapists flocking to the 

bedside with a “crash cart” containing emergency equipment and a defibrillator on top to 

assist the patient.  A “code” in the ICU does not result in an overhead page, however, 

which is how codes in other areas of the hospital are announced.  This is because there 

are usually physicians and other staff, such as respiratory therapists, in the immediate 

area and emergency equipment is readily accessible.  A physician, charge nurse, and/or 

anesthesiologist is called or paged on their beeper to come to the ICU if needed and not 

immediately available on the unit.  The curtain is pulled in the patient’s room, and 

sometimes you can walk right past the room and not realize a resuscitation is going on 

inside unless you see the initial movement of providers into the room.  Thus, even during 

an emergency, the ICU often still appears calm and orderly.  
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General Information 

Discussions with the ICU nursing manager revealed the intensive care unit admits 

approximately 180 patients per month, with an average of 10 patients dying in the ICU 

per month.  Close to 100% of these deaths are following withdrawal of life support.  The 

patient mix is 74% medical patients and 26% surgical.  This is a dramatic change from 

the past when there were 75% surgical and 25% medical patients.   The change in 

proportions of patients relates to the fact that most of the cardiothoracic surgical patients 

who used to come to the ICU now go to a different unit, except for patients who undergo 

coronary artery bypass graph surgery or cardiac valve surgery.  These patients still come 

to the ICU.  All patients who are ventilated, whether via intubation with an endotracheal 

tube or via tracheostomy, are admitted to the ICU and stay there until they no longer 

require ventilation or are transferred to another facility.  There are no organ 

transplantation surgeries done at this hospital and the hospital is not a trauma center so it 

does not receive trauma patients in the Emergency Department.  Stroke patients who 

receive hemolytic medications to break up clots in their brain are cared for in the ICU 

until they are stable and ready to transfer to another unit.  A majority of patients admitted 

to the ICU are diagnosed with respiratory failure, usually as a result of pneumonia, or 

with sepsis, which is an overwhelming infection in the body.  

  The average number of hours a patient stays in the ICU, referred to as “length of 

stay,” has increased due to the larger percentage of medical patients currently being 

admitted to the ICU. With the previous patient mix the average length of stay in the ICU 

was 71 hours. With the current mix of patients, the average is now 83 hours. Length of 

stay is an important piece of data which is followed closely by both the nursing manager 

and medical director.  Discussions with both of these managers reveal there is significant 

pressure from directors higher in the organization’s hierarchy to minimize length of stay 

in order to decrease costs.  

Larger Contextual Influences 

 Length of stay is an extremely important influence in the hospital in general and 

even more so in the ICU.  Due to the “intensive care” provided in this setting by nurses 

and physicians and the technology utilized here, the ICU is one of the most expensive 



 109
units in the hospital. Thus, a lot of focus is placed on decreasing patient length of stay 

throughout the hospital and, in the ICU, transferring patients as quickly as possible to 

another less expensive unit in the hospital.  The first day on the unit when I spoke at the 

nursing staff meetings to describe my study, the nursing manager spoke to the nurses 

about “nurse driven protocols” to decrease length of stay in the ICU.  One idea discussed 

was having the nurses get patients up in a chair in the morning prior to rounds so that 

when the physicians come in to see the patient during rounds they will see how “well’ 

they are doing and write transfer orders. This would then facilitate earlier patient transfers 

out of the ICU.  

 The nursing manager also told me, during a private discussion in her office, the 

purpose of a multidisciplinary group which meets once a week to discuss each patient in 

the ICU and the multidisciplinary sheet which is on every clipboard for each patient and 

is supposed to be filled out by the bedside nurse, is based on a “Rapid Process 

Improvement initiative” which other units in the hospital were already acting on.  She 

said the purpose for this was “to improve multidisciplinary collaboration and decrease 

length of stay.”  There is a section on this sheet for nurses to check if the nurse perceives 

the patient is in need of a care conference.  The nursing manager said this was “put on as 

a trigger to promote care conferences and communication between physicians and family 

in order to verify and/or change the plan of care in an effort to decrease length of stay.”  

In discussion with several nurses and the assistant nursing manager who frequently works 

charge, it is “hit or miss’ whether these sheets are filled out and most nurses do not even 

look at them. The nursing manager told me she audits the sheets and “sends out memos” 

to the staff to let them know “what is not being filled out.”  Interestingly enough, the 

assistant nursing manager told me she doesn’t think these sheets “make a difference in 

patient care.”  Thus, the assistant manager believed the intent of the multidisciplinary 

group and sheet was to improve patient care, whereas the nursing manager clearly stated 

to me its purpose was to decrease length of stay.  Patient care was not mentioned even 

once during my discussion with the nursing manager regarding this topic. Additionally, 

the first day I followed medical rounds in the ICU with the ICU medical director, I 

mentioned my interest in identifying “macro” influences on communication in the ICU, 
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and her response was “I’ll tell you an influence, length of stay.  I get it shoved down 

my throat.”  So, the unit-based upper level managerial staff, in both medicine and 

nursing, are receiving a strong message from further up in the institutional hierarchy that 

they are responsible for cutting costs and the method determined to achieve this goal is 

decreasing patient length of stay.  

This message and effort of cost cutting is reinforced by the position of a “case 

manager” whom I saw frequently in the ICU and is involved in the weekly 

multidisciplinary rounds.  In discussion with the case manager, she told me her job is to 

focus on “progression of care,” which is also referred to as “care progression.”  She said 

she follows all Medicare patients in the ICU to identify any problems, discharge needs, 

and delays in care and does this for the non-Medicare patients as well with the help of the 

ICU social worker.  This is done by talking to the bedside nurses or the charge nurses 

and/or looking at the chart. Thus, the importance of decreasing length of stay is further 

demonstrated by a staff position whose sole function is to move patients out of the ICU in 

a timely manner.   

 Another extremely important issue in the hospital and, perhaps, even more so in 

the ICU, is reimbursement for patient services.  I spoke at length on a number of 

occasions with a woman who worked as a hospital employee in the “Clinical 

Documentation Management Program” which is part of “Care Integration Services.” She 

told me her sole purpose in her position is to analyze patients’ medical charts to verify 

whether documentation is in place which supports Medicare criteria for reimbursement.  

She said Medicare is “very picky,” and used an example of if a patient is labeled as being 

diagnosed with “uro-sepsis” in their chart it would not be covered because it needs to be 

worded as “sepsis from a urinary source,” which is what uro-sepsis means.  Since she is 

not allowed to “lead” physicians into making specific diagnoses or charting in a specific 

way, instead she puts post-it notes in the charts addressed to the physicians which “ask 

questions” intentioned to prompt the physicians to chart in a certain way in order to meet 

Medicare criteria.  She told me there is also a physician employed at this hospital whose 

job is to review disputed claims by Medicare (claims which Medicare refuses to pay) to 

see if criteria has been met and make a case for why Medicare should provide 
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reimbursement.  To complicate matters, criteria for Medicare is changing constantly, 

so physicians are required to attend regular updates so that they know what they need to 

do in order to be paid for their work. She said Medicare is the leader and the other Health 

Maintenance Organizations follow their lead.  I told her I thought it must cost the hospital 

a lot of money to pay the people who function in her role, and she responded “Heck, no. 

The first year we saved the hospital 5 million dollars  (in reimbursement dollars which 

would have been lost).”  They currently “save” the hospital around $160,000 dollars per 

month.   

 This employee went on to discuss how Medicare is “all about reimbursing tests 

and procedures.”  Medical specialists are reimbursed the most since they implement a lot 

of procedures and tests.  She said it is hard to get specialists to come to care conferences 

because they are not paid for their time in care conferences.  They can make more money 

by seeing another patient in the clinic or doing another procedure.  I asked the ICU 

medical director about this and she said the critical care physicians are reimbursed for 

patient and family discussions if they “code” for it in the patient’s medical record.  There 

are time intervals which they chose from and chart the amount of time spent talking to 

patients and families in the medical record.  I saw this recorded many times in different 

patients’ charts, but did not understand at the time the purpose of this. In an effort to 

decipher the potential influence Medicare reimbursement policies have on critical care 

physicians’ practice I discussed this with a couple critical attending physicians and a 

critical care fellow.  The fellow told me since he is technically a “student” he was told he 

can “ignore” concerns about money and just “focus on patient care.”  But, once he starts 

working independently he needs to learn about Medicare reimbursement “pretty damn 

fast.” One of the attending physicians told me he “doesn’t pay any attention to those 

notes in the medical records” and his practice isn’t influenced in any way by 

reimbursement policies.  The other attending physician had this to say: 

Physician:  Physicians “know there is a round about way of getting around 

Medicare to get them to pay for the bill.”  But a lot of physicians, like me, “do not 

really understand the financial implications of a prolonged hospitalization.”  We 

know it costs a lot of money, but we don’t really know what this means.  “If we 
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knew more about this we’d probably be more careful and take this into 

consideration…. Repeat the MRI?  Why not?”  … If we knew what the 80-20 

balance meant, where the family pays 20% of the bill.  But, this could be 200,000 

dollars and they could lose their home and go bankrupt.  “Here, the resources are 

endless.  It’s not actually true, but we think it is.  It’s easier to do tests and things 

to patients in the hope they can get better, even if it is short term.  Everyone is 

aware of this, but there is nothing curbing our practice. We have a very 

unrealistic idea of healthcare in our country.” We don’t bat an eye about putting 

an 85 year old person on dialysis and then there’s that big gap with a lot of people 

not getting any healthcare.  “We think ‘I deserve this because I’m an American.  

It’s embarrassing.” Researcher:  But do you consider benefit-burden for patients 

when you are making decisions?  

Physician: “Of course.  We always do that.” 

 

It became very clear to me the longer I was in the ICU that the bottom line is 

hospitals are a business first and foremost driven by monetary concerns which are 

communicated from those high up in the hierarchy to managers below them. Discussions 

with physicians suggests some physicians are influenced by money, for example the 

specialists who are reluctant to attend care conferences since they are not paid for their 

time. The critical care physicians are paid for their time communicating with families and 

patients, so it is unknown whether reimbursement would influence their practice would 

this not be the case.  It appears, however, that critical care physicians resist the pressure 

exerted by Medicare to affect some control over their practice and, probably in the 

physicians’ minds, challenge their authority.  It is clear, however, that Medicare 

reimbursement policies which are focused on reimbursing tests and procedures and for 

only reimbursing certain physician groups, serves to “drive” utilization of tests and 

procedures while concurrently discouraging patient/family-provider communication from 

some medical specialists.  
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Admission to the Intensive Care Unit 

Usually patients are admitted to the ICU from the Emergency Department (ED), 

but can also be admitted from the operating room or transferred from another unit in the 

hospital if they become acutely ill.  According to a discussion I had with the ICU “case 

manager,” there are no specific criteria for patient admission to the ICU, with the 

exception of patients requiring mechanical ventilation via a ventilator or another machine 

called a BiPap machine.  Such patients, as required by hospital policy, must be cared for 

in the ICU.  Patients must be in some way “critically” ill, however, such as having 

difficulty breathing with the potential for needing to be a ventilator, or a heart rate or 

blood pressure which is too low or too high requiring continuous medication infusion, or 

a neurological issue requiring close observation and assessment of the patient. Usually it 

is the physician who cares for the patient in the Emergency Department (ED) who makes 

the decision whether the patient needs to be admitted to the hospital, and if so, to which 

unit.   

Since the ICU at this hospital is an “open unit,” any physician with hospital 

admitting privileges can admit their patients to the ICU and maintain a primary provider 

role for these patients.  Thus, surgeons admit surgical patients they operated on to the 

ICU and act as the primary medical providers when they feel a patient needs the close 

observation and “intensive care” provided by nurses and physicians here, including 

access to certain types of technology, such as a cardiac monitor.  Oncologists will admit 

patients with cancer they are caring for to the ICU if they become “critically” ill and act 

as the primary medical provider.  The same ICU admitting and primary provider 

privileges hold for physicians on other medical services, as well. This is not the case for 

ICUs in other hospitals in the area, however. Some area hospitals have “closed unit” 

ICUs.  In “closed unit” ICUs, all patients, once admitted to the ICU, are cared for by the 

critical care attending physicians who take the primary medical role.  The admitting 

physicians are relegated to a secondary, almost “consulting,” role whereby their orders 

are required to be co-signed, and essentially OK’d, by the critical care physician before 

implementation.   
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Identifying Roles and Responsibilities of ICU Providers 

Identifying Staff 

All staff wore name tags either clipped to the front of their clothes or hanging on a 

cord around their neck.  Most of the name tags had the individual’s first name, last initial, 

and their role listed, except for physicians who were identified on their name tags as Dr. 

and their last name.  Unfortunately, the name tags were usually flipped over so I couldn’t 

read them. I found this also happened with my own name tag, which I was required to 

wear while in the hospital.  Most of the staff, including nurses, nursing assistants, 

respiratory therapists, and technicians, wore a variety of different colored and patterned 

scrub clothes and scrub jackets.  This lack of consistent apparel for specific work roles 

made identifying roles quite difficult.   So, if providers’ name tags were flipped over, 

discerning names and roles required asking staff to identify themselves. It was a little 

easier to identify attending physicians since they usually wore “street clothes,” sometimes 

with a white lab coat and sometimes not.  Other staff also wore “street clothes,” however, 

including the ICU social worker and chaplain.  The critical care fellow physicians, on the 

other hand, always wore “scrubs,” since they did most of the “dirty” work, literally, and 

were at high risk of soiling their clothes from patients’ bodily fluids.  Sometimes fellows 

wore a white lab coat over their scrubs and sometimes not.   The physician lab coats 

made identification easier since many physicians conveniently had their name and title 

embroidered on the front pocket.  Other personnel also wore lab coats, however, 

including pharmacists and dieticians.   

Although I do not believe staff name tags were deliberately worn backwards, 

none the less, my first few weeks in the ICU were very confusing because it was difficult 

to discern provider names and roles.  I wondered how much more confusing this must be 

for family members of ICU patients.  The Polaroid pictures on the grease board were very 

helpful in identifying names and roles of nurses, nursing assistants, and health unit 

coordinators in the ICU.  I spent time looking at them at the beginning of every 

observation period.  Unfortunately, none of the physicians’ names or pictures were posted 

on this board.  Thus, identification of staff was a confusing, on-going experience for me.      
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Nursing Roles 

The critical care nurses I observed and spoke with functioned in two different 

nursing roles.  One role is the bedside nurse, who provides “hands on” cares for the 

patient, and the other role is the charge nurse.  Bedside nurses care for between 1 to 3 

patients.  For an especially unstable patient, two critical care nurses will provide cares for 

just this patient. The bedside nurse has numerous responsibilities including assessing the 

patient at least every two hours or more frequently as ordered by a physician or perceived 

as necessary by the nurse.  Assessments include checking the patient’s pulses, listening to 

the patient’s lungs, heart, and abdomen with a stethoscope, observing, recording, and 

responding appropriately to the patient’s “vital signs” (heart rate, blood pressure, and 

respiratory rate), and assessing their level of conscious and neurologic function.  Bedside 

nurses give patients medications, bathe and turn them side to side to rub their back and 

assess skin integrity, suction phlegm out of their lungs, and provide information and 

emotional support to patients and family members.  They try to anticipate potential 

patient problems and respond appropriately before problems occur, such as suctioning a 

patient before his or her oxygen level drops due to a build up of phlegm in the lungs.  

They call the patient’s physician(s) to discuss concerns and coordinate communication 

and cares between the many providers caring for the patient.   This is by no means an 

exhaustive list of all the responsibilities of bedside nurses, but is meant to provide a 

general “picture” of their role in the ICU.  

 Charge nurse is the second role for nurses I observed and spoke with in the ICU.  

The charge nurse determines bedside nurses’ patient assignments, addresses any nursing 

related problems, including trouble shooting with bedside nurses and physicians to 

facilitate patient care, and aides the bedside nurses by helping with emergencies and 

summoning resources when needed.  The charge nurse participates in medical rounds, if 

time permits, determines nursing staff needs for the next shift, and communicates 

summaries of each patient’s status to the nursing supervisor.  The charge nurses are often 

the most experienced nurses on the unit who have demonstrated critical care nursing 

expertise and, to a lesser degree, leadership. There are other managerial roles for nurses 
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in the ICU, but I did not work with these nurses since they were not involved with 

direct communication of prognostic information.  

Physician Roles 

The physicians I observed and spoke with in the ICU function in various roles 

with responsibilities which are often interwoven, sometimes overlapping, and often 

confusing, even to experienced ICU nurses.  Physician roles include the critical care 

attending physician, the critical care fellow physician, the resident physician, and various 

specialty physicians, including oncologists, surgeons, infectious disease specialists, and 

neurologists, just to name a few.  The critical care fellow and resident physicians have 

already passed their medical boards and thus, are legitimately physicians.  They are also 

students, however, since they require a certain amount and type of clinical experience 

supervised by experienced physicians before they can function independently as 

physicians.   

The attending physicians, who are not students, function in two different roles.  

One role is a patient’s “primary” physician who manages and coordinates a patient’s 

overall medical care.  The other role is a “consulting” physician. A consulting physician 

role is when a physician is asked by a patient’s primary physician to assess and make 

recommendations for a specific patient issue, but does not assume responsibility for 

coordinating medical cares.  

Differentiation of Medical Responsibility 

The physicians whom I observed and spoke with primarily included the critical 

care attending physicians, the critical care fellows, and, to a lesser extent, the resident 

physicians.  These physicians are the ones primarily responsible for caring for the most 

acutely ill patients in the ICU which were the patients I was most interested in.  These 

physicians possess varying degrees of education and experience, yet their responsibilities 

for caring for the patients are very much intertwined.  

Critical Care Attending Physician 

Because the patients in the Intensive Care Unit are usually acutely ill, they often 

require a breathing tube placed in their trachea to facilitate ventilation by a machine 

called a ventilator, also called a respirator.  Management of patients receiving mechanical 
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ventilation, including management of the ventilator settings and when and how to 

“wean” a patient off of mechanical ventilation, requires specialized medical knowledge in 

pulmonology.  Acutely ill patients in the ICU also frequently have unstable blood 

pressure, heart rate and electrolyte levels, amongst other issues associated with critical 

illness, which also requires specialized knowledge in treating patients with these 

problems.  Thus, these very sick patients are cared for by the critical care attending 

physicians who are medical doctors with specialized medical training and certification in 

both pulmonology and critical care medicine.  

 There are 8 critical care attending physicians employed at this hospital.  They 

take turns rotating into the ICU for a Monday through Sunday timeframe.  Then on the 

next Monday, a different ICU attending physician takes over.  The critical care 

physicians have a communication system in place whereby the physician going off 

service on Sunday will communicate to the oncoming physician regarding patient issues 

which need follow up or the progress made with different patients via written notes, a 

verbal message on an answering machine, or a telephone call to discuss more 

complicated issues.  When a physician is not assigned to the ICU, she or he assesses and 

treats patients in a clinic affiliated with the hospital.  When assigned to the ICU, the 

critical care attending physicians generally do not see patients in the clinic.  

The critical care attending physician can function in the two physicians roles 

previously described, a primary role or a consulting role.  In the primary role, the patient 

is critically ill and in need of focused care by the critical care physician. Thus, the critical 

care attending physician manages and coordinates all medical cares for the patient.  If the 

attending physician identifies a patient issue which she or he does not possess adequate 

expertise to resolve, a “consult” will be made by the critical care physician to another 

physician who possesses expertise in this problem area.  A critical care fellow explained 

it this way: “I dabble in renal, I dabble in (other areas). I do as much as I can and if I get 

to the point where I’m in over my head and I don’t know what else to do and the patient 

isn’t getting better, then I start making phone calls.”  This “consulting physician” 

evaluates the patient and provides recommendations to the critical care attending 

physician for the specific issue for which he or she was consulted.  Physicians commonly 
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consulted include infectious disease specialists to assist in diagnosing infections and 

recommending appropriate antibiotics, nephrology specialists for patients’ whose kidneys 

fail and need dialysis, and neurology specialists to assist with patients with suspected 

brain injuries. Sometimes a physician specialist is consulted by the critical care attending 

physician to assist with identifying a patient’s prognosis and communicating this 

prognosis to the patient’s family members.  This occurs most commonly with oncology 

(cancer) and neurology (brain) physicians since these physicians possess knowledge of 

prognostic data specific to their specialty areas which the critical care attending 

physicians do not.  

 Consults are made via a phone call by the critical care attending physician to the 

physician specialist.  The consulted physician assesses and evaluates the patient in the 

ICU, usually the same day as the request, and makes recommendations for treatment, or 

sometimes limitation of treatment, to the critical care attending physician.  The critical 

care physician has the choice of following these recommendations or not, but generally 

chooses to do so.  The consulting physician then “follows” the patient by coming to the 

ICU, as needed, to reassess the patient and make any further recommendations. 

Communication between the consulting physician and the critical care attending may 

occur face to face on the unit, especially after the initial evaluation, or via the phone if 

this is not possible.  Follow up communication, however, generally occurs via medical 

notes recorded in the patient’s medical record, commonly referred to as the patient’s 

“chart.” 

The critical care attending physician can also function in a consult role.  This 

occurs when a physician acting in a primary role consults the critical care attending 

physician for assistance with a patient issue.  The patient may be in the ICU already with 

cares being managed by the physician making the consult, or the patient could be in 

another unit in the hospital. The critical care physician then follows the same process 

described above for consulting physicians.  Typically, critical care physicians are 

consulted to handle specific patient issues including supporting a patient’s blood pressure 

and heart rate, balancing their blood acid-base and electrolyte levels, and managing 

respiratory issues, including managing all ventilated patients or those requiring non-
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invasive mechanical ventilation called Bi-Pap.  Thus, like all consultants, they are 

responsible for just a portion of the patient’s overall medical care and focus on this 

portion.  This can be complicated for both nurses and physicians who must identify 

which physician to call for problems with specific patient issues. 

Discussion with Critical care attending physician during rounds: 

Researcher:  “Is it confusing to know which service is in charge of which part of  

                     the  patient?” 

Physician: “No shit, Sherlock. That’s why I asked who is in charge for 

Cardiology, who is for cardiovascular surgery.  Cuz you gotta know 

those things for when the patient isn’t doing well at 2 am.  You need 

to know who to call.  But then of course it changes at 5pm cuz 

someone else is on call.” 

Patient care becomes very compartmentalized with multiple consulting medical 

specialists focusing solely on a specific patient body organ and management of 

corresponding treatments.  With this comes shifting of responsibility for aspects of 

patient care related to the specialists’ foci: 

 Discussion about a patient with a Critical care attending physician during rounds; 

 Physician:  “He’s a little more alert.” 

 Researcher:  “Now if you can figure out what’s going on with him.” 

 Physician:  “Oh, that’s not our job.” 

 Researcher:  “That’s neuro’s (neurology, brain doctor) job?” 

 Physician:  “Yea.” 

 

Critical care fellow physician speaking to the researcher during rounds regarding 

a critically ill patient whose etiology for his medical problems is unclear: 

Physician:  “This is the kind of patient where I say, ‘I’m just the vent (ventilator) 

guy.’” 

Researcher:  “It’s an easy out.” 

Physician:  “Yea.” 
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 For patients who become extremely ill, however, the critical care team is 

frequently requested by the primary physician to take over total management of the 

patient’s care until the patient either dies or stabilizes and the expertise of the critical care 

physicians is no longer needed.  Although, not all the patients in the ICU require care 

from the critical care attending physician, there are times when this physician, along with 

the critical care fellow, is responsible for cares for up to 14 critically ill patients at one 

time.  This is considered by these physicians to be a very “heavy patient load” and can 

result in considerable stress.   

Critical Care Fellow Physician 

Another important medical role in the ICU is the critical care fellow physician, 

usually referred to in the ICU as “the fellow.”   This is a physician who has already 

completed one or more residency clinical training programs, usually including specialty 

training and board certification in pulmonology, who is interested in achieving additional 

expertise in caring for critically ill patients. Thus, the fellow functions in a clinical 

training fellowship role in critical care under the supervision of the critical attending 

physicians.  

 Fellows rotate for one month blocks, including all weekends, between ICUs at 

different hospitals. Although fellows are technically considered “students,” they are 

medical doctors who provide a majority of the medical cares for all the patients being 

cared for in both primary and consulting roles by the critical care attending physicians. 

During daily medical rounds, the attending physician discusses each patient critical care 

is “following” with the fellow to discuss current treatments and patient responses and 

discuss recommendations.  The fellow frequently provides patient medical care without 

any direct supervision from the attending physician.   

The fellow has many responsibilities, including placing endotracheal tubes in 

patients’ tracheas if they need assistance with ventilation, placing special intravenous 

catheters to monitor patients’ pressures, managing ventilator settings, ordering 

medications and fluids, ordering and reading tests and laboratory work, and 

communicating with patients (if alert) and families. Fellows perform physical 

assessments of patients, evaluate patient responses to treatments, and interpret tests and 
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other data, such as vital signs, to identify patient diagnoses and prognosis.  If a patient 

requires a procedure or is experiencing a problem which the fellow is not experienced 

with or feels unsure of, the critical care attending physician will either supervise the 

fellow’s work or have the fellow observe while she or he implements the work. Despite 

the fact that the fellow provides a majority of the medical critical care for the critical care 

patients, the ultimate responsibility for patients’ well being lies with the critical care 

attending physician.  

Resident Physician 

Another physician who plays a role in the ICU, albeit a minor one, is the resident 

physician, referred to as “the resident.”  This physician has completed medical school and 

passed the medical licensure examination, so is a medical doctor.  However, in order to 

practice independently as a physician, all physicians must complete a training program 

called “residency” in which they care for patients under the supervision of experienced 

physicians who have already completed their residency.   

 Residents rotate to different units in the hospital to acquire general skills in 

caring for a large variety of patient types.  There is generally one resident in the ICU at a 

time, although, occasionally there are two, who rotate through for about a 2-3 week 

period of time.  They are assigned a small number of patients to care for, approximately 3 

or 4, and are closely supervised by both the critical care fellow and the critical care 

attending physician.  They are often only in the ICU for part of the day and then attend 

meetings or classes or work in the clinic for the rest of the day.    

It is important to note, because of the avid consulting of specialty physicians, a 

critically ill patient in the ICU generally has at least 3 or 4 physicians caring for them, not 

counting the critical care fellow and resident.  Patients who spend longer periods of time 

in the hospital, a month or more, may have up to 10 physicians caring for them, each with 

their own proscribed, differentiated concerns and patient care responsibilities.  This 

multitude of physicians lends very specialized knowledge to diagnosing and caring for 

critically ill patients which increases treatment options for each specific medical problem.  

This can prove to be a double edged sword, however, since the greater the number of 

physicians involved, the greater the potential for ineffective communication between and 
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amongst physicians and family. Another effect of multiple specialists is the increased 

number of treatment options has the potential to prolong patient trajectories, including 

dying trajectories, as physicians focus on treatments and continue with aggressive cares 

until a poor prognosis is highly certain and/or all treatment options are exhausted.  A 

family commented on this saying, physicians can “keep a dead person alive forever.  It’s 

wrong.  It’s prolonging dying.” 

Typical Day in the Intensive Care Unit  

Critical Care Nurse Perspective 

ICU nurses care for critically ill patients who respond to illness, stress and 

treatments in individualized, often unpredictable, ways.  Because of this, the “typical” 

day of an ICU nurse can vary significantly from one day to the next. The number and 

type of patient admissions and transfers in and out of the unit, transporting patients to 

other areas of the hospital for procedures, and mid-shift restructuring of patient 

assignments results in further variability from day to day and shift to shift.  With this in 

mind, however, there is a basic structure to each nursing “shift” in the ICU.    

Nursing shift work is structured by a basic routine which is initiated by the charge 

nurse in assigning patients to each oncoming nurse.  This is done prior to the nurses 

arriving on the unit.  When the nurses come in they look at the grease board to discern 

their assignment or ask the charge nurse if they do not see their name listed on the board.  

Each nurse generally cares for 2 patients, although if a patient requires complex, time 

consuming cares and/or is extremely unstable, one or, rarely, two nurses may be assigned 

to just one patient.  After identifying the patient assignment, the oncoming nurse finds the 

nurse(s) from the previous shift who cared for the patients assigned to him/her and “gets 

report” from this person (people).  

 Report is a communication process between the nurses discussing the patient’s 

relevant medical and social history and describing assessments, treatments, and patient 

responses which occurred during the previous shift, as well as issues to follow up on.  

This communication takes place either at the desk in front of the patient’s room or at the 

central work area.  The ICU nursing flow sheet is utilized to structure report with the 

nurse going through each section of the flow sheet with the oncoming nurse. The flow 
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sheet has specified areas for the nurse to record data, including a patient’s vital signs 

(blood pressure, heart rate, respiratory rate, temperature); cardiac rhythms and pressure 

levels; intravenous mediation doses; volume and type of fluid in and out of the patient; 

and patient assessments organized by body systems.  (For example, skin, respiratory, and 

cardiac.) All the body systems are included on the flow sheet. Report is also given when 

patient assignments change during a shift or a brief report is given to a “relief” nurse 

when a nurse takes a “break.” 

After report is completed, the nurse provides cares for each patient assigned to 

him or her, including assessing the patient by observing, feeling with his/her hands, and 

listening to various parts of the body with a stethoscope; giving medications; emptying 

and/or measuring fluid from drainage bags, such as measuring the amount of urine; and 

recording vital signs and other information on the ICU flow sheet and in the computer. 

The nurses often complain about how much time they have to spend recording data, 

referred to as “charting,” and how this takes time away from providing direct patient care, 

which they perceive to be their primary and most important focus.   

The types and timing of a majority of the cares are structured by ICU policies 

delineating how and when certain cares are to be provided to specific types of patients in 

addition to medical orders, and, to a lesser degree, the nurse’s judgment. Generally, the 

nurse’s judgment applies to monitoring factors relating to a specific concern more 

closely.  For instance, if a patient’s blood pressure is running low, the nurse may assess 

central venous pressures, which is an indirect measurement of the amount of blood 

coming into the right side of the heart, every hour instead of every two hours and inform 

the physician of this value in order to determine whether the patient needs more 

intravenous fluids. A nurse may also draw certain common laboratory blood tests when 

they are not ordered if it is suspected there may be a problem suggested by the patient 

assessments.  For instance, if a nurse observes irregular beats on the EKG monitor, she/he 

might draw a blood sample to check the patient’s potassium level and ask the critical care 

fellow for an order for this the next time they speak. This is readily complied with by the 

physicians.  Since critically ill patients in this setting can change very quickly, some 

assessments are done frequently, such as hourly, or even continuously.  Nurses also assist 
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physicians in implementing treatments and procedures and provide other cares 

including repositioning patients to prevent skin breakdown and suctioning their airway to 

clear secretions. If a patient becomes very unstable, the nurse assists the physician and 

other personnel in resuscitating the patient, which may include implementing chest 

compressions if the patient’s heart stops, administering emergency medications, assisting 

with ventilating a patient, or recording data. This is not meant to be a comprehensive list 

of all the cares that ICU nurses implement, but rather an outline of some of the typical 

cares.  

Another part of a nurse’s typical day is communicating with the patient’s family 

members. When family members come in to see the patient or call on the phone, the 

nurse generally “updates” them as to how the patient is “doing “compared to how they 

were previously doing, using words such as “better than,” “worse than,” or “the same as” 

yesterday, this morning, or last hour, depending on the comparison time. The nurse 

usually also explains any new treatments, test results, or patient responses and answers 

family members’ questions.  Often the nurse focuses most of the conversation on what is 

referred to as “clinical markers,” meaning specific pieces of information or data which 

the physicians and nurses believe are important indicators of how a particular patient is 

doing.  Common clinical indicators focused on in the ICU include vital signs, laboratory 

tests such as hemoglobin, white blood cell count or liver or kidney function levels, and 

the patient’s level of consciousness and ability to move his or her body and obey 

commands.  For example, a nurse might communicate to the family the patient’s white 

blood cell count is going down, which means the infection is resolving and the antibiotics 

are effective.  Families experiencing significant anxiety and/or having difficulty 

comprehending or perhaps accepting information given to them by nurses and physicians 

often require more of the nurse’s time to talk to them and explain what is going on with 

the patient.  

There is frequent movement of patients in and out of the ICU which influences 

the type and amount of nurse work in a shift.   The most burdensome of this is the large 

amount of time consuming admission and discharge paper work to be filled out by the 

nurses.  Although the charge nurse tries to distribute this work equally amongst the 
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nurses, it is possible for a nurse to transfer out 2 patients and get 2 admissions in one 

shift, which makes for a very busy shift. It takes nurses more time to get to know new 

patients and identify how best to organize their cares and the most helpful way to talk to 

and work with patients and family members.  Thus, it is generally easiest, and preferred 

by nurses, to care for patients they are familiar with and have already developed 

relationships and care routines.  

The shifts nurses work vary, but they usually work no more than 5 or possibly 6 

days in a row.  Day shift is considered 7am to 3:30pm, evening shift is 3pm to 11:30 pm, 

and night shift is 11pm to 7:30 am the following day.  Other shifts include 12 hour shifts 

starting at 7 am, 11 am, and 7pm going into the next day, as well as partial 4 hour shifts.  

The nurses work various schedules, although most rotate between 2 different shifts, and 

work every other weekend.  A few nurses work only 12 hours on the weekend and 

receive a higher level of pay for this. Only a few of the most experienced nurses work 

only day shifts. The nurses also take turns working the various holidays which generally 

alternate for certain holidays. For example, if a nurse works Christmas Day one year then 

she or he will not work it the following year unless the nurse requests to do so.  Since 

nurses are paid a higher wage for working holidays, some choose to work more holidays 

than what is required. If the next shift is in need of more ICU nurses, the charge nurse 

will ask nurses already working if they can stay an extra 4 to 8 hour for which they 

receive significantly higher pay.  The maximum number of continuous hours a nurse is 

allowed to work is 16.  

The most activity in the ICU generally occurs during day shifts, since this is when 

most transfers to other units take place, as well as planned surgeries for patient types who 

come to the ICU after surgery, such as those having coronary artery bypass and cardiac 

value surgery.   Additionally, non-emergency tests and procedures are scheduled during 

the day and many “ancillary” staff, such as physical therapists and dieticians, work only 

during the day.  Evening shifts, especially later in the evening, are generally less busy 

than days, but can still have many patients transferring out and many admitted if beds are 

available.  Night shifts usually have the least amount of activity on average, but this does 

not mean the patients need less care, just that there are fewer people in the ICU and the 
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hospital, in general, and only emergency procedures implemented.  Patients can 

become more acutely ill at any point in time, thus evening and night shifts can be 

extremely busy if this occurs, especially since there are fewer staff around to help. 

Critically ill patients are admitted to the ICU any time of the day or night and less critical 

patients are transferred out to make room for these patients when necessary.   

On busy shifts the nurses are on their feet almost constantly and do not have time 

to take a meal break and sometimes even a bathroom break.  Most of the time, however, 

they are able to take a 30 minute break during their shift for a meal or snack and relax 

and talk together in the break room while another ICU nurse watches their patients.  

When there is little activity on the unit, nurses will sit or stand around the central desk 

area and talk to other coworkers. Nurses frequently ask each other and the nursing 

assistants for help with patient cares, including turning patients, getting a patient into a 

chair, dropping off laboratory samples, and trouble shooting problems. Every time I 

witnessed this other staff members always readily complied with the request or stated 

willingness to help once they finished whatever they were currently doing.  Nurses end 

their shift by giving report to the nurse(s) who will care for their patients on the next 

shift.  

Critical Care Attending and Fellow Physician Perspectives 

The critical care fellow arrives in the ICU early in the morning, usually around 

6am, to assess the patients requiring critical care services, read their medical charts, and 

follow up on tests and laboratory work.  If there is time, the fellow tries to complete, or at 

least start, a physician ICU flow sheet for each patient, describing the physical 

assessments of the patient organized by organ systems, the medical treatments the patient 

is receiving, a list of patient diagnoses, rarely the patient’s prognosis, pending tests or 

blood work, and the plan of care moving forward. The fellow also talks to the bedside 

nurses caring for the patients to discern if they need anything or have any questions or 

concerns and to get their perspective of how the patients have responded to treatments.  

This is all done in preparation for medical rounds which occurs when the critical care 

attending physician arrives, usually around 9 or 10 am.  Rounds may be pushed back to a 

later time if the fellow and/or critical care attending physician is busy with pressing 
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issues such as caring for an acutely unstable patient, an urgent admission to the ICU, 

or a family care conference.   

“Rounds” occur daily, including weekends, usually in the morning.  The people 

participating in rounds varies from day to day, however, the critical care attending 

physician, critical care fellow, and the ICU pharmacist are always in attendance.  I 

observed rounds every day I was in the ICU.  Other staff who participant in rounds 

intermittently include the ICU charge nurse, the resident physician(s), the ICU social 

worker, and the respiratory therapist assigned to the ICU.  

 The group usually starts in the ICU conference room, or in a section towards the 

middle of both units, where a computer is located.  The fellow displays on the computer 

scans for each patient the critical care team is caring for, such as chest x-rays and CAT 

scans, and the group looks at and discusses the scans and the patient’s progress or lack 

there of.  After this, the group “rounds” from one room to the next, each time stopping 

outside the doorway to the patient’s room to discuss the patient and their treatment plan 

in more detail.  The fellow and the critical care attending physicians do a majority of the 

talking.  The fellow starts by reviewing the patient’s flow sheet, moving body system by 

body system through the sheet and discussing assessments, changes, concerns, and areas 

for follow up. Current treatments are discussed as well as significant laboratory and other 

test results.  If relevant, family issues are discussed, including the need to schedule a care 

conference or speak with families informally.  The fellow addresses a majority of the 

communication directly to the critical care attending physician.  The attending physician 

usually asks questions of the fellow, sometimes for clarification of information, 

sometimes for the purpose of teaching. Other members of the group occasionally ask 

questions or offer information pertinent to the discussion.  Any questions or concerns 

regarding medication are directed to the pharmacist.  The pharmacist frequently provides 

medication related information to the physicians and offers recommendations regarding 

how to handle medication related issues, often of her own initiative. After discussion 

between the physicians and the pharmacist, the physicians consistently follow whatever 

recommendations the pharmacist offers.  Thus, the physicians recognize the pharmacist 

to be an expert in this area and do not question her judgment.  
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After the discussion in the hallway, one of more of the physicians usually 

walks into the patient’s room to do a brief assessment and speak with any family in the 

room at that time.  The assessment is usually minimal and involves listening to the 

patient’s lungs and abdomen with a stethoscope, observing and touching the patient’s feet 

and sometimes their hands, and looking at the waveforms and numeric readings on the 

monitor and information on the ventilator screen.  If the patient is somewhat alert, the 

physicians describe to the patient what they are doing and communicate a general 

statement of patient status: “You’re hanging in there.”   They also describe basic plans 

regarding whether the endotracheal tube will need to stay in longer or can come out and 

how much longer they will probably be in the ICU.  

 If family members are in the room, either one or both physicians will speak with 

them briefly, usually after the assessment is completed.  The physicians introduce 

themselves first, if they haven’t met previously, and sometimes shake the family 

members’ hands and give them very brief information similar to what is given to the 

patient.  They usually describe how the patient is doing, in a general sense, (“He’s getting 

better, about the same, not looking too good”), report any significant lab or test results 

and explain what these mean, provide a basic description of the treatment plan, and then 

ask if the family has any questions.  Then they move on to the next patient’s room and 

repeat the same process.  

It is rare for physicians to initiate a discussion of patient prognosis with family 

members in the patient’s room during rounds unless directly prompted by family with 

questions such as “Do you think he will make it home?” or “What is the chance that she 

will come off the ventilator?”  These direct questions may or may not be answered by the 

physicians, depending on the specific physician and the physician’s level of certainty in 

the diagnosis and prognosis.  Prognostic discussions are generally reserved for formal 

care conferences when the physicians bring the family into a family waiting room, along 

with the ICU social worker, chaplain, and the patient’s bedside nurse, and speak with the 

family in private.  The physicians frequently make intuitive statements just amongst the 

group rounding, such as “I have a bad feeling about this patient,” but this is not 

communicated to the family.  
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Which physician(s) goes into patients’ rooms to briefly assess patients and 

speak with families depends on the routine of the critical care attending physician for the 

week.  With some attending physicians, both the fellow and the attending go into the 

room together, while with others just one of these physicians goes in while the other stays 

outside in the hall. Generally, the pattern is consistently repeated during the rounding 

process.  Sometimes the physicians skip rounding on some patients rooms, although it 

isn’t clear to me why this occurs.  My only conclusion is they skip rounding on patients 

they have already discussed and assessed earlier in the morning.   If rounds start late or 

last a long time, the attending physician sometimes decides to take a break for lunch and 

come back afterwards to complete rounds.  After rounds, the fellow and attending 

physicians usually divide the flow sheets between them and each completes 

documentation for the patients whenever they have time available to do so.   

The rest of the day is spent seeing patients they are asked to consult, admitting 

new patients, following up on patient test results, handling patient issues which are 

usually brought to their attention by the bedside nurse, finishing paperwork, addressing 

questions or concerns from nurses, families, and other physicians, and talking to families 

in care conferences.  Occasionally the attending physician may be pulled to the clinic to 

see a patient briefly while the fellow stays on the unit or the fellow may have a seminar 

or meeting to attend while the attending stays on the unit.   

The fellow and attending physicians are responsible for admitting patients to the 

ICU for which critical care will be the primary provider.  The number of admissions per 

day varies, but ranges between 0 admissions up to 5 or 6 or, rarely, more, sometimes in a 

very short period of time.  Admitting patients is very time consuming for the physicians 

and often stressful, especially if a patient is unstable, the prognosis is poor, and/or the 

diagnosis or plan of care is not clear.  During the admission process, the fellow and 

attending physicians first work to stabilize the patient, which might include putting an 

endotracheal tube down the patient’s throat and connecting this to a ventilator, ordering 

medications and fluids, placing catheters into the patient’s blood vessels, and ordering 

tests and blood work.  They attempt to stabilize the patient, identify or confirm a 

diagnosis, and then develop a plan of care.  When the patient’s immediate needs have 
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been addressed, the critical care fellow and/or critical care attending physician speak 

with the patient’s family, usually in the family waiting room, and communicate the 

suspected or known diagnosis, the treatments implemented thus far, the plan of care, and, 

if there is a high degree of certainty, the patient’s prognosis.  If there is not a high degree 

of certainty in the prognosis, they primarily focus communication with family on the 

treatments given and other potential future treatments.  

  A similar process is followed for patients for whom critical care is asked to 

consult.  If the patient is unstable, the critical care attending and fellow will step in and 

provide emergency care, such as was described previously, make recommendations to the 

primary doctor for an ongoing plan of care, and then continue to manage the specific 

patient issues for which they were consulted.  They will frequently communicate with the 

family of  patients they are consulting, but if the family has developed a relationship with 

the primary physician who requested the consult, they may have this physician 

communicate with the family, especially if the prognosis is poor.  

The critical care attending physician and fellow communicate with patient family 

members informally in the patient’s room during rounds if the family is there at that time, 

in the family waiting room for newly admitted patients, or in other areas of the ICU if 

family members approach them with questions or concerns.  Sometimes family, nurses or 

the physicians themselves request a formal sit-down care conference.  Since formal 

scheduled care conferences generally last at least an hour, the physicians try to schedule 

only one care conference a day, if possible. These are scheduled according to the 

convenience of the family, but generally occur sometime during the day. Usually this is 

scheduled at least a day in advance in order to give family members and staff sufficient 

time to organize their schedules so they can attend the meeting.  Usually both the 

attending and the fellow attend care conferences and take turns talking to families about 

how the patient is doing and what the plan of care should be going forward, but 

sometimes only one of the critical care physicians will attend the conference if the ICU is 

very busy.  Usually the physician who has developed the most trust with the family will 

run the care conference while the other stays in the ICU to care for the other patients.  
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The critical care attending physician and critical care fellow leave the hospital 

when all patients have been assessed and discussed, admissions, consults, and care 

conferences are completed and their patients are stable, meaning no imminently life 

threatening conditions.  This is usually late in the afternoon, but may not be until late in 

the evening.  Sometimes the fellow is not able to leave because patients are unstable or 

there are consults or admissions that keep him or her busy all evening or even all night.  

If the work load is more than the fellow can handle, the critical care attending stays to 

help.  If a patient is admitted, a critical care patient is unstable, or an urgent ICU consult 

is requested during the evening or night shift after the ICU fellow has already gone home, 

the fellow is paged to come back to the hospital to care for the patient.  If there are 

multiple admissions or a patient is so critically ill the fellow needs help, the critical care 

attending physician is called or paged by the fellow to come back to the hospital to assist.  

For non-emergency issues which cannot wait until morning, the charge or bedside nurses 

page the fellow and address questions or concerns over the phone.  

Patient Family Member Perspective 

When a patient is admitted to the ICU, the family members are asked by the 

nurses or physicians to wait in one of the ICU family waiting rooms until the patient is 

“settled.”  This may take up to an hour or more while the nurses and physicians assess the 

patient, provide emergency cares such as CPR, give fluids and/or medications, draw 

blood work, perform scans such as chest x-ray or ultrasound of the heart, lungs, or blood 

vessels, and connect the patient to necessary equipment such as the EKG monitor and IV 

pumps for administering continuous medications and fluids.   Then the critical care 

attending physician and/or critical care fellow comes into the family room to speak with 

the family to explain how the patient is doing, what treatments have been implemented, 

and the future treatment plan.  In an interview with the family of a patient, the family 

described their experience in the ICU: 

We were brought to the ICU waiting room from the Emergency Department.  We 

were “not allowed to go into the room.” A nurse came in fairly quickly to say they 

were settling my mom in her room.  Then we waited for about an hour to an hour 

and a half without hearing anything else.  Finally the ICU doctor (critical care 
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fellow) came in and said “basically the same thing as the other(Emergency 

Department) doctor” but added they would cool her for 24 hours and then warm 

her which would take about another 12 hours. After this they would” do tests to 

see how she is”. The doctor also talked to us about code status, which if he hadn’t 

brought it up we would have because we wanted to talk about this….     

 

After the discussion with the critical care physician(s), family members are 

allowed to come into the room to see the patient.  The bedside nurse caring for the patient 

usually makes sure she or he is in the room when the family first comes in to be available 

to communicate with the family.  The nurse usually describes the names and purposes of 

the various tubes and machines connected to the patient and explains the meaning of the 

numbers and waveforms on the EKG monitor.  The nurse also describes the results of 

tests performed and the meaning of these tests, as well as answers family members’ 

questions and addresses concerns.  Family is allowed to stay in the room at the nurse’s 

discretion until the nurse asks them to “step out of the room” prior to certain cares being 

given.  This usually includes turning the patient, giving a bath, changing wound 

dressings, or anything the nurse prefers to do without the family in the room.  Thus, the 

family goes back to the waiting room while the cares are implemented.  Depending on the 

nurse and how busy he or she is, the nurse may or may not come to the family room to 

inform family cares are completed and they can come back to the room.  Often the family 

comes back on their own after they think enough time has elapsed for cares to be 

completed or after the amount of time suggested by the nurse before they left the room.  

If the patient’s curtain is open when they come back to the room they are usually allowed 

by the nurse to come into the room.  If the curtain is closed they go back to the waiting 

room. Thus, the nurse acts as the “gatekeeper” for family access to the patient.  This is 

even recognized by the physicians, who ask the bedside nurse if the family can come in 

to see the patient.  Since the formal ICU visitation policy allows unlimited visitation for 

immediate family, most of the nurses allow families to spend stretches of time in the 

room between scheduled cares.  Since most cares are scheduled every 2 hours, families 

can often sit in the patient’s room for up to 1 ½ hours at a time, unless a patient becomes 
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very unstable, in which case the family will often be asked to go to the family waiting 

room. 

 Thus begins for family members of patients in the ICU a typical “cycle” of 

visiting in the patient’s room and waiting in the family room when the nurse asks them to 

step out or when the patient leaves the ICU for tests or procedures.   If a patient is very ill 

and the family fears they may die imminently, they will often stay all night and alternate 

between sleeping for short periods of time in the family waiting room at night and 

visiting the patient.  Family members take breaks to go to the cafeteria to eat meals when 

they feel it is “safe” to leave the ICU, meaning they don’t think the patient will die while 

they are away from the ICU, or other family members bring in food for them to eat in the 

family waiting room.   

Another part of a typical day for families is waiting to speak to the physicians, 

including the physician “in charge,” which means the primary physician.  Although the 

ICU nurses are usually readily available and provide information spontaneously and/or 

when asked to families, family members usually also want to speak with the physicians.  

If family members don’t work during the day, or take time off from work if they do, often 

they will sit in the patient’s room all day waiting for the primary physician to come and 

see the patient so they can talk to this physician.  Family are often hesitant to leave the 

patient’s room for even a few minutes for fear that while they are gone the physician will 

come and leave without talking to them.  This is a valid fear because often times this does 

occur and unless the physicians have been told “this family wants to talk to you today,” 

usually by the bedside nurse, the physicians will usually not attempt to seek out the 

family to speak with them.  Family members who work during the day usually come to 

visit patients in the evening and often do not have an opportunity to see the physicians 

since frequently they have gone home by then.  Family members I interviewed described 

their experience: 

The only time we talked to a doctor was the first night she was admitted.  We 

haven’t seen or talked to a doctor since.  We were in twice yesterday to visit her 

and didn’t see a doctor. We were thinking about sleeping in the waiting room 

over night but the nurse told us it would take a while for her to warm up and they 
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would not turn off the sedation and paralyzing medicine until she was warm, 

so she recommended we go home and get some sleep… The nurses have been 

providing the information we need since we spoke with the physician that first 

night….We have not met the attending physician yet, but realize he is involved in 

my mom’s care as well….   

 

 Families have other types of waiting which they must endure as well.  This 

includes waiting for test results, which sometimes takes several days, to aid in diagnosing 

problems or clarifying the patient’s prognosis, and waiting to see how the patient will 

respond to treatments.  So a typical day for a family member involves long periods of 

waiting in several forms.  This is a source of considerable stress for families as revealed 

in my discussions with them: 

There is a lot of “wait time” since we have been here.  Waiting in the ICU family 

room for someone to come and talk to us after she was admitted.  Waiting to see 

how much brain damage there will be. “Now we’re waiting to talk to the doctor 

and we don’t know when that will happen.  

 

Conclusion 

 The intensive care unit is an environment which is in constant motion and flux 

with multitudes of providers coming and going, with the exception of critical care nurses 

who are ever present to meet patients’ needs.  The large array of providers have 

interrelated yet specialized roles with specialized knowledge.  This provides 

opportunities for patients to receive a plethora of treatment options based on this 

knowledge.  It also serves to increase the likelihood of ineffective communication 

amongst providers and between providers and family members.  Since many patients die 

in the ICU, usually after withdrawal of life support, problems with communication can 

significantly increase stress for providers and family members at end of life and act as an 

obstacle to decision making.  
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CHAPTER SIX 

PROGNOSIS IN CRITICAL CARE: PROGNOSTICATION AND 

COMMUNICATION 

 

Overview 

Prognosis is a prediction of an individual’s future health and wellness.  It is based 

on a variety of data including previous health and ability, recent health events, and 

responses to treatments, amongst others.  It offers an important perspective of both the 

patient’s current and future health status and significantly influences health care decision 

making.  Since family members are generally the primary decision makers for critically 

ill patients in the ICU, prognosis is crucial information for families.   

Critical care nurse: 

“I think your families are really the ones driving the bus, so to speak, when a 

patient gets critically ill and they need to know what are the odds, what’s the 

chance of this person getting better.  And they need to know from the time they 

are admitted to everything that goes along.” 

The formation of prognosis, referred to as prognostication, is an important step in 

preparation for decision making.  Another equally important step is the manner in which 

prognosis is communicated to family members.  The manner and style of communication 

influences family members’ reactions to the decision making process as well as outcomes 

of decisions.  

Critical care nurse:  

“(H)ow it is done can have a direct influence on the outcomes of those 

conversations. So if it’s done well I think that families can be supported in making 

the right decision for the patient on behalf of the patient. If it’s not done as well 

then I think that it contributes to more questions,  maybe self doubt about 

decisions made, and it can actually make it more difficult for the family.  So I 

think it can play a key role in the outcome and how well people are adjusting to 

the decisions made.” 



 136
 The practices of prognostication and communicating prognosis are influenced 

by many factors including cognitive and social processes, perceptions of professional 

roles and responsibilities, and individual understandings.  It is important to explore these 

influences in order to unravel the complexity inherent in communicating prognosis.  An 

improved understanding of this complexity will assist in identifying means to improve 

nurse and physician communication of prognosis in the ICU setting.   Thus, in this 

chapter I will begin by discussing the act of communicating prognosis through use of the 

metaphor “painting a picture,” then discuss ways of ‘knowing’ in prognostication,  

followed by provider perceptions of roles in this communication, and end with a 

description of nurse and physician communication of prognostic information.   

Communication of Prognosis as Metaphor: “Painting a Picture” 

The act of communicating prognostic information is often described by both 

critical care physicians and nurses as “painting a picture.”  The prognostic ‘picture’ 

which is communicated is a perception of the broader perspective of the patient’s 

situation, the ‘whole picture,’ which includes a prediction of what is to come.  The 

purpose of ‘painting’ this picture is to help family members ‘see,’ and thus, ‘understand’ 

what is happening now and what will probably happen in the future.  

 Critical care nurse during an interview: 

“We do care conferences with the doctors… so the doctors can kind of paint the 

picture for them of what they think the outcome is going to be and kind of hope… 

It sometimes takes longer than others for them to come to the realization of that’s 

the way it’s going to be.” 

Gastrointestinal physician speaking to a critical care physician: 

“I painted a grim picture for the sister.” 

 

Critical care attending physician speaking to a critical care fellow about a patient: 

“The prognosis was poor yesterday, but we need to paint a slightly different 

picture today.  Tell them he did have a big heart attack, but he’s getting better.” 

 



 137
Critical care attending physician during an interview: 

“If two people paint different pictures, they (the family) believe the picture that 

they like best.  Well, that one’s the right one, you know, or the one that seems to 

jive with what they think the situation is like or what they want it to be.”  

 

Critical care attending physician during an interview: 

Researcher:  “How do you talk to families of patients who you think will die? “ 

Physician: If no one knows what (the patient) would want, then I “paint a grim 

picture. They will NEVER get home, will never wake up, will live out their days in 

a nursing home in diapers with other people meeting all of their needs.  

Especially with an anoxic hit.” 

Researcher:  “Is that what ICU physicians do, then, paint pictures for the 

families?”  

Physician:  “I don’t know, is that what we do? Maybe more like laying out a 

course, a trajectory, laying out the steps of what is to come.” 

 

Critical care attending physician: 

“You might have painted a good picture of, you know, these are the things we’re 

going to do, and they didn’t work out, you know.  And you failed to prepare the 

family for them not working out.” 

 

Critical care attending physician: 

Researcher:” So I’m kind of getting this impression that communicating 

prognostic information is painting a picture for the family.” 

Physician:  “Yea. “ 

Me: “Does that sound true to you?  Painting a picture of what things are going to 

be like later?” 

Physician:  “Or you could say it’s… you know, creating a short story, painting a 

picture…It’s foreseeing what you think is going to happen and telling them about 

that.”   



 138
  

Critical care nurse: 

“You’ll say this is, you know… this is what we would like to happen, but, you 

know, it could go this way also.  You’ve got to put both of the pictures in there.”  

 

 Critical care attending physician: 

“When you say positive things (to families) and things don’t come out as positive 

as you paint them then they’re more apt to be upset about what they were told. “  

 

Critical care attending physician: 

Physician: “I try to tell (family members) not to get bogged down in too many 

little details because there is too much variability in all those details and what we 

really need is the whole picture.” 

Researcher:  “Is that the information that you try to give to them, the whole 

picture?” 

Physician: “Yea, yea.  I’ll tell them OK, overall we’re improved.  We’ve made 

progress.  Overall they are requiring less medication for their blood pressure, the 

oxygenation is somewhat improved…. Kidneys are still a little unclear now, but 

overall we’ve made progress and I try to give them those big brush strokes.” 

 

“Painting a picture” for family members by means of communicating prognostic 

information is an attempt to provide families with “the whole picture” which involves 

painting with “big brush strokes.” This implies communication of prognostic information 

serves to tie small pieces of information or data together to form a whole.  It is the small 

pieces of information which the family members are given each day by both the 

physicians and nurses:  the patient’s white blood cell count, their blood pressure, their 

level of oxygen on the ventilator, etc…  These are often referred to in the ICU as “clinical 

markers.” But, as a critical care physician noted above, it is the whole picture which is 

most important since “there is too much variability in all those details.”   The individual 

brush strokes of data are imbued with meaning and transformed into a whole prognostic 
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picture which is a prediction of what is to come.  Communication of this meaning is a 

social process utilized to negotiate and facilitate a mutually recognized understanding of 

the situation between families, nurses, and physicians. This shared understanding serves 

as the foundation for guiding family members in making decisions and preparing them 

for the possibility of negative outcomes, including death.  

“Knowing” in Prognostication:  Intuitive versus Professional 

Cognitive processes and the valuation of these processes significantly influence 

communication of prognosis.  Two different types of cognitive processes underlie two 

different types of “knowing” which are utilized to interpret patient information, imbue 

meaning, and predict prognosis.   

“Intuitive Knowing” in Prognostication 

The first type of knowing, which usually occurs earliest in the patient’s trajectory, 

is “intuitive knowing.”  This type of knowing is commonly described as a “feeling” or 

“gut instinct” for which the nurse or physician may or may not be able to describe its 

basis. The foundation for this knowing is often based in years of clinical experience and 

applies equally to nurses and physicians.  Usually intuitive knowing occurs at a point 

where there is not yet a lot of data in the form of test results, patterns in vital signs, and/or 

patient responses to treatments, accumulated on the patient or, if data has been 

accumulated, it is contradictory or is in some other way inconclusive.   

Neurology physician speaking to critical care attending physician:  

 “I have a bad feeling about where this patient is headed.” 

 

Critical care fellow: 

Physician:  “Some patients get better no matter what you do and some don’t get 

better no matter what you do. He seems to be in the latter.  Of course that isn’t my 

professional opinion.” 

Researcher:  “I understand, it’s your gut or intuitive understanding. “ 

Physician: “Yea. “ 
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Critical care nurse during an interview: 

“I said he’s not going to make it 2 days. And (the critical care physician) looked 

at me and said, ‘What do you mean he’s not…’ and he wasn’t intubated, he 

wasn’t anything.  And I said he’s not going to make it 2 more days.  And she just 

was like, ‘How can you say that?’  And I was like, call it my gut instinct.  I’ve 

been doing this a long time.  I just… I just can tell.  I could sense it.” (The patient 

died 2 days later).  

 

Critical care attending physician speaking to a patient’s family: 

“(P)rovided she makes it out of the ICU, we are looking at her going to a rehab 

facility.  My concern is the long term.  She’ll lose muscle strength and tone.  We 

won’t be able to get her back to where she was before.  She may need to be in a 

nursing home.  My gut feeling is it would be pretty tough to get her home.”   

 

There is often a high level of uncertainty in prognostic inferences based on this 

type of knowing since it frequently occurs fairly early in the patient’s trajectory.  Thus, 

there hasn’t been much time for a lot of “evidence” to be accumulated in the form of 

“hard” scientific data such as laboratory and test results, patient responses to treatments, 

and such.  The lack of “sufficient hard data” to substantiate the prognosis gleaned from 

intuitive knowing often results in physician reluctance to communicate this information 

to family members due to uncertainty whether the prognosis is “accurate.”  Intuitive 

understandings and prognostic inferences based on this type of  knowing will frequently 

be communicated between and amongst physicians and nurses while excluding family 

members in this communication.  Conflicts arise between nurses and physicians when a 

nurse recognizes and values a prognosis gleaned from this type of knowing and believes 

it should be communicated to family members whereas the physician doesn’t recognize 

it, doesn’t value it, and/or won’t communicate it.    
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Critical care nurse speaking to me:  

“Doctors will talk to the family and then come out and tell me they’re 

never going to make it and I think why didn’t they tell them that?  

(Emphasis and gestures with both hands towards a patient’s room, 

referring to family members.)  That’s frustrating!”     

 

 Critical care nurse during an interview: 

“(I)f I have a bad feeling and the doctors come in and said ‘Oh….(raised 

inflection of voice) things are lookin’ better’.  That frustrates me and I 

kind of have to sit there for a while and say, how am I going to go in there 

and talk to them  and you know, how am I going to say that I don’t think 

things look good.” 

 

Critical care nurse: 

“There has been times where I have that feeling that the patient is not 

doing well but the doctor keeps wanting to do, OK, well let’s try dialysis 

and you’re just like, we’re fighting a losing battle.” 

 

‘Professional Knowing’ in Prognostication 

The second type of “knowing,” which generally occurs later in a patient’s 

trajectory, is “professional knowing.”  This knowing is based on hard data, such as 

observations of patient responses to treatments, laboratory and test results, and 

measurements of blood pressure and heart rate. It is the basis for the “professional 

opinion” described by a critical care fellow in one of the excerpts above. Often knowing 

begins with intuitive knowing which is then either refuted or supported by professional 

knowing once data and observations are accumulated over time. Physicians often wait to 

communicate prognostic information to families until they are able to base prognosis on 

professional knowing, meaning “enough” data has been accumulated to allow them to 

“know” the prognosis.  They utilize laboratory and test results and patient responses to 

treatments to “build a case” for what they expect will occur in the future. Once a certain 
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threshold of data and corresponding knowledge has been reached, they form a 

professional opinion which is a prognosis based on professional knowing.  The hard data 

acts as “proof” that the prognosis is “correct” and, thus, the decisions made as a result of 

the prognosis are the “right” ones.  

Critical care physician: 

“We have intuition that the patient isn’t doing well, but we need all those 

numbers leading you to not doing well, until you can accept it…. We need the 

numbers to help us feel we are making the right decision.” 

 

Critical care nurse: 

Researcher: “Physicians often have intuitive thoughts of how a patient is doing 

but aren’t comfortable making decisions until they have the numbers to back it up. 

What do you think about this?” 

Nurse:  “Yea. I think that’s the way it is.  Cause then you can… that’s  concrete to 

show the families  You can’t go to families and say ‘I feel like…’, cause then 

they’ll be like, ‘So,  do something about it’. They, they… need to have proof.  I 

think I would be that way too.  It’s proof.”  

 

From a patient’s medical record: 

Oncology (cancer) physician: “Optimal course unclear.  Would send cytology on 

any paracentesis or thoracentesis fluid.  If cytology +, would be more clear that 

oncologic prognosis is dismal and eaiser/more clear to push for (decreasing) 

aggressiveness of cure.” 

 

The lack of physician value regarding intuitive knowing, with a resultant delay in 

communication of a patient’s prognosis, has significant implications for both the patient 

and family. This relates to the fact that intuitive knowing occurs earlier in a patient’s 

trajectory, whereas professional knowing typically occurs later, often not until just prior 

to physicians convening an end of life family care conference to discuss withdrawing 

support.  Thus, family members may not be anticipating the patient’s death.  This lack of 
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“forewarning” regarding the possibility of death decreases the amount of time for 

family members’ to prepare for death, including emotional preparation for death, 

reconciliation of unresolved issues, consideration of care options including palliative 

care, and saying goodbye.  It can lead to aggressive treatments with little chance of 

success and prolonged dying trajectories for patients.  Thus, a delay in communication of 

prognostic information has significant implications for patients, family members, and 

even for nurses who believe families should receive this information earlier: 

 Critical care nurse: 

“(A)nd one thing that frustrates me is that they don’t have the care conferences 

with the families until they feel like they need to withdraw care. I mean, there’s 

patients that are in there for weeks where the family is, you know… they get little 

snippets of updates, but they don’t…. Especially the patients that we don’t know 

what’s going on for sure, what exactly is the cause of what’s happening… But, it’s 

like… families get these false hopes of things that are happening and then all of a 

sudden you throw them a curve ball and say, we think we should withdraw care…. 

Like it’s… we’re not honest until it’s time to stop.” 

 

Critical care nurse: 

“But it’s hard because you don’t want to say anything till the doctors do and they 

take weeks and weeks and weeks and you knew they were going to die weeks 

ago.” 

 

 Critical care attending physician and critical care nurse: 

 Researcher: What are you planning on saying to (patient’s) family? 

 Physician: “He’s doing very poorly and we don’t know why and he’s probably 

 going to die.” 

Nurse:  (Directed at researcher) “At least she’s one who will say it.” 

Researcher:  “And it changes the decisions when it’s not said?” 

Nurse:  “Significantly.” 
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Professional Roles in Communicating Prognostic Information 

Critical care physicians acknowledge prognostication and communication of 

prognostic information to family members as a responsibility they are obligated to fulfill 

as part of their role as a physician. 

 Critical care attending physician: 

“And I think our role is, if we have a different impression of what we think the 

outcome will be than what the family’s expectations are, that we have a role of, of 

trying to communicate it to them so that they … with any luck, would be on the 

same page, you know?  …And I mean, I think that’s our responsibility to 

communicate what we think will likely expect to happen.” 

 

Critical care attending physician: 

Researcher: “How would you describe your role in communicating prognostic 

information to family members?” 

Physician: “As a physician you are responsible.  You are the main person 

responsible. So, I think that’s our job. And occasionally, depending on the specific 

patient case there may be a time where it may be more appropriate, say for 

oncology to give the information.  Let’s say you have a patient who has leukemia 

who they have been seeing and they have an established relationship while we’re 

helping with the ventilator.  You know, in that case it may be more appropriate 

for them, because they have the relationship, to talk to the patient’s family.  But, 

especially if it’s one that we have new information on prognosis or just kind of 

putting it all together…. Who else would do it? Yea, I view that’s our job.” 

 

Conversely, many critical care nurses do not perceive communication of 

prognostic information as related to their role as a nurse, especially not the initial 

presentation of this information to family members.  Most nurses are not “comfortable” 

communicating prognostic information unless it has first been provided by a physician 

and many won’t discuss it unless directly asked by a family member. Critical care 

physicians do not recognize nurses as having a role in providing this information, as well. 
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Critical care nurse:  

There are “unspoken boundaries” regarding who can provide prognostic 

information and I am afraid of “getting in trouble”… I don’t feel comfortable 

giving medical information if the doctor hasn’t given it first and won’t give 

families prognostic information unless they ask me for it directly.  If this happens, 

I start the discussion saying “From my understanding after talking to the 

doctor……”and add “I don’t have a medical degree…..” 

 

Critical care nurse: 

“I’m not assertive enough to say I don’t think your loved one is going to make it.  

I feel better doing that after the doctor has already come in…. Cause sometimes 

family members don’t want to hear it from us.  They want to hear it from the 

doctor, so sometimes I’ve seen it work better where the doctors come in and kind 

of give them the reality of the situation and then I’ll come in and say, ‘What do 

you think?’  And then I’m more comfortable to say I agree with what, for these 

and these and these reasons, not just I agree.  I like to give them something.  OK.  

Oh, I see why, that their kidneys aren’t working, their white count is up, their 

chest x-ray isn’t getting any better.  So I would say, yea, it’s easier for me to do it 

once the doctor has done it….” 

 

Critical care nurse: 

“Most recently, I had a young woman, 40s, with cancer.  The prognosis was very, 

very poor.  And family came in that day knowing that they were going to have a 

care conference with the physicians in the afternoon and were asking me, probing 

me for information and I said, ‘You know what, I would much prefer the doctors 

to give you the information just so that we are all on the same page’…So I guess I 

try to take the physicians lead as much as I can.” 
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Critical care nurse during an interview: 

Researcher:  “Are you trying to say that you are not comfortable giving 

(prognostic) information unless the physician gives it first?” 

Nurse:  “Yes.  At least a glimpse of it.  Yes.” 

 

Critical care nurse: 

“I don’t believe in being an additional voice. There should be a consensus.” 

 

Critical care attending physician: 

Physician: “I think, as far as offering prognostic information, I don’t think that’s 

(nurses’) role.”  

Researcher:  “The nurses I have spoken with have voiced that they are not 

comfortable offering prognostic information until the physician has and then they 

reinforce it” 

Physician:  “And I think that’s perfect.” 

Researcher:  “And most of them also have a concern about having a consensus 

with the physician.” 

Physician: “Right. Right. And I think that’s totally appropriate.  And again, I 

don’t think we have too many circumstance when they’re not that way.” 

.  

A significant role critical care nurses consistently play, however, in 

communication of prognostic information at end of life is facilitator of communication 

between family members and critical care physicians.  This is most likely related to 

nurses commonly viewing patient advocacy, and by extension, family advocacy as an 

important part of their role as a nurse. Thus, when nurses are aware of family members’ 

desire to speak to a physician or the nurse perceives a need for this, nurses frequently act 

as a facilitator by seeking out the physicians and asking or telling them to speak with the 

family.  If this communication does not occur in what the nurse considers a “timely” 

manner, it is not uncommon for nurses to put “pressure” on physicians to follow up with 

this communication.   
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One topic of discussion which nurses frequently facilitate, which is an 

important stepping stone to prognostic discussions, is patient code status.  Often 

discussions of code status prompt evaluation of the patient’s overall treatment plan which 

leads to discussions of prognosis and limitation and/or withdrawal of treatment. Nurses 

state discussing code status first makes it “easier” to move to discussions of limitation of 

treatments either during this first discussion or in a subsequent discussion. 

Critical care nurse:  

“(I)f I know the family that wants to go full board and this is like, the patient is a 

frail, multi-disease patient, that you know you’re not going to want to code.  And 

let’s say they’re on multiple pressors and things are not going good.  I may grab 

one of the docs and say, ‘You know what?  Things are not looking good.  You 

need to talk…’ I may just put it in their face and just say   ‘You need to talk to this 

family.  Do you really expect us to do CPR and everything on this patient?” 

 

 Critical care nurse: 

Nurse: “(S)ometimes…doctors don’t talk, so this one is saying this and this one is 

saying this and then you hear it from the family and it’s like, wow… we’re not on 

the same page and then I’ll usually go to the primary doctor and say ‘I think this 

family needs to have a care conference because they are hearing something 

different from their own than from you guys…’.I will bring it up and ask the 

families, or even tell them, I think a care conference would be good to get the 

doctors all together ….” 

Researcher:  “Do you think most of the care conferences are initiated by nurses up 

in your unit?” 

Nurse:  “I would say the majority of them are.” 

 

Critical care nurse: 

“I also know that some of the doctors have to be wrangled to talk with the 

families and I know which ones they are.  That’s the benefit of being a nurse for 

as many years as I have.  I know a lot of these doctors really well.  So, I know 
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which ones are going to need more wrangling and which ones need to know in 

the morning, you know, this family really needs to talk to you.  And so that is part 

of my job, is to make sure that those communications happen.” 

 

Critical care attending physician: 

Researcher: “(H)ow can you manage the family members’ need for information 

with all the other needs of your practice?” 

Physician: “Well, you just say, you know, we’re going to round. I’ll talk to you 

later.” 

Researcher:  “But do you talk to them later?” 

Physician:  “Yea, you’ve got to, or the next morning.  You say, it’s really busy 

today. Your family member is OK. And you know what, we’ll have to touch base 

tomorrow or this afternoon.” 

Researcher:  “Then do you seek them out? “ 

Physician: “OK, I don’t know.  Probably not.”  

Researcher:  (laughing).  “The family members I interviewed told me they wait 

around all day and don’t get to talk to any physicians.”  

Physician:  “But then the nurses….. But if the family tells the nurse, is the doctor 

available? And the nurse says, ‘You know, you were going to talk to the family’ 

and then I’ll go, ‘OK’ (sigh).”   

 

Critical Care Nurse Communication of Prognostic Information 

Although the critical care nurses I observed and interviewed stated they are 

usually not comfortable communicating prognostic information prior to families 

receiving this information first from a physician, there are occasions when nurses do 

provide this information prior to physicians.  This usually involves situations where 

nurses perceive a high level of certainty regarding a patient’s negative prognosis, 

especially if there is consensus with other nurses and/or physicians regarding this view, 

and death is felt to be imminent or within in the next 24 hours.  
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Critical care nurse: 

Researcher: How do you work with family members who are not aware of the 

severity of the patient’s condition?  

Nurse: I try to “bring them along slowly. “I tell them what could possibly 

happen….. There was a patient I cared for last week and all the nurses and doctors 

were talking at the desk about how this patient was going to die, but the surgeon 

gave him the option of surgery! “I finally said to the family, ‘Look, he’s either 

going to die with you all around or he’s going to die in the operating room.’  I 

said that because if I was them, I’d want to know.” 

 

Critical care nurse:  

“(The patient’s daughter) was very realistic and I tried to be as realistic as 

possible. She’s like ‘Do you think I should call my husband back in right now?  

He’s back with the kids right now.’  Because she was so realistic and was really 

grasping, and I knew she didn’t want this rose colored glasses (raised pitch of 

voice) of what was going on, I said ‘We are tremendously supporting your mom’s 

blood pressure.  We’ve pretty much exhausted what we can do.’”  

 

Critical care nurse: 

I had a patient who I was fairly certain would die so I looked into one of the 

family member’s eyes and leaned in very close to them and said “He is very, very, 

VERY sick! “(She leaned in within a few inches from me and stared straight into 

my eyes when she said this.)  The family didn’t understand how sick the patient 

was and when I said this they suddenly jumped and their eyes widened…. “They 

finally got it.” 
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Critical care nurse: 

Researcher: “Do you ever tell (family members) a little bit more, like I don’t 

think they’re going to survive?”  

Nurse:  “Yea, if I think it’s imminent, yea.  If I’m thinking it’s 12 hours or a day. 

Yea.  I’ll say ‘I don’t know if they can survive today.’ Oh, absolutely.  If they’re 

on multi –pressors and I can’t get their pressure up.  And a lot of times I’ll tell 

them ‘I don’t think he can survive today and if he does I don’t know what kind of 

damage his brain is going to have.  He’s had very low blood pressures and that’s 

something else you need to think about is that he may simply be surviving but how 

intact is he going to be at the end of this and would he want that or she want 

that.” 

 

Very experienced critical care nurse: 

“I’m OK… you know, if they… what’s the chance of them surviving.  How many 

people have you seen like this.  I can answer some of that but not a lot of that 

specific questions.  There’s not a lot of questions I won’t answer.  And I’ll always 

tell them, this is my opinion, and I’m the bedside nurse, but I would suggest you 

ask the doctor, those same questions.” 

 

Preparing family members for the possibility of the patient’s death is a significant 

part of the work critical care nurses do for and with families.   Thus, their communication 

with family members is often structured with this purpose in mind.   

 

Critical care nurse; 

Nurse:  ”(T)o me if someone says they’re really, really sick I’d be like, they’re 

sick, but, there’s maybe, there’s that chance.  But if someone says they’re likely 

not going to make it,  they’re more preparing me for, OK, we’re going to prepare 

for the worst.” 

Researcher:  “Do you think that’s important for families? “ 
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Nurse: “I think it really is ‘cause I know how hard it was.  My grandmother 

had ovarian cancer and we knew she was dying for a long time.  The cancer had 

come back and she chose not, she didn’t want to go through chemo again, she 

was done with that, you know.  And we were fine with that.  We just wanted her to 

be comfortable…. It was probably 4 months before she died, but it was just like 

that day that we got the call and my husband came and told me and I was like, 

‘Wow, it’s here.’  And nothing can still prepare you for it.  We had 4 months 

(tears in her eyes).  And I knew it was going to happen, but still when that call 

came… So, I can’t imagine to me just, wow, just, to be hit all of a sudden with, 

they’re dead.  Woooo, what?  I didn’t even see this coming,” 

 

Critical care nurse talking about a discussion she had with a patient’s family 

member: 

“And (the patient’s daughter) said ‘Should I wait a little bit,’ and I said ‘We just 

drew labs for the dialysis to see how it’s working but I would guess that you’re 

probably going to have to call your husband in and start to make some 

arrangements’.  And she was like, ‘OK, that’s what I wanted to know’… instead 

of being blindsided in an hour when they couldn’t get her mom’s blood pressure 

up at all and (physician’s name) had to come in.”  

 

Critical Care Nurse:  

 “If I’m preparing them, then that final decision is a lot easier to make, than ‘Oh, 

he’s been holding his own.’ Oh ,oh,  oh, oh , bam! We want to withdraw. What?  

You’re giving up?  You’re, you’re not doing everything?’ (raised inflection).   But 

if they’ve been told all a long, you know what? We’re now doing this for him and 

he’s not responding.  We’re now doing that for him and he’s not responding to 

that either.  These aren’t good signs. But we’re going to keep going.  We’ll see 

what happens tomorrow.  Tomorrow comes, you know what?  His white count is 

even higher.  His kidneys are now… he’s not making any urine.  You know, this 

isn’t good. OK, now they’ve got this much information.  And then maybe the 
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doctor will come in and say ‘You know what?  We’ve done what we can.’  Oh, 

yea that’s right.  They have done this and they did this today and now they’ve 

done this.  They’re so much further down that road….”  

 

Critical care nurse from excerpt above who described how she leaned in really 

close to the family of a patient and told them the patient was really, really, really 

sick: 

Researcher: “Why did you do this?” 

Nurse: “I wanted the family to know what was going on.” 

Researcher: “To prepare them for the patient’s death?”   

Nurse: “Yes.” 

 

Nurses’ communication with family members often centers on providing more 

detailed prognostic information to family members (and patients) if they feel the 

physicians did not explain the information clearly enough or in enough detail for the 

patient and/or family to grasp the full significance of the information.  Nurses expressed 

concern for assuring that family members understand the potential long term implications 

and influences of treatments and treatment decisions on patient quality of life. By filling 

in the details of prognostic information they aid in interpreting the information and the 

patient’s situation for families. Thus, physicians usually “paint” the broad outline of the 

prognostic picture and nurses “fill in” the details. 

Family:  “We were just following (the patient” around and the cards were being 

Shuffled faster than they were dealt.” 

Researcher:  How did you make sense of all this? 

Family: “We made sense of it by talking to the nurses. We asked the nurses  

 questions to fill in the gaps.” 

 

Nurse:  I explain things in “layman’s terms to families because when the doctors 

talk to families they have no idea what was said and don’t want to admit it 

because they don’t want to admit they don’t understand.  The physicians say they 
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need a trach, but they don’t explain what that means.  Families don’t ask 

question about long term.”  

 

 Detailed information is also frequently provided by nurses in relation to life 

saving treatments, especially intubation and CPR, including the physical sensations of the 

treatments.  This is described by nurses as communicating the “reality” of the situation.   

Many times nurses’ more detailed descriptions of aggressive treatments prompt families 

to decide to withhold these treatments.  This often leads to discussions of prognosis and 

evaluation of the overall treatment plan with transitioning from aggressive care to a focus 

on comfort cares.  Thus, nurses’ communication often initiates a “cascade” of decision 

making leading to a focus on comfort and withdrawal and withholding of aggressive 

treatments.  

Critical care nurse: 

The nurse described a situation recently where a woman had an injury which 

resulted in her becoming a quadriplegic.  The physician said to the woman, who 

was awake and alert and able to mouth words, that he was going to put a “halo” 

on her and a feeding tube in her to give her food…..The nurse said she “couldn’t 

stand all the medical terms” the physician was using because she felt the patient 

didn’t understand what he was saying, so she said she stepped in and said “Let me 

give this a try.  ‘(Patient’s name), do you understand that when the physician puts 

the halo on that you will NEVER walk again and that when he puts the feeding 

tube in you will NEVER  be able to eat food again?’”  She said “The patient 

made a frown and lipped ‘I don’t want any of those things.’”  

 

 Critical care nurse: 

“There’s been several times that the doctors will come in with the patient and talk 

about their adv… about their code status. And, OK, we’re going to be a full code, 

and then they leave.  And then I’ll come in and say ‘So you guys talked about it 

and so…’ and I will just kind of reiterate, if her heart would stop we’re going to 

pound on her chest, we’re going to shock her and they’re like, ‘Oh. And, and will 
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that hurt?’  And I said, ‘It’s going to hurt a lot.’  ‘Oh, well maybe we don’t 

want that for our 85 year old mom.’  And then they start to reconsider things 

…They don’t think about the breaking of the ribs and the shock that could hurt 

them and stuff like that.  And so I think sometimes the way the doctors maybe 

word things when they’re talking with families, too, the families don’t get how 

painful that could be, or maybe that’s not what the family member wanted…. I tell 

them, ‘I’m not trying to scare you or anything.  I’m just telling you the reality of 

the situation, if it were to happen, is that this is what we’re going to do or this is 

what it’s like.’”  

 

Some of the most experienced critical care nurses attempt to influence physician 

communication to family members regarding utilization of aggressive treatments. 

Critical care nurse: 

“I don’t trust him (the critical car attending physician), that’s why I went into the 

(patient’s) room.  I knew he would say ‘We can put you on the ventilator and see 

how it goes.’ So, before we went into the room I said to him ‘Why even offer 

intubation and ventilation?’  He asked ‘What do you mean?” I said,‘ Why even 

offer the treatment if you know it won’t help?’ So, I told him if he offers it, make 

sure he tells her she won’t be coming off and she won’t be awake.”  

 

Critical care nurse speaking to a critical care attending physician during rounds: 

Nurse:  “Promise me you won’t use bipap or if you do you’ll tell the family you’ll 

only use it on a time limited basis.  Promise?” (Then she put her hand out towards 

the physician.) 

Physician:  “Promise.” (He shook her hand.) 
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Critical Care Physician Communication of Prognostic Information 

Methods of Communication 

Critical care physicians have different ways of approaching communication of 

prognostic information with family members.   Some physicians discuss probabilities of 

outcomes using percentages obtained from prognostic research, whereas others do not.  

Critical care attending physician: 

“I don’t usually use percentages ‘cause they are worthless too.   It’s a digital 

outcome.  They either get better or they don’t, you know? (laughs) The percentage 

doesn’t help.  If I think they might die in the next 24 hours or 48, I’ll say they’re 

sick enough that they may not survive this. And you know, that’s what I say.  And 

they usually get it.  They get that that’s really sick.  And then I give them updates 

every day.”   

 

Discussion during rounds with a critical care attending regarding a patient: 

Physician: “Single organ failure has a 25-30% mortality…. He’s much better than 

he was a couple days ago, so I am much more optimistic.  I’d be optimistic with 

the family.”  

Researcher: “Do you use numbers with families when you give prognostic 

information?”  

Physician: “Always.”  

 

Individualizing communication based on the family’s current understanding and 

emotional level is common with critical care physicians.  The physicians usually have the 

same goal, however, which is to align family members’ understandings of the patient’s 

status and prognosis with their own. 

Critical care fellow physician: 

Researcher:  What is running through your mind when you discuss prognosis with 

family members?  

Fellow:  First I assess what the family already knows and their perception of what 

is going on and what this means to them.  If the family are physicians and nurses 
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then they know exactly what is going on since they “think just like me.”  But if 

not, you never know what they may be thinking.  I act as a “buffer” and try to 

moderate perceptions which are extreme either way, either overly optimistic or 

overly pessimistic.  Sometimes I have to “talk families down,” when families 

think their loved one is dying and I tell them, no, he or she is doing better than 

they think and we think we can help them to recover.  “I try to bring them to a 

middle ground, which is where my thinking is because this is where I am at…. It’s 

my baseline and where I work from.”  

 

 Critical care attending: 

Researcher:  “How do you talk to families of patients who you think will die?”  

Physician: “I vary the words depending on the family and the situation, but I use 

words that make sense, not medical words.  I lead them down the path I want 

them to go.” 

 

Some physicians utilize metaphors in their communication, which a few family 

members told me made it easier to interpret the prognostic information.  Some 

physicians, however, offer communication which is vague and difficult for family 

members to interpret. Even use of common end of life terms can be confusing to families 

and patients since their meanings are nebulous. 

Critical care attending physician speaking with a family member:  

“You never can tell with this age group, (patient was 81 years old), but it looks 

like a bump in the road more than a dead end.” 

 

Critical care attending physician:   

“He’s sitting on the head of a pin.  Things could go either way.” 

 

Critical care fellow:  

“We’re in a race between giving him antibiotics and fluids and medications to 

support his cardiovascular system.  Right now he is in the race.” 
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Critical care attending physician speaking to a family member: 

“She’s already behind the eight ball.” 

 

Family member talking to researcher: 

Family:  “I asked the (doctor) about what he would be like if he woke up.  He said 

he would be ‘fundamentally changed.’ What does this mean?” 

Researcher:  Did you ask him what he meant? 

Family:  “No.” 

 

Critical care attending physician speaking to a patient: 

Physician: “I could put you on life support.” 

Patient: “What does that mean?” 

Physician: “I could put you on a ventilator.” 

 

Critical care attending physician: (paraphrased from notes) 

The terminology doesn’t even make sense. What is life support?  Is a patient who 

is intubated after surgery on life support? Well, yes, but it’s just a temporary 

bridge. I think bipap is life support because without it the patient would die. Even 

for patients who use bipap or cpap at home at night it could still be considered life 

support. 

 

Interview with a family member:  (paraphrased from my notes excepted quoted 

words) 

It is difficult for family members to interpret “simple words like ‘good.’”  

Families don’t know what this means. Physicians may say a patient is doing 

‘good’ and that means doing good this hour, whereas families interpret this as 

meaning, “Hooray, he’s recovering, let’s have a party, and then when the patient 

gets worse they get really blown away.” 
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Most of the physicians I observed in the ICU as well as a majority of family 

members avoided use of the words “death” and “dying.”  Instead euphemisms were 

utilized or statements were left hanging without stating the words death, or dead, or dying 

to complete them. 

Critical care attending physician speaking with family members in an end of life 

care conference. A family member asked the physician whether it was 

“necessary” for the patient to receive a surgery at another hospital. 

Physician:  “I can’t really say for sure.  They (the physicians at the other hospital) 

might have been worried that she would bleed to…..” (Did not complete 

sentence.) 

 

  Interestingly enough, this was also observed with a palliative care physician 

during an end of life care conference which I attended: 

Palliative care physician speaking to family during an end of life care conference:  

“He will become less aware and then go to sleep.” 

 

Patterns in Physician Communication of Prognostic Information 

 After observation and analysis of physician communication, I identified two 

categories of communication by physicians to family members:  informal communication 

and formal communication.  Formal and informal communication differ in the location in 

which the communication takes place, whether they are scheduled or not, the primary 

focus of content of the information, the individuals involved in the communication, and 

the structural pattern of the communication.   

Informal Communication of Prognostic Information 

Physicians frequently communicate patient information informally to family 

members either at the patient’s bedside or in the hall of the ICU.  These conversations, 

for the most part, are not scheduled, and often occur during medical rounds when the 

family is in or near the room at that time.  A majority of these discussions center around 

“clinical markers,” specific data which are significant for that patient, such as white 

blood cell count and/or blood pressure, and the physician’s perspective of whether the 
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patient is “better”, “worse” or the “same as” yesterday.  Family members learn what 

information to focus on and what questions to ask based on role modeling of 

communication from physicians and nurses. Thus, family members frequently asked 

providers questions regarding the clinical markers the physicians were following.   

Although prognostic information is most often communicated in formal 

communication, sometimes prognostic information is communicated informally, as 

illustrated here: 

Critical care fellow speaking to family during rounds at the patient’s bedside 

while critical care attending physician observes: 

Fellow: “Day by day he keeps getting better, so that’s good news.  There is an 

almost certain possibility that he’ll lose some of his fingers and toes.  It is too 

early to predict.”  

Family: How certain are you of this happening? 

Fellow: “It’s not a guaranteed thing, ‘cuz nothing is guaranteed.  But, I prefer not 

to say it won’t happen and then it does.” (The patient’s wife starts crying.)  There 

may still be more healing which may occur and we’ll “let the extremities declare 

themselves before we decide what to do… Since he’s getting better I want to 

lighten the sedation to see if anybody’s home.….” 

Wife: “That’s certainly hard to hear.”  

Sister: “There’s still some hope.”  

Fellow: “Certainly, there’s always hope.” 

Sister: His tongue is black in areas.  Will those areas slough off? 

Fellow: The tongue is extremely vascular and heals readily, so I don’t think his 

tongue will be permanently injured.   

Family: Oh, that’s good news. 

Fellow: “There’s no guarantee.” 

Sister: “Yes, nothing’s certain.”   

 

This example illuminates a common structural pattern I noticed during my 

observations of informal physician communication of prognostic information.  The 
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physicians usually start the discussion by giving good news, if there is any:“Day by 

day he keeps getting better, so that’s good news.”  Then if there is bad news, this follows 

any good news: there is an “almost certain possibility that he’ll lose some of his fingers 

and toes.”   Uncertainty is presented following prognostic information: “It is too early to 

predict” and “It’s not a guaranteed thing.”  Hope may be expressed by the physicians, as 

was the case here, but only if the physicians wish to continue with aggressive cares and 

have not reached the point of wanting to transition to withdrawal of life support.   

Another example illustrates the same communication pattern of an overall 

statement of patient well being, a focus on discussion of clinical markers and treatments, 

prognostic information, and then uncertainty.  In this situation, however, the physician 

only communicated prognostic information (regarding the ventilator) when asked directly 

by the family.  

Critical care physician speaking to a family member during rounds: 

Physician:  “He’s doing pretty well today.  Just needs a little more time.”  (She 

described clinical aspects which were improving and future treatments planned.) 

“Everything sounds good…. Se, he just needs more time.  He needs more time to  

let his lungs heal.” 

Family:  “How much longer on the ventilator?” 

Physician:  “We’ll turn down the oxygen, have him breathe more on his own and 

see how he does.  Probably by the end of the week.  Every day is a different day 

around here, so you never know.” 

 

 There is often contradiction and ambiguity expressed in informal physician 

communication of prognostic information to family members and almost always 

uncertainty.  This relates to a variety of factors including physician discomfort with the 

uncertainty inherent in prognostication, attempting to prevent any potential emotional 

responses from family, desire to decrease personal accountability if the outcome does not 

match the prediction, and perhaps even legal concerns if family members are unhappy 

with the outcome.  In this specific situation, contradiction is exhibited by the physician in 

use of the words “almost certain possibility,” which implies a high level of certainty for 
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the outcome, which is contradicted immediately thereafter in the statement “It is too 

early to predict,” which implies uncertainty.  The family is confused by this 

contradiction and attempts to clarify by directly asking the physician how certain he is of 

this outcome.  The physician then stresses the uncertainty of his prognosis: “It’s not a 

guaranteed thing, ‘cuz nothing is guaranteed” and goes on to explain: “I prefer not to say 

it won’t happen and then it does.”  So, although the physician prefers communicating the 

possibility of a negative outcome, most likely to prepare the family for this possibility, he 

utilizes repeated statements of uncertainty to diminish personal accountability for this 

prediction.  Physicians are usually careful in choosing their words in communications 

with families due to their awareness of the uncertainty inherent in prognostication: 

Critical care attending physician:   

“Sometimes I’m wrong, though, so I never say ‘This will happen.’  Rather I say ‘I 

strongly believe, or it is highly unlikely….” 

 

Critical care physicians expressed contradiction and ambiguity in informal 

communication of prognosis not only to family members, but also in private 

conversations with me.  This was interesting since the physicians were not accountable to 

me, meaning I would not ‘hold them’ to their predictions like family members might, I 

posed no litigious threat should the prognosis be inaccurate or the outcome poor, and 

there was no concern regarding an emotional reaction since I was not emotionally tied to 

any of the patients. Perhaps the ambiguity stemmed from the physician not wanting to be 

“wrong,” a “pattern” of response, or simply a high level of uncertainty perceived by the 

physician.   I often had to clarify physicians’ responses to my questions about prognosis 

due to this ambiguity.  

 

Critical care attending physician:  “He’s finally showing some improvement.”  

Researcher:  I asked the critical care fellow, “So, do you expect this patient will 

survive?”  

Fellow: (Responded very quickly) “No.” 

Researcher: “You don’t think he’ll survive?”  
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Fellow: “Not necessarily….. He’s not dead yet.” 

 

Critical care fellow discussing a patient I was following:: 

Researcher:  What is your “professional opinion of the patient’s prognosis?”   

Fellow: “Guarded.  I’m an optimist.” 

Researcher: “What does that mean?” 

Physician: “He’s sick as shit, but if he can stabilize I’m hopeful he will get 

better.” 

 

Critical care fellow speaking to me about a patient: 

Researcher:  Do you agree with the decision from the care conference to trach the 

patient and give her 2 weeks to get better? 

Fellow:  “Yes.” 

Researcher:  So, you think 2 weeks will make a difference? 

Physician:  “It might.” 

Researcher:  So, you think she may get better? 

Fellow:  “Ahhhhh, I don’t know.  She’s pretty fragile.” 

 

Formal Communication of Prognostic Information 

Formal discussions of prognostic information usually occur in one of the family 

waiting rooms and are scheduled hours to days in advance.  The critical care attending 

and/or fellow physicians, patient’s family member(s), ICU social worker, ICU chaplain, 

and bedside nurse most commonly attend. Formal discussions are initiated by a variety of 

individuals, including critical care physicians, the bedside nurse, the charge nurse, or 

family members. Sometimes the ICU social worker will “ask” the critical care physicians 

if they think it is “time” for a formal conference, which initiates the process.  Often 

prompts for formal discussions include provider perception that the patient’s chance of 

recovery is low and it is time to discuss transition to comfort cares, a major decision 

needs to be made such as tracheostomy, the patient has experienced a significant negative 

health event which has increased certainty in a negative prognosis, and/or the physicians, 
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nurses and/or family are not on “the same page,” meaning their understandings of the 

situation are not in alignment.  Sometimes formal discussions are initiated by a request by 

family members for more information. 

The formal communications I observed followed a general pattern. The discussion 

begins with introductions initiated by either the social worker or a critical care physician, 

followed by a description of the patient’s previous health issues, usually described by one 

of the critical care physicians or occasionally by the family at the physician’s request.  

Then, one or both of the critical care physicians describe what has occurred during the 

current hospitalization, including treatments given and the patient’s responses, followed 

by the physician’s view of the patient’s prognosis.  Prognosis is usually communicated 

very explicitly, often times utilizing percentages to illustrate the probability of recovery.  

At this point the physician usually discusses indications of patient wishes, including an 

existing code status directive and/or living will, and asks the family to describe the 

patient’s previous quality of life and any end of life discussions with the patient   

Commonly towards the beginning, and then again in the middle of the discussion, the 

physician points out the goal of the conference is to determine “what the patient would 

want” if he or she was able to communicate.  The physician(s) answer family questions 

throughout the discussion and then towards the end ask the family to make a decision 

regarding “where to go from here.”  If the family decides to withdraw support, the 

physician describes how this will be implemented and a timeframe for withdrawal is 

negotiated between the family and physicians.   If a finite decision is not reached, or 

family does not come to a decision which the physician agrees with, although this 

disagreement is usually not expressed to families, another meeting is set for 2-3 days later 

to “re-evaluate where things are at.” 



 164
The following is a description of a formal care conference I observed which 

illustrates this pattern of communication: 

Care conference in one of the family waiting rooms.  In attendance: several 

patient family members, a critical care attending physician, an ICU social worker 

and chaplain, and the researcher.  

The conference begins with everyone in the room introducing themselves. Then 

the critical care attending physician asks the family to describe the patient’s 

history prior to coming to the hospital.  The family speaks for about 5 minutes 

while the doctor asks occasional clarifying questions. Then the physician 

describes a ventilator is life support and clearly states “(Patient’s name) is on life 

support.”  He describes the patient’s current treatments and states the purpose of 

the conference is to determine “what (the patient) would want.”  He tells the 

family the patient is in a “critical state” and there is a “substantial risk she will 

not make it” or if she does, it will probably be a “prolonged recovery” and 

afterwards her quality of life will be reduced from what it has been.  The 

physician tells the family the patient had on file at the hospital from which she 

was transferred an order for DNI (do not intubate, meaning she does not want a 

ventilator) and DNR (do not resuscitate, meaning no chest compressions or other 

resuscitative treatments).  The family confides they were not aware of this, 

including the family member who is power of attorney.  The physician says this 

tells him “it was her wish to not be on life support.”  The family share they never 

talked to the patient about her wishes…. The physician states there is a 

“substantial risk of mortality-50%- and long term recovery, if there is any…her 

condition will be substantially worse than it was before.  We need to focus on 

what she would want.”   The family ask what they can expect if they withdraw 

life support.  The physician replies “the goal is to keep her comfortable so she 

doesn’t feel pain, shortness of breath or discomfort.” He explains the process 

including use of medications and taking out the breathing tube and states he can’t 

predict her response.  She could die in a couple minutes or in days.  The physician 
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reiterates several time the focus needs to be on “what she would want” and the 

“paramount goal is to keep her comfortable.” 

 

The repeated emphasis by the physician on the goal of “keeping her comfortable,” 

after family asked about the process of withdrawal, demonstrates the physician’s attempts 

to distance withdrawal from euthanasia.  The goal of withdrawal is to “keep her 

comfortable.”  This goal must be made explicit in order to clarify what the goal is not:  

the goal of withdrawal is not to “kill” her.  So, if death occurs while providers are 

focusing on comfort after taking out the breathing tube, this is incidental and not a direct 

or intended result of the withdrawal of support.  This distancing of withdrawal from 

euthanasia is important for legal reasons, since euthanasia is illegal, and for moral 

reasons, as well.   No one wants to accept the moral burden for someone’s death.  Thus, 

by focusing on the “accepted” goal of comfort, causation for the patient’s death is shifted 

away from the withdrawal decision and, thus, responsibility for death is shifted off of the 

decision makers. The patient’s body is then left to be responsible for death rather than the 

physician(s) and family members.  This is described in more detail in chapter 10. 

Conclusion 

 Prognostication is a process whereby discrete pieces of patient data are 

synthesized into a whole and meaning is attached including a prediction of the patient’s 

future.  Physicians recognize communication of prognosis to families is their 

responsibility as a physician, but are hesitant to do so until they can “back up” their 

intuitive knowing of prognosis with professional knowing.  This hesitancy is related to 

many factors including discomfort with the uncertainty of prognostication.  Since 

professional knowing almost always occurs just prior to end of life discussions, this leads 

to delayed communication of prognostic information to family members.   

Most nurses prefer to wait to discuss prognosis with families until physicians have 

already initiated this communication.  Nurses influence the timing of this physician-

family communication, however, as well as the content. When nurses identify the need 

for communication they prompt the physician to initiate communication with family 

members.  The goal of communication is to inform and align provider-family 
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understandings and meaning in relation to the patient’s health status.  More detailed 

information is communicated to families by the nurse if the nurse perceives the family 

either does not “sufficiently” comprehend the information provided by physicians or the 

content of information provided does not “sufficiently” explain aspects perceived by the 

nurse as important, such as physical implications of treatments and long term quality of 

life.  Nurse concerns regarding the “appropriateness” of performing CPR on patients 

often result in nurses prompting physicians and/or family members to discuss code status.  

Code status discussions usually necessarily include discussions of prognosis, and are 

often a “stepping stone” to discussions regarding withholding of other treatments and/or 

withdrawal of life support.   

In summary, nurses and physicians play complex, albeit complementary, roles in 

communication of prognostic information to family members.  It is only by considering 

factors influencing both nurses’ and physicians’ communication that a clearer picture of 

prognostic communication to family members can be revealed.   
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CHAPTER SEVEN 

TEMPORALITY IN CRITICAL ILLNESS 

  

Time Constraint as Influence 

Time is a critical influence in situations of sudden health crisis. The speed of 

patient deterioration and resulting need for rapid response in a crisis dramatically 

influences communication, decision making, and patient treatment and health trajectories.  

Family members find themselves bewildered and emotionally overwhelmed by lack of 

understanding of what is occurring during the crisis. Lack of knowledge of patient wishes 

or inability to clearly communicate known wishes during the crisis is a major factor in 

setting up scenarios commonly seen in the ICU. Thus, it is vital to delineate temporality 

in critical illness, especially as it relates to communication and decision making. 

In order to more fully comprehend the experiences or “stories” of patients and 

family members in the ICU, it is important to first comprehend the process by which 

patients arrive in the ICU, since these experiences are extremely influential regarding 

what happens later.  In critical health situations outside of the hospital, the first response 

by either a patient, family member, or a bystander is to call 911. This initiates the public 

emergency medical system and triggers an aggressive treatment pathway or trajectory.  

Often bystanders or family members begin aggressive measures themselves by initiating 

CPR.  When rescue personnel arrive on the scene they continue CPR, deliver electric 

shocks with a defibrillator if needed to reset the heart’s rhythm, provide emergency 

medications, and/or put a tube down a patient’s throat to open their airway and ventilate 

or “breathe” for the person.  

 The person, who is now referred to as a “patient,” is transported to the 

Emergency Department (ED) of the hospital where aggressive cares are continued. These 

treatments might include transfusing blood products and other fluids, placing 

intravascular catheters for measuring heart and blood pressures, implementing x-ray and 

other types of scans, and performing surgery.  If the patient has an airway tube placed in 

their trachea by a paramedic or ED physician to help them breathe, the patient is then 

placed on a ventilator.  Thus, at this point the patient is now on life support.  The timing 
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of this varies, depending on how long it takes the paramedics to stabilize the patient 

before transporting him or her to the hospital and transportation time, but can be as little 

as 30 minutes total.  So a person could shift from seemingly good health to being on life 

support in 30 minutes. There is very little, if any, time for family members to think 

through decisions due to the rapidity of the situation. They are overwhelmed emotionally, 

not only by the crisis itself, but by its speed of occurrence. Lack of family member 

comprehension regarding exactly what is occurring and the meaning of this occurrence 

potentiates feelings of fear and anxiety.  This is especially relevant if the patient was 

previously healthy and has a sudden negative health event, although even family 

members of patients with chronic illness are often caught off guard by a critical event and 

experience extreme emotional duress.   

The first priority for health care providers at the scene of a crisis, in the 

Emergency Department (ED), and in the ICU, is to keep the patient alive.  Thus, the 

focus for providers is on treatment.  This was aptly verbalized by a critical care attending 

physician: 

(W)e view putting in the line and giving them fluids and putting them on pressors 

and making decisions about direct medical care, kind of is where your focus is to 

start in the first minutes.  It’s airway, breathing, circulation.  Not airway, 

breathing, communication.  

 

Another critical care attending physician explained it this way: 

In the ICU it is unpredictable, so if something happens we have to act.  We don’t 

have the luxury of time.” 

  This prioritization of treatments is based on known physiology.  Even short 

periods of oxygen deprivation may result in irreversible brain damage. So, time is of the 

essence and the need to act quickly is imperative.  During a health crisis, action means 

aggressive life saving treatments.  One experienced critical care nurse described it this 

way: 

The ER (Emergency room) doctors, I think, they’re just trained to do emergency, 

do, do, do and by the time they get up to us it’s done.  It’s harder to undo than do.  
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Sometimes I feel like there should be a pause down there.  And, if that’s the 

case, should we make them a DNR.  Should we go ahead with full care. But, I 

think … the mentality in the ER is in and out fast.  Reduce those wait times, so the 

time it would take to do that I think gets pushed out because of quick, quick, 

quick, get ‘em in, get’ em out, get ‘em where they need to go.  So I think a lot of 

that gets lost down there.  By the time they get up to us it’s done and then we’re 

having the discussion and then it becomes let’s give them 3 or 4 days and see 

what happens…. I guess we do have people that come down kind of crashing from 

the floor and the doctor will say ‘Where’s the family?  We should talk to them 

first.’  But,… very rarely.  It’s more, get them down here and do stuff.  I feel like 

the mentality is do, do, do until you think you can’t do no more. 

The Emergency Department (ED) physician is the first physician to talk to the 

patient’s family. This physician communicates to the family the diagnosis, if known or 

suspected, and treatments the patient has already received and will receive in the future.  

Thus, the family is first informed a patient is on life support after it has already been 

initiated. Rarely is a poor prognosis communicated to families by the ED physician 

except in situations where there is a high degree of certainty in the prognosis. As soon as 

the patient is stable enough for transportation and a bed is available in the ICU, the 

patient is transferred to the ICU where the focus on aggressive life saving treatments 

continues. The assumption is made by critical care physicians that all patients who come 

to the ICU desire life saving aggressive treatments. One critical care attending physician 

stated it this way:“Don’t come to the ICU if you don’t want ICU care.”  

Another critical care attending physician described this further: 

(W)hen you come to the ICU the expectation is you will get aggressive care until 

a decision is made.  I mean, that’s the mind set of the ICU.  We do everything we 

can until there is a change of plans.  So I think the initial expectation is we will be 

aggressive until there is a reason not to be.  And maybe that’s wrong, but then 

they shouldn’t have been in the ICU in the first place. 
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An experienced ICU nurse described a situation where a physician tried to 

change a patient’s mind that was refusing intubation when he experienced 

respiratory distress: 

“(H)is (the physician’s) philosophy was if they allow themselves to come to ICU 

then they allow themselves to have full course of treatment.  You know, they OK’d 

it.” 

When the nurse advocated for the patient by telling the physician to respect the 

patient’s wishes, the physician responded;“What do you mean?  This patient can 

be saved...  Well, if a patient comes and checks themselves into the ICU, then they 

should get this and that…” 

 

A critical care attending physician suggested an alternative point of view: 

Like the patients’ families, we all have a sense that living is better than not living, 

in most cases.  So that ends up being our presumed goal when they come in.  I 

mean, that’s our presumption when they first come in, that we’re supposed to 

make them better and if you can say, well, some cases we’re supposed to make 

them better, and some cases we’re supposed to make their dying more 

comfortable…. And I think the biggest reason we don’t is because of uncertainty. 

 

These comments demonstrate lack of physician consideration regarding how time 

and emotional distress influences family members’ ability to make decisions in 

emergency situations and how this, along with our nation’s public emergency services 

system, sets essentially all patients on a fast paced aggressive treatment pathway leading 

to the ICU.  This was explained by an experienced ICU nurse who stated, “(S)ometimes 

(family) get caught up in our system moving forward so fast they can’t say woe, woe, 

woe, woe, woe… wait a minute.  Is this really what they would want?”   Additionally, 

there is little, if any, thought by critical care physicians regarding families’ actual 

understanding of what “ICU care” entails, including the extent to which critical care 

physicians can go to keep a patient alive and the potential long term implications of these 

treatments, including effects on a patient’s quality of life.   
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An important influence, which providers appear to not recognize, in setting 

patients on aggressive treatment pathways is in the United States there is only one 

structural system in place for handling health care crises.  This is the Emergency Medical 

System, or EMS.  This system initiates and ensures a pathway of aggressive life saving 

care from the first responders all the way to the ICU.   There is no system in place for the 

public to handle healthcare crises for people who do not want to be resuscitated or do not 

want certain kinds of “life support.” Every part of our nation’s emergency system is set 

up to provide aggressive treatments first and foremost. This is exemplified in the massive 

nation wide public education in the U.S. regarding calling 911 for emergencies and 

encouragement for the public to learn CPR.  Instruction in CPR is widely offered and is 

included in the curriculum for children in schools and in employee training in various 

businesses including athletic clubs, golf courses, and casinos.  This push for the public to 

learn and initiate CPR is interesting considering research has demonstrated the 

probability of survival after out of hospital CPR is less than 5%.  

In order for a person to veer from this pathway a family member needs to either 

avoid initiating emergency services by not calling 911 and instead have some other plan 

in place arranged with the patient’s physician in case of an emergency, or have a living 

will signed by the patient clearly stating their choice to not be resuscitated and/or to not 

receive specific life saving treatments which must is presented upon arrival of the 

paramedics and immediately to the Emergency physician if someone does call 911.  Even 

the presentation of a living will stating these wishes, however, does not necessarily 

preclude the initiation of emergency treatment since if even one family member demands 

aggressive treatment or if there is any doubt by the ED or ICU physician regarding if the 

family is acting in the patient’s best interest, the physician will usually proceed with 

initiating life saving measures.  This is once again based on the influence of time and the 

view that tubes put in under emergency situations can be taken out later after thorough 

discussion of the situation with the family. Unfortunately, withdrawal of care has 

temporal issues which families are completely unaware of which can lead to conflict 

between families and ICU physicians and nurses and result in considerable stress for all 

persons involved.  
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The discussion of a patient’s wishes at end of life is frequently initiated for the 

first time in the ICU at some point after admission to the unit.  This is true despite the fact 

that the ICU physicians and nurses I followed all stated that, ideally, end of life 

discussions should take place in the clinic between the patient and their primary care 

provider well before a healthcare crisis occurs.  This allows discussion of quality of life 

issues in a calm setting with a physician whom the patient has developed a relationship 

with over time. Both nurses and physicians stated beginning these discussions in the ICU, 

or even in the ED, is “too late” because the family is “already in crisis mode.”  

Unfortunately, at this time insurance companies do not reimburse physicians working in 

clinics for time utilized for these discussions since most reimbursement is focused on 

tests and procedures.  And with the amount of time it takes to discuss these issues, over 

loaded physician schedules, and lack of reimbursement, there is no structure in place to 

facilitate or encourage physicians to do so. One critical care attending physician 

explained this saying:  “Quality of life conversations are very intense and to have that 

level of intensity discussion when they have so little time and know they won’t get 

reimbursed is difficult.”  Thus, even in the clinic setting, time plays a critical role by 

influencing whether discussion and pre-planning for critical health events occur.  This, in 

turn, influences how patients and family members experience health crises and react in 

these situations.   

A majority of the time the prioritization of aggressive life saving treatments is 

appropriate based on the wishes of the patient and family.  Where conflict arises, 

however, is aggressive pathways are also initiated with many patients who have 

discussed with their families their wishes to not be resuscitated and/or not be placed on 

“life support.”  Often these wishes have even been recorded in a living will or health care 

directive.  Time constraints during the crisis, however, prevent family members from 

being able to think calmly and rationally regarding the patient’s wishes. Their thought 

processes are clouded by strong emotions of fear for the patient’s survival and well being.  

They need time to process and comprehend what has happened and what this means.  

They also need time to recall previous discussions with the patient regarding their 

healthcare wishes and sometimes even to remember the patient has a living will.”  Lack 
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of medical knowledge makes decision making even more difficult since, although 

family members may know the patient doesn’t want “life support,” they often do not 

know exactly what “life support” means.  As a result, frequently when families are told a 

patient is on a “ventilator” or a “respirator” they do not realize this is “life support.”  :  

 Even with patients who desire aggressive treatments, the point where families wish to 

stop treatments is often over stepped.   This was described by a critical care attending 

physician to those participating in medical rounds: “Before the dust settles, we’ve given 

more care than the family would want.”  He went on to say these decisions are made 

“without much time to think or consider the options and results.”  

 

Time and Its Relationship to Certainty and Communication of Prognosis 

Time acts as a framework for thinking and practice which is of crucial importance 

in the ICU.  This temporal framework is especially evident in the timing of 

communication of prognostic information and decision making between ICU physicians 

and family members.  Families are generally totally oblivious to the influence of time in 

this setting. Although ICU nurses and physicians recognize time’s influence when it is 

explicitly pointed out to them, most are not consciously aware of how time shapes their 

thinking and practice.  Decisions made by family members who do not fall within the 

timeframe expected by physicians and nurses often result in conflict between providers 

and family.  The critical importance of time as structure is especially highlighted in the 

timing of the decision to withdraw life support which will be discussed in more detail 

later in this chapter.   

The temporal framework in the ICU is made up of discrete time points, or what I 

call “time markers.” These time markers prompt prognostication and often also prompt 

providers to recognize a need for communication with family.  Time markers occur when 

either the prognosis has changed or is less uncertain and/or specific treatment decisions 

need to be made.  The time markers prompting communication are based on either 

patterns of physiologic responses based on groups of similar patients or occur at time 

points of actual physiologic responses of a specific patient.  Responses based on groups 

of similar patients are predictable since they occur at specific time intervals.  They are 
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identified from physician knowledge of patterns of physiologic responses from 

groups of patients in similar situations gleaned from clinical experience or published 

medical research.  Thus, I have labeled them “fixed” time markers since they are 

measurable and do not vary.  Responses which vary from patient to patient cannot be 

predicted and are not measurable.  I have labeled these time points “non-fixed” time 

markers.  Fixed and non-fixed time markers make up the temporal framework in the ICU.  

They identify points in time when either the certainty level of the prognosis increases to a 

point which often prompts discussion of prognosis or a treatment decision is necessary 

requiring discussion with family members. Often these discussions evolve into 

reevaluation of the patient’s treatment plan including consideration of limiting treatment 

and transitioning to a focus on comfort cares.   

 

Fixed and Non-fixed Time Markers in the ICU 

Fixed time markers are specific points in time which can be measured based on another 

known time point and, thus, are predictable.   The first fixed time marker is 24 hours after 

admission to the ICU.  Critical care physicians are very hesitant to prognosticate prior to 

the patient receiving treatment in the ICU for 24 hours since a patient’s health status can 

change dramatically during this time period.   Thus, there is a high degree of uncertainty 

regarding the patient’s prognosis in the first 24 hours after admission to the ICU.  One 

important factor related to this 24 hour time point is research has shown it generally takes 

at least 24 hours for antibiotics to affect a noticeable change in the patient’s physiological 

status.  Since many of the patients in the ICU have some type of infection requiring 

antibiotic treatment, such as pneumonia or sepsis, which is when an overwhelming 

infection causes problems with blood pressure and heart rate, this is an important 

influence related to this time marker.   

Critical care attending physician: 

“(I)n the ICU, it’s the first few hours that…. shape most outcomes.”.  

 

  



 175
Critical care fellow: 

 In the first 24 hours things can change “hour by hour or even minute by minute.  

So, we have to talk about how the patient is doing hour by hour.”  After 24 hours, 

I tell families we can talk about” day by day”, and then later when the patient is 

more stable, “week by week.”  

 

Critical care attending physician:  

“If they pull through in the first 24 hours, then where do we go from here? Then 

you have to consider meaningful recovery. Nobody has a crystal ball. If they turn 

in the first 24 hours, you give them time, because elderly patients need a lot of 

time to get better.” But then “the more time that goes by the more likely they 

won’t get better.” 

 

Critical care attending physician:  

“And there are times when you just know because of age and all the co-factors 

that… it’s unlikely that they’re going to do well.  But a lot of time, right at first 

you don’t know that.  You think that, but you don’t know that until you’ve tried 

some things, so.”  

 

On medical rounds I asked the ICU fellow what the family had been told about 

the patient’s prognosis: 

 

Critical care fellow:  

I told the family the patient has sepsis but we are not sure where the infection is 

coming from.  He is on broad spectrum antibiotics to cover it and is getting fluids 

for his low blood pressure. “We’re in a race between giving him antibiotics and 

fluids and medications to support his cardiovascular system.  Right now he is in 

the race.” 
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Then the fellow said to me: “Things will break within 24 hours.  Either we’ll 

have to go up on (vaso) pressors or down.”  (Vasopressors are a type of 

continuous intravenous medication which increases blood pressure.) 

 

Thus, 24 hours is identified by the critical care fellow as a time marker for 

identifying the patient’s prognosis. The response of the patient and the need for either 

increasing or decreasing the vasopressor medication sustaining the patient’s blood 

pressure is the indicator for the prognosis.  Going up on the vasopressors, meaning 

increasing the dose of the mediation, signifies a poor prognosis, whereas going down, 

decreasing the dose, signifies a more optimistic prognosis.  

There are exceptions to this time marker when critical care physicians 

prognosticate and communicate prognosis to family prior to 24 hours.  These exceptions 

involve situations where the physicians view the prognosis as having a high level of 

certainty.  If critical care physicians have a high degree of certainty that a patient’s 

prognosis is extremely poor, the process of communication of prognostic information and 

discussion of withdrawal of support occurs over a shorter period of time as compared to 

situations with more uncertainty.  One example from my observation in the ICU is a 

patient with advanced necrotizing fasciitis.  This is an infectious process known to be so 

fast acting that unless diagnosed and treated very early, death can occur despite use of 

aggressive life saving treatments before surgery and antibiotics have a chance to curb the 

infection.  

From my notes: 

 Wasn’t actually following this patient because he was admitted in the AM and 

very soon thereafter went to the OR (operating room).  The charge nurse told me 

the surgeon felt certain he has necrotizing fasciitis and will need debridement in 

the OR and then transfer to a different hospital for burn/wound therapy…. (T)he 

(critical care attending physician) said this patient was back (in the ICU now). 

(T)he surgeon opened him up and he was “full of dead tissue” so he just closed 

him up.  He said it is “unsurviveable.”  Shortly thereafter the surgeon showed up 
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(in the ICU) and  (told the critical care physicians) he spoke with the family 

after surgery and told them to “consider comfort care.” 

(The critical care fellow) walked over to the two nurses caring for the patient who 

were in the hallway outside of the patient’s room and said… she wasn’t going to 

talk to the family right now. The nurses immediately asked whether they should 

do the lab draws, should they treat the diabetic ketoacidosis, what about 

resuscitation? The fellow said, continue what you’re doing, no CPR.  One of the 

nurses then asked, “You’ll write the order?” The fellow said “Yes, it’s futility. I’ll 

put it in the computer.”  

(The critical care fellow) decided to talk to the patient’s wife…She (told the wife) 

the infection is “overwhelming his body and he is losing the fight… We are 

running out of ways to help him.”  She said we can keep doing what we are doing 

or we can stop everything and take out his breathing tube….  “He is unconscious 

and I don’t think he’ll wake up.  If you want to spend time with him then spend 

time with him now.”  The family asked what would happen if they took the tube 

out.  The physician said “He would die.  He would die quickly…You don’t need to 

make a decision now.”   The wife said she needed to contact one of her daughters 

who had run away from the hospital scared and they couldn’t find her.  We 

walked  back to the patient’s room and could see that despite all the fluids and 

medications the patient’s BP (blood pressure) was in the 60s (the top number, 

systolic pressure was in the 60s). The nurses were asking what they decided to do 

and asked where the wife was.  (One of the nurses) said if the family wants to 

extubate (take out the breathing tube) they need to do it now because the patient 

isn’t going to last much longer.  The wife showed up and said they wanted to 

extubate him.  The patient was extubated and died immediately thereafter.  

 

In this situation the diagnosis and prognosis after surgery was very clear.  

Impending death was so certain the critical care fellow chose to forego CPR without 

consulting the family, which is rarely done and the only time I saw this in my 9 months 

of observation.  She based this decision on the concept of “futility,” meaning CPR would 
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not benefit the patient based on her knowledge of this disease process and the extent 

of progression seen by the surgeon.  The fellow tried to allow the family some time to 

make the decision about withdrawal when she told them “You don’t need to decide now” 

but the reality was the patient was dying so quickly that a decision needed to be made 

immediately.  The patient was admitted to the ICU, sent to the operating room, came 

back to the ICU, and died there, all within about 8 hours.  

Although patients with necrotizing fasciitis are seen occasionally in the ICU, a 

more common scenario where prognosis is usually discussed prior to 24 hours includes 

patients who experience significant brain damage from lack of oxygen to the brain.  

From my notes: 

L.E. 67 year old male.  Admitted 4/16 through ER to ICU with diagnosis of 

“respiratory arrest (stopped breathing) due to massive intercerebral hemorrhage 

(bleed into the brain) from a ruptured aneurysm (vs ? mass). Patient is completely 

comatose (unresponsive).” 

PMH (past medical history): hypertension (high blood pressure) 

Chart, critical care physician: “Plan: Will continue supportive treatment.  D/W 

(discussed with) surgery, ED (Emergency doctor) and family.  They have decided 

not to pursue any surgical intervention.  They may want to withdraw ventilator 

after arrival of patient’s family.”  Patient was made a DNR (do not resuscitate).  

 

4/16  (same day) Talked to (critical care attending physician) after he talked with 

family.  He said he talked with the patient’s wife.  She had already spoken with 

the ED physician and the neurosurgeon.  He said. “She was totally with the 

program.”  She just wants his children to come in and “when they’re on the same 

page, they’ll talk about withdrawing.”  I asked whether he thinks this man will 

regain consciousness and he said “No.”  I said, so neurosurgery didn’t feel they 

could operate on him.  He said, “They could operate, but they didn’t feel there 

would be a good outcome.  You can always operate, you know.”  Then he said 

“This is life.  Things like this happen.” 
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4/17 Followed up with (critical care) fellow.  Patient was changed to comfort 

care and died in the evening of 4/16 in the ICU.  

 

 For a majority of patients, however, 24 hours is not enough time for critical care 

physicians to communicate prognosis with a comfortable level of certainty and thus they 

are hesitant to do so.  If there is no improvement in the patient’s health status 24 hours 

after ICU admission, physicians will wait for 48 to 72 hours after ICU admission to 

assess a patient’s response to treatments in order to identify a prognosis.  Thus, this is 

another fixed time marker measured in relation to the time point when the patient is 

admitted to the ICU.   

(Experienced ICU nurse): 

“(A)lot of the time you have to let the patient have a few days to kind of see which 

way they are going to go,… I mean, coming in you have this really sick person.  

Maybe in a day or two after treatment they are looking like a million bucks and 

when they came in you were saying, ‘Oh, I don’t think they’re going to make it.’” 

 

(Same nurse): 

“They give everybody the standard 48-72 hours, for the brain to wake up.  The 

neuro (neurology) people give them 72 hours.  Then they do a neuro assessment.” 

 

Critical care attending physician: 

“Yesterday there was a patient, 80 year old man with a ruptured triple A 

(abdominal aortic aneurysm).  Of course he’s not going to do well, but you don’t 

know that sometimes for 24 to 48 hours.  So he did go back to the OR for a second 

time, yes he is on a ventilator.  In fact this morning, he’s getting dialyzed….  He 

may do very poorly and we may end up withdrawing support.  His prognosis is 

poor, but it’s a little premature.” 

 

 The progression of time, accompanied by the patient’s responses to treatments, 

usually increases certainty of the prognosis, especially if the diagnosis is known. 
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Increased certainty triggers communication between physicians and family members 

and decision making regarding the treatment plan.  Physicians watch for trends over this 

time period indicating changes which may not be obvious on an hour to hour basis, such 

as a gradual improvement or deterioration in vital signs, liver function blood levels or 

level of consciousness. At this 48 to 72 hour time marker the critical care physicians 

determine whether the patient is getting better, worse or staying the same and use this 

information to predict the probability of recovery and make decisions regarding the 

treatment plan.  In this example, notice the progression in the notes of the prognosis over 

time in relation to the degree of certainty, as well as the progression of communication of 

end of life issues. These are in bold type. 

“M.A. 57 year old with h/o (history of) Down’s syndrome, VSD (ventricular septal 

defect, a hole in his heart), narrow esophagus (narrow tube leading to his 

stomach).  Lived in a group home.  Was at his job and found down in the 

bathroom (lying on the floor unconscious).  Not sure how long.  Had vomited and 

aspirated (thrown up and breathed it into his lungs).  911 was called and CPR 

done.  Was revived and brought to hospital on 12/12.  Started on hypothermia 

protocol (body cooled down to reduce organ damage from lack of oxygen).  Lots 

of food suctioned from lungs.” 

 

12/12  ICU physician note on admission: “Prognosis guarded.  When weaned off 

of paralytic (when medicine which paralyzed his muscles was stopped) began 

having myoclonic muscle activity.”  (muscles started jerking; sign of poor 

prognosis)  

 

Nursing note: “O: Address code status.. D: Able to speak with patient’s 

guardian… Updated guardian on patient’s status.  Guardian would not want 

CPR or defib (defibrillation, shocking of heart to restart it) done if patient’s heart 

would stop… A: Code status updated.  Order in (computer).  Yellow sticker 

applied. ”  (Day 1 in ICU)  (Patient was made a Do Not Resuscitate, DNR.) 
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12/13 ICU physician note: “Prognosis guarded”  (Day 2 in ICU) 

 

12/14 Neurology physician(brain doctor) note:  “Discussed with family the very 

poor prognosis.  The longer he goes without any improvement, the more definitive 

the dismal prognosis becomes.”  (Day 3 in ICU) 

 

12/14  ICU physician note:  “Neurologically (brain function) doing poorly… 

Grim prognosis.  Family conference today to discuss withdrawal.”  (withdrawal 

of life sustaining treatments)  (Day 4 in ICU) 

 

12/15 Neurology physician note:  “Prognosis for recovery to prior neurologic 

status is dismal”  (Day 5 in ICU).    

Withdrawal of life support: Was extubated (breathing tube removed) on 12/15 

and died 2 hours later.  

 

Although there is usually increased physician certainty in the accuracy of the 

prognosis, and thus increased confidence in communicating prognosis, over time, 

physicians still recognize prognostication work is a “guess” and thus fallible.   

Critical care fellow physician: 

“Predicting gets easier after the first day or two, but predicting in the ICU sets 

you up to be wrong unless it is something obvious.”   

 

Critical care attending physician:  

“We don’t have a crystal ball.  It’s like, who made you God?   We have intuition 

that the patient isn’t doing well, but we need all those numbers leading you to not 

doing well, until you can accept it.”  We have all had patients who we thought 

wouldn’t make it but then did.  So we can be wrong.  “We need the numbers to 

help us feel we are making the right decision.” 
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Another critical care attending physician: 

“It’s a harder thing to communicate, you know, that this person is likely going to 

die, or likely have a very poor outcome such that if they survive their quality of 

life will be much diminished from what it was.  Sometimes it’s hard early on in the 

process, to give them that bad of information, especially when you’re not certain 

yourself.” 

Critical care attending: 

“(Y)ou always feel awkward saying, You know, I don’t know and I can’t answer 

that question.  But over time, you get more of a feel for it and then you kind of 

can.  I mean, you get the sense over time will they come off the ventilator.  Well, 

yea.  Looks like they are.” 

 

So, communication of prognostic information is largely tied to level of certainty 

which is influenced and informed by time.  Higher levels of uncertainty result in 

physicians ordering aggressive treatments and procedures and allowing more time for 

recovery.  It also results in reluctance by physicians to discuss prognostic information 

with families for fear of being “wrong” in their predictions.  Higher levels of certainty, on 

the other hand, result in communication of prognostic information to families and 

discussions of withdrawal if the prognosis predicts a low probability of patient survival or 

recovery.  

At any point during a patient’s illness trajectory prognosis can be dramatically 

altered by physiologic responses of the patient. One category of physiologic response 

which alters prognosis is a “major or catastrophic event.”  This is a significant health 

altering event including a major heart attack, large stroke, large blood clot to the lungs, or 

cardiac arrest (heart stopping), to name just a few.  This type of time marker is non-fixed 

since it cannot be measured from another time point, cannot be predicted, and does not 

occur for all patients.  It inevitably changes the patient’s prognosis significantly for the 

worse and usually prompts communication between physicians and family regarding 

considering the possibility of withdrawal of life support and transitioning to care based 

solely on comfort measures.   
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A critical care fellow explained this to a family member who asked about a 

patient’s “chances” of recovery: 

“It’s somewhat of a moving target.  Things can change.  He could get pneumonia 

or a blood clot.”  

  

A critical care attending physician went on to say: 

 “If he has a catastrophic event, like a heart attack or a blood clot moves to his 

lungs or heart then that changes everything.  A major event would radically 

change his prognosis.  In that case I would not recommend resuscitation.  

Survival from discharge to home would be near zero.  That would be a sign that 

we lost the battle.”   

 

Additional physiologic changes, which are less dramatic but still produce non-

fixed time markers resulting in the need for prognostic reassessment, communication 

between physicians and family and decision making, include failure of a body organ such 

as kidney failure, heart failure, or liver failure.  Kidney failure is a common time marker 

seen in the ICU since critically ill patients often experience a drop in blood pressure 

which results in less blood flow throughout their body.  The kidneys are an organ which 

is very sensitive to low blood flow and is usually the first organ to fail as a result of low 

blood flow states.  Thus, kidney failure produces a time marker where a decision needs to 

be made regarding the initiation of dialysis.  If the decision is made to forego dialysis, 

this leads to a reassessment of the rest of the treatment plan and the discussion of 

withdrawal of all life sustaining treatments, since death is certain without dialysis. 

Continuing other aggressive treatments without dialysis is recognized by ICU physicians 

and nurses as serving only to prolong dying which is viewed as “unethical.” 

 Interview with Critical care attending physician: 

Researcher: “But as far as communicating the prognosis to (family), are there 

certain time points when you give that communication?” 

Physician: …“(If) things are really declining.  Or something will declare itself.  

Like the patient’s kidneys are failing and we’re going to be looking at should we 
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do dialysis or not.  So sometimes your hand gets forced, where we need to 

make a dialysis decision so that will prompt is it time for comfort care, is dialysis 

a realistic thing.” 

 

One critical care attending physician put these time markers together, as well as a 

frame of reference for decision making, when he described what he tells family members 

of ICU patients: 

I tell them the shortest timeframe where we can really give you an idea of how 

things are going is 24 hours, barring an acute change or disaster.  I don’t usually 

say disaster. . But, barring something that happens very acutely, the shortest 

timeframe for me to tell you improvement, same or worse, is 24 hours.  For trends 

we need 2-3 days.  Because there is a lot of noise in the course in the ICU.  It’s 

like someone trying to watch the stock market every minute and explain it to you. 

There’s too much variation.  And I try to tell them not to get bogged down in too 

many little details because there is too much variability in all those details and 

what we really need is the whole picture. 

 

Framing Communication in the ICU: The Two Week Time Marker  

The ICU time markers discussed so far, both fixed and non-fixed, are generally 

framed within a critical time marker of 2 weeks.  This 2 week time marker is a fixed 

marker measured from when a patient is intubated (the breathing tube is put in) or from 

when aggressive treatments were first initiated, which usually includes intubation.   For 

many patients this is measured from the date of admission to the ICU, since these patients 

are admitted already intubated or are intubated shortly after arrival, but for some patients 

this may be days into the ICU stay.   

This is not to suggest physicians do not vary from this 2 week marker, since they 

do, depending on the circumstances; it is not absolute.   But, as a general rule, if the 

patient is not showing signs of improvement after 2 weeks of aggressive treatments this 

prompts a discussion with family regarding withdrawal.  For ventilated patients who are 

stable, if they don’t show signs at 2 weeks of being able to be weaned off the ventilator in 
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the near future (eg, within the next week), this prompts a discussion of withdrawal 

versus tracheotomy and long term care.   

Critical care fellow physician discussing a patient with the researcher on rounds: 

If he keeps getting better, then on around day 14 we’ll consider whether we think 

he can get off the vent in a week and if so we won’t trach him.  It doesn’t make 

sense to trach him for a week.  If he stalls out and doesn’t get better for days and 

days then we’ll trach him. 

The importance of this time marker is supported by the fact that on the ICU physician 

flow sheet there is an area towards the top of the first page where the number of days of 

intubation is recorded every day by the critical care physicians. Additionally, during 

medical rounds, a frequent question from the critical care attending physician to the 

critical care fellow is “How many days has this patient been on the ventilator?”  

The two week time marker identifies a time point for communication with family 

members regarding discussing options to either withdraw support, including taking out 

the breathing tube with the intent of not replacing it, or perform a surgical procedure, 

called a tracheotomy, to make an opening in the patient’s neck (called a tracheostomy,) 

and place a smaller, more comfortable breathing tube through the tracheostomy into their 

trachea (airway) and commit to long term care.  Long term care is either continued care 

in the ICU if the patient is “unstable” (blood pressure and heart rate are not consistently 

in a normal range), or, for stable patients, transfer to a long term rehabilitation center 

where providers assist patients on ventilators to be slowly “weaned” off of the ventilator, 

if possible.   These are the only two options I heard communicated to family members.  

Thus, the two week time marker is an end of life versus long term care marker.  The 

significance of this decision for most patients and families is monumental. 

Very experienced Critical care attending physician: 

Researcher: “Is the 2 week time point for discussing trach(eotomy) a set point for 

this discussion?” 

Physician: “Well, you start thinking about it at 10 days, usually, and 2 weeks is, if 

they are clearly getting better then you may hold off.  But yea, 2 weeks is kind of 

where you’re usually making a decision.  Ten days to 2 weeks….. Usually there is 
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an assessment point at 7-10 days where you at least know you are in for a 

really, really long haul or is it reasonable that they’re going to come off the 

ventilator.” 

In attempting to identify the basis for this 2 week time marker for discussion of 

withdrawal versus tracheotomy, I spoke to a number of critical care physicians including 

this fellow: 

Critical care fellow: 

It is just “general practice to do everything possible, very aggressive treatment 

for 2 weeks and then if the patient is not getting better, withdraw support.” 

 

When I asked the same fellow about the 2 week timeframe for stable patients who 

were unable to be weaned off the ventilator after 2 weeks, he said (paraphrased from 

notes): 

This 2 week timeframe is based on research which was done many years ago 

when the endotracheal tubes were very rigid and led to patient complications due 

to pressure on the trachea.  Now the endotracheal tubes being utilized are much 

more flexible and made from different material.  New studies have not been 

conducted with these new tubes.  At two other hospitals where he works they 

keep their patients on the ventilator for 3 or even 4 weeks before either extubating 

or performing tracheotomy.  I asked if at this other hospitals they see 

complications associated with prolonged intubation and he replied, “No.  It’s 

institution driven.”  

I spoke with a very experienced critical care attending physician who performs 

the tracheotomies for most of the patients in the ICU.  This physician verified the 

information provided by the fellow.  Later in the week I spoke with the same critical care 

fellow about the 2 week period for aggressive treatment followed by discussions of 

withdrawal:  

From my notes (paraphrased):  

The practice of aggressive treatment for 2 weeks is tied to the 2 weeks for 

intubation and the decision about tracheostomy (which is the opening placed in 



 187
the throat when a tracheotomy is performed).  He said “Tracheostomy is a 

marker.”  This is a “practice of doctors” but there is variability in this.  Some 

doctors will discuss withdrawal earlier if the patient is like her, he said, moving 

his head toward a patient’s room, referring to an elderly patient with multiple 

health problems, “like after a week.”  Some younger doctors wait longer because 

“they aren’t sure” and they want to wait longer to see if the patient gets better.   

 

Thus, it is plausible the decision for tracheotomy is the basis for both the 2 week 

time marker for discussion of withdrawal with patients who have received aggressive 

treatments for 2 weeks without showing signs of improvement, as well as for those 

patients who have not necessarily received any aggressive treatments beyond mechanical 

ventilation but are not showing signs of being able to be weaned off the ventilator after 2 

weeks of intubation.  The only commonality between these types of patients is they both 

have been intubated for 2 weeks when the discussion occur.  Thus, tracheotomy is, 

indeed, a “marker.”  Since there is variability in physician practice from hospital to 

hospital regarding the timing of this marker, the fellow’s comments noted above ring 

true:  the 2 week time point is a “practice of doctors” and it is “institution driven.”  

Although this time point was initially determined based on research, the continuation of 

this practice despite physician knowledge that the research is outdated and no longer 

applies is further evidence of this.  

Even though the time point for tracheotomy in the physician practice in this ICU 

revolves around the 2 week intubation time point, the exact timing of the discussion is 

influenced by physician level of certainty.  As mentioned earlier, with patients who are 

slowly getting better, if the critical care physicians believe the patient may be able to be 

weaned off the ventilator within another week, often they continue to attempt to wean the 

patient off the ventilator past the 2 week time marker and delay the tracheotomy decision.  

If the physician has a high level of certainty earlier in a patient’s ICU stay that a patient 

either will not survive or will not be able to be weaned off the ventilator by the 2 week 

marker, then discussion regarding withdrawal or withdrawal versus tracheotomy is 
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initiated prior to 2 weeks, as illustrated by this critical care attending physician 

communicating with a patient’s family:  

“He has severe COPD (chronic obstructive pulmonary disease).  His lung power 

measurement is 35% predicted (measures the strength of his lungs, which is low). 

He can have a pretty reasonable life with this but it is limited.”  He described a 

car analogy with the difference between a car with 4 cylinders versus one with 6 

cylinders.  “He may have trouble coming off the vent (ventilator).  I don’t have a 

magic bullet to make him better right away…. It’s not guaranteed that we can get 

him off the machine, OK, and keep him off.”  He described tracheotomy and 

stomach feeding tube procedures.  “Normally we wait longer before we talk about 

doing a trach but I made one little change on the ventilator and he didn’t like it at 

all.  That tells me he is going to have trouble getting off the vent, so it makes sense 

to talk about this now.  He won’t be the same as he was before.  I can’t say he 

won’t have some reasonable quality of life.  The other option is take him off the 

vent and see how he does, let nature take its course and then he passes away.”   

   

Occasionally in the ICU there is a patient who “lingers.”  This patient is in a state 

of limbo where he/she is not getting any better and yet is not getting worse either.  In this 

type of situation there may not be any immediate time markers which prompt 

communication with family.  Thus, physicians instead base the timing of communication 

on whether they feel a family is “ready to talk,” which involves the physicians and nurses 

“reading” the family’s “readiness.”  One of the critical care attending physicians 

described it this way: 

And in a way it is kind of nice to have time points, but they are arbitrary.  You 

know, where the patient needs a procedure or something.  That is kind of helpful, 

‘cause otherwise sometimes they can just wallow there for a long time.  Especially 

if nothing is changing.  You know, every day things are kind of the same.  Then it 

is a little bit arbitrary when the family is kind of ready to talk or you know do you 

just keep doing daily updates for a while.  And sometimes we’ll call the care 
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conference, things are just stalled out and we want to talk to the family about 

is it realistic to keep going or not, and where are we.  

 

Patients who “linger” and receive aggressive care past the 2 week time marker 

often involve situations where there is a lot of uncertainty regarding either the prognosis 

or regarding both the diagnosis and prognosis.  Thus, the physicians focus on trying to 

identify the cause of the problem(s) while treating any reversible issues identified.  

Uncertainty may stem from test results which do not match the patient’s clinical picture 

which was the case with a patient who came to the ICU after having surgery to remove an 

abdominal tumor: 

A neurologist talking to the patient’s family during a care conference: 

 (The) sedation was removed, he woke up, his breathing was OK so the 

(endotracheal) tube was taken out.  He had difficulty speaking and decoding 

language.  (We) thought perhaps he had had a stroke.  (An) MRI was done which 

didn’t show stroke, which was surprising.  Then he had muscle movements which 

looked like seizures.  (He) had another MRI and then he had another respiratory 

arrest and was put back on the ventilator.  Three brain wave tests were done to 

record brain wave activity and we do not see evidence of seizures.  … (They) do 

show coma, but why?  Seizures were rule out, nothing is on the MRI to explain 

coma.  (He) does not have a brain infection.  The spinal tap shows no evidence of 

infection or bleeding.  My working hypothesis is the first event of anoxic ischemia 

injury may have triggered a seizure and the second respiratory arrest may have 

added more insult and explain why he is the way he is now.  He may wake up and 

do pretty well.  I’ve ruled out pretty much everything else…. After respiratory 

arrest brain cells are stunned.  They don’t recover yet but don’t die either, then 

rebound. (It) takes about 2 weeks. … Over the next few weeks we’ll look for signs 

of recovery. To support him, we can do the trach(eotomy).  If he shows signs of 

improvement there are places he can go through a rehab program and help him 

get off the heavy ICU support. 
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Because of the high level of uncertainty regarding the cause of this patient’s 

unresponsiveness and the neurologist’s view that the patient may regain consciousness 

after 2 weeks, the ICU team continued with aggressive treatments for several weeks past 

the 2 week time marker and observed the patient for signs of improvements.  During this 

timeframe the patient did not show signs of improvement, and instead starting having 

fevers of over 107 degrees.  The critical care physicians were unable to identify a source 

of infection and could not directly attribute it to brain damage since his white cell count 

was elevated which indicates an infection source.  All scans and cultures were negative 

and the patient was not responding to any stimuli or tolerating weaning from the 

ventilator.  By this point on medical rounds, when the patient had received over a month 

of aggressive care in the ICU, the critical care fellow said: 

“For the fevers I got nothing.  All the cultures are negative…. I think he is having 

set backs.  He’s getting worse.  I’m ready to make a recommendation.”(I asked 

what recommendation?) “I’m going to recommend stopping.”  The critical care 

attending physician said, “Tap the fluid in the chest.”  The fellow responded 

saying, “It’ll show nothing.”  The attending responded, “We can tell the family 

we’ve done everything.  If he didn’t have a white count it would be easier to 

blame it on his brain.”  

 

A final act by the critical care physicians was to order a procedure which they 

were fairly certain was futile as demonstrated by the fellow’s comment “It’ll show 

nothing.” The reason given by the attending physician for doing the procedure was then 

they could tell the family that “everything” was done.  This suggests doing “everything” 

will be a source of consolation for the family.   This probably relates to feelings of guilt 

and uncertainty family members often experience when considering decisions at end of 

life.  Many family members stated in care conferences they knew “everything” was done 

so it was “OK” to withdraw support.   This appears to be a means of justifying a decision 

to withdraw support.   If the physicians have exhausted all treatment options, yet the 

patient is still very ill and not recovering, then withdrawal is perceived as the only 
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alternative course of action. This was expressed by a family member of another 

patient I followed: 

In a family care conference the patient’s daughter said to the critical care 

attending physician, (paraphrased from my notes except for quoted section):  

Let’s do the trach and give it a couple weeks.  If there is no improvement let’s let 

“nature take it’s course.”  This way we can “make sure everything is done.”  

 

Physicians seem to understand this need on the part of families, as suggested by 

the critical care attending physician in an excerpt above, or perhaps physicians need this 

as well.  Perhaps physicians focus on treating reversible problems because then, when the 

decision to withdraw is made, they can assure themselves they did “everything.”  This 

may help decrease physician feelings of uncertainty regarding whether they made the 

“right’ decision by withdrawing support.  

When the physicians are in disagreement with the family regarding how to 

proceed with a patient’s care, usually in situations where a patient is lingering and the 

physicians feels it is time to consider withdrawal but the family wants continued 

treatment, the physicians will “compromise” with the family, as one critical care 

attending physician explained: 

Physician: “(U)sually what you end up doing then is compromising a 3 day turn 

around period, or something like that, if you are in disagreement.”   

Researcher:  “Does that mean (give) the treatment for 3 days are then reassess?”  

Physician:  “Right, right.  And if there’s not a lot of improvement or it….  That’s 

kind of our 72 hour rule on all decision that we think are…  It seems like it’s the 

default.  There’s always a 72 hour waiting period.”   

Researcher:  “And then you reassess?”  

 Physician:  “Right, we reassess.  And then usually we have another conversation 

or care conference with the family at that time.  Sometimes that really is enough 

for them to understand what the situation is.” 
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In the 9 months I observed in the ICU, the only treatments options I heard the 

critical care physicians offer to patients not showing signs of being able to be weaned off 

a ventilator at or near the 2 week time marker was the long term 

rehabilitation/tracheotomy trajectory and the end of life trajectory, where the 

endotracheal tube is removed with the intention of not putting it back in.  There was no 

option presented to continue weaning attempts for another week or two. Also, the 

physicians did not explain with the long term rehabilitation trajectory, if the patient is 

unable to be weaned from the ventilator at the rehabilitation facility, the option exists for 

the patient to be taken off the ventilator at this facility and be allowed to die.  This was 

only explained to family when they explicitly asked about this option. The manner in 

which physicians described the tracheotomy trajectory implied that once the tracheotomy 

was done, if the patient was unable to be weaned from the ventilator, the patient would 

remain permanently on a ventilator.  This was demonstrated in this discussion a critical 

care fellow had with an elderly female patient who was unable to be weaned form the 

ventilator after 2 weeks of intubation in the ICU: 

From my notes:  

 I asked the fellow if he had a chance to talk to (the patient) after she was 

extubated.  He said he went into her room and the patient “was totally with it.”  

She told him she was “afraid of dying” and then said “I think I want the tube back 

in.”  Then she asked him what he would do.  He said “This is what I can see 

happening,” if we put the tube back in we might not be able to get it out and then 

you would end up with a tracheostomy and a long rehabilitation in a nursing home 

if you survived.  So she said, “OK, keep me comfortable.”  She was transferred to 

another unit and died there.  

 

A critical care attending physician told me she asks this of all her patients at the 

clinic: 

“Do you want to live on a ventilator, and you may or may not ever come off?”  
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 The option for tracheotomy was communicated to patients and family 

members by the critical care physicians I observed in such a way that tracheostomy 

sounded like a permanent decision for which there was no other way “out” if the patient 

was unable to be weaned from the ventilator at the rehabilitation center.   This is not true, 

however.  The reality is, patients who are unable to be weaned off ventilators at these 

centers have the option of withdrawal. Thus, it is possible the patient described above 

may have made a different choice if the option of tracheotomy and rehabilitation had 

been described in such a way that she understood withdrawal was an option after 

tracheotomy if weaning was not successful.  Thus, she would not be “condemned” to live 

in a nursing home for the rest of her life, as implied in the physician’s communication to 

her, which she was adamantly opposed to. 

Conclusion 

Time is one of the most significant influences underlying patient care trajectories 

and communication in the ICU.  The critical nature of patient illnesses necessitates the 

need to react quickly to prevent death and disability, which requires quick decision 

making without much time for consideration and reflection.  The emotional nature of the 

crisis and lack of comprehension regarding the exact nature of the health event and the 

long term implications of treatments clouds decision making for family members, which 

is further exacerbated by limitation of time to contemplate decisions.  The healthcare 

system in the United States is structured in such a way that it places patients on fast 

paced, aggressive care trajectories, with no set points for discussion or veering from this 

trajectory until the patient is already in the ICU and on life support.  Then, “when the dust 

settles,” as one attending physician phrased it, many families find more aggressive care 

was provided than what was desired.   

Time, and its relationship with certainty, influences communication of prognostic 

information between providers and families.  The first 24 hours a patient is in the ICU is 

usually a period of high uncertainty regarding prognosis.  Thus, physicians are very 

hesitant to communicate prognostic information during this time period unless they 

perceive death is imminent.  As time goes on, the certainty level regarding prognosis 

generally increases and physicians are more inclined to communicate prognosis.  
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Patients’ physiologic responses, and their association with prognostic certainty, 

produce specific time points which prompt communication and the need for decision 

making.  

 Physician practice, as structured within an institution, produces, arguably, the 

most critical of time markers for communication and decision making, which is the 

decision regarding tracheotomy.  The critical nature of this time marker is exponentially 

increased as a result of the limited treatment options presented by physicians at this time 

point and the manner in which these options are described.  Patient options are 

communicated by physicians to families as an end of life trajectory after extubation or a 

long term rehabilitation trajectory option after tracheotomy.  Since the rehabilitation 

option is described in a manner which implies there is no option for withdrawal after 

tracheotomy, the decision at this time marker comes down to choosing between death 

versus the risk of permanent ventilation and residence in a nursing home or rehabilitation 

center.   

Communication in the intensive care unit is significantly informed by the 

influences of time and level of certainty.  The manner in which the content of 

communication is structured significantly influences treatment options and decision 

making, and thus, patient trajectories. The confluence of these forces form layers of 

complexity inherent in communication and decision making in the intensive care setting.  
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CHAPTER EIGHT 

THE TEMPORAL DIMENSION OF WITHDRAWING LIFE SUPPORT IN ICU 

 

Intensive Care Unit physicians and nurses communicate to family members that 

withdrawing life sustaining treatments is an option at any point in a patient’s trajectory.    

This is described by an experienced critical care nurse: 

I always tell my families, too, that just because we started down this course, 

doesn’t mean we can’t stop, any time. Just because, anytime you think your loved 

one is suffering and you can tell it, and see it, and sense it, and you don’t think it 

should go on, you come to us and we can stop it, anytime. 

 

Although this is often communicated to families, the reality in the ICU is 

withdrawal of life support must be carefully timed to avoid conflict between ICU 

physicians, nurses and family members.  Withdrawal which is perceived by family 

members or ICU nurses and physicians as either “too early” or “too late” results in stress 

and corresponding conflict between these parties.  Thus, this dimension of 

communication and decision making at end of life will be explored in this chapter.   

Temporal Conflicts at End of Life 

Physicians Ready to Withdraw Prior to Family 

The most common conflict related to the temporal aspect of withdrawal of life 

support is physician communication to family members of readiness to discuss 

withdrawal of life sustaining treatments before families are emotionally ready to consider 

this option.  This conflict was described by many critical care providers.  

Critical care attending physician: 

Physician: “When a family is ready to stop and I’m ready it’s so pleasant.”  

Researcher: “Does this happen often?”   

Physician: “No.”   
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Critical care attending physician: 

“There is always one person who just can’t let go.  The situations where all the 

family agrees is usually the ones where a year ago Mom was on a ventilator and 

the family went through this whole thing, and now Dad is in the ICU.  They’ve  

been through it already so they know what’s it’s like.  Only people who have 

experienced this trauma can let go early.”  

 

Critical care physicians possess medical knowledge which allows them to frame 

and make meaning of a patient’s situation and, thus, can anticipate a patient’s probable 

outcome at an early stage.  Family members, however, rarely possess this knowledge, and 

since physicians are reluctant to communicate a negative prognosis and often 

communicate this information later in a patient’s trajectory, this results in family 

members having less time to come to terms with a poor prognosis.  Also, physicians do 

not have the emotional attachment to the patient the family has, so it is far easier for 

physicians to accept a poor prognosis and the idea of withdrawing than it is for family 

members.  For the critical care physicians, the patient’s death is regrettable and often 

stressful, but for family members the death can be devastating. 

 

The following patient case studies illustrate this issue of physicians ready to 

withdraw support prior to families.  .     

First Patient Case Study 

M. L. was an 89 year old woman living at an assisted living facility.  She had 

expressed her desire to never be intubated (breathing tube placed in her trachea) or placed 

on a ventilator by completing the paperwork for a DNI order, meaning Do Not Intubate, 

two months prior to her admission to the ICU.    

M.L. had a significant history of lung and heart disease which required her to 

have continuous oxygen in the assisted living facility.  Her medical history also included 

dementia (confusion) and high blood pressure.  On 1/3 the patient’s son was visiting her 

at the assisted living facility when she had a cardiac arrest (her heart stopped).  Her son 

called 911 and CPR was initiated by untrained people at the facility until the ambulance 
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arrived, which took some where between 10-30 minutes (it is unclear in the record).  

She was brought to the Emergency Department and then admitted to the ICU.  The 

patient was intubated in the Emergency Department and admitted to the ICU on a 

ventilator.  At the time of ICU admission, the patient was exhibiting myoclonus, meaning 

muscle twitching, did not respond to any type of stimuli including pain, and some of her 

reflexes were absent. These are all ominous signs of brain damage and suggest a very 

poor prognosis.    

1/3 Day 1 in ICU (day of admission and cardiac arrest):   

Critical care physicians recorded in chart: “Long, about 50 minute discussion, with family 

(names) about treatment.  Likely if survives will have significant cognitive deficit (brain 

will not function properly), QOL (quality of life) already compromised, advanced age 

and patient appears not (underlining in chart) to have wanted resuscitation and 

intubation.  Son not willing to extubate or d/c (discontinue) pressors (medication to 

maintain blood pressure) at present.  Wants to reevaluate at 48 hours.”  

 

Nurse recorded in chart:  Patient on pressors (vasopressors: medication to maintain blood 

pressure), myoclonus x 4 extremities (muscle jerking of both arms and legs), eyes rolled 

back, no purposeful movements.  “Son at bedside with 2 friends, very tearful and reports 

feeling stressed about making any sudden EOL (end of life) decisions.  Chaplain called 

per son’s request and emotional support provided.  Patient’s son felt he needed to go 

home and sleep for a little bit before making any more decisions.” 

 

Neurology physician recorded in chart: “Pt (patient) with severe anoxic encephalopathy 

(brain damage from lack of oxygen) with secondary seizures involving face related to 

anoxic insult (lack of oxygen).  Prognosis grim… Rec (Recommendation): Concur with 

observation and d/c (discontinue) respirator given poor prognosis and pt’s (patient’s) 

prior wishes as well.  Discussed with Dr. (critical care attending physician).” 
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Nurse recorded in chart:  “Son here, tearful, updated by ICU and neuro (neurology) 

doctors by phone;  Son wishes to continue as is until 48 hours after event.  MDs (medical 

doctors) aware.” 

1/4 Day 2 in ICU: 

 Neurology physician recorded in chart:  “I did speak with son yesterday and let him 

know that her findings are consistent with severe anoxic encephalopathy with irreversible 

damage.  Questions answered.  He wishes to wait 48 hrs prior till making more decisions 

re:  life support… Rec:  Withdrawal of life support as per ICU/family wishes.” 

 

 Nurse recorded in chart:  “(Son) and 2 friends arrived at 1745 and discussed with them 

Dr. (neurology physician’s) progress note, educated on pt status and terms as ‘Glascow 

coma Scale’ and ‘severe anoxic encephalopathy’ as per request of (son).  Dr. (name) 

called to talk further with son and (son) requesting an EEG (test for brain activity) after 

the 48 hour time frame and then for him to be notified so he can officially decide on 

withdrawal of vent.  (Son) reports he felt ‘pushed’ on Friday evening and was still having 

a ‘hard time’ Sat., but today he’s ‘feeling more prepared’.  Provided emotional support 

and answered questions. “ 

 

1/5  Day 3 in ICU:  

Neurology physician recorded in chart:  “Prognosis poor…Likely will d/c (discontinue) 

respirator.  Discussed situation with son again yesterday.  Answered questions.” 

An electroencephalogram  (EEG) test was done later that day to assess the 

patient’s brain function.  The results were consistent with irreversible brain damage 

which was explained to son by the neurology physician.  After this discussion, the son 

agreed to withdraw life support.  The patient was extubated (breathing tube removed) and 

died approximately 20 minutes later.  

Analysis of Case Study 

In this situation two factors influenced the rapidity of decision making by 

physicians to withdraw life support.  One factor was the patient’s clinical presentation 

including the muscle jerking, lack of consciousness, inability to respond to stimuli of any 
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kind, and loss of normal body reflexes.  These patient responses all supported a very 

poor prognosis with significant brain injury if the patient managed to survive.  The other 

factor was the patient had a DNI order which indicated she did not wish to be intubated 

or be placed on a ventilator.  The neurologist recorded in the patient’s chart the patient’s 

previous quality of life, which was “already compromised,” and “advanced age” (89 

years old) were other factors also taken into consideration.  This culminated in the 

neurologist recommending withdrawing life sustaining treatments to the critical care 

physicians and communicating this to the family the same day of patient admission to the 

ICU. 

The conflict regarding the timing of the discussion regarding withdrawal resulted 

from a combination of the certainty of poor prognosis and the patient’s DNI order, which 

prompted immediate discussion of withdrawal, and the son’s grief reaction which made it 

difficult for him to make end of life decisions.  The son needed time to come to terms 

with the sudden deterioration in his mother’s health and cope with the anticipatory 

grieving he was experiencing.   

It is unclear whether the paramedics and ED (Emergency Department) physicians 

were aware of the patient’s DNI order and intubated her because they were not aware of 

its existence or whether the son desired intubation for his mother and they were following 

his wishes. Since the ICU and neurology physicians knew of the order immediately upon 

arrival, it is possible the patient was intubated based on the son’s request.  Either way, it 

was evident the son was not mentally prepared for his mother to die, despite her poor 

previous level of health, and needed time to prepare himself to make difficult end of life 

decisions for his mother.   

Part of the son’s preparation to make end of life decision for his mother was to 

verify the grim prognosis communicated to him by the neurologist, which was 

accomplished by repeating the EEG 48 hours later.  The recommendation of the 

neurologist to the family to withdraw support on the first day of the patient’s 

hospitalization did not allow the son adequate time to ready himself for this difficult 

decision and resulted in his feeling “pushed” by the physicians to make a decision.  This 

further increased his stress level.  With 48 hours of time to process the diagnosis and 



 200
prognosis and verification of this with a repeated EEG, the son was ready to follow 

the physicians’ recommendation and agreed to withdrawal of life support, thus resolving 

the conflict.  

Critical care physicians are aware of family members need for time as it relates to 

conflict between provider and family: 

 Critical care attending physician: 

Researcher:  “What if family members disagree about what is ‘best’ for the 

patient?” 

 Physician:  “They usually just need more time to come to grips with what is 

happening.”  

 

Second Patient Case Study 

F.T. was an 81 yr old female with a past medical history of dementia (confusion) 

and high blood pressure. She lived with and was cared for by her son and daughter-in-

law.  Her family brought her to the Emergency Department with complaints of difficulty 

swallowing over the past few months.  The family thought initially it was due to poor 

denture fit, but now the patient was experiencing right sided weakness.  The patient was 

given antibiotics for suspected pneumonia on chest x-ray and told to come to the clinic in 

2 weeks for a follow up appointment.  She was brought to the clinic 2 weeks later, on 

12/5, with complaints of increased right sided weakness and persistent difficulty 

swallowing.  She was admitted to the hospital with a diagnosis of pneumonia believed to 

be due to aspiration. 

The patient’s admitting medical orders stated she was not to be allowed anything 

by mouth due to her swallowing difficulties, but a hospital employee mistakenly gave her 

a tray of food.  The patient’s nurse came into her room and found the patient sitting up 

with a meal tray in front of her and food in her mouth.  The patient became unresponsive 

and experienced a cardiac arrest (her heart stopped).  The code team was called to 

resuscitate her and found she had a cardiac rhythm (her heart showed electrical activity) 

but she did not have a pulse or blood pressure. CPR was implemented, food was removed 

from the patient’s trachea, and the patient was intubated and ventilated.  The patient was 
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revived from the resuscitation and transferred to the ICU on a ventilator.  The 

admitting ICU diagnosis was respiratory failure due to pneumonia with secondary sepsis 

(an overwhelming infection effecting blood pressure and heart rate) 

 

12/6 Day 2 in the ICU:  

The patient was diagnosed with anoxic brain injury/encephalopathy (brain damage from 

lack of oxygen).  A physician recorded in the chart that the patient’s son was very upset 

about his mother receiving a food tray. 

Neurology physician recorded in chart:  “Anoxic encephalopathy.  Prognosis poor.  DNR 

appropriate- consulted with son, wants no change in code status.”  (Son wants full code, 

meaning wants CPR if her heart stops.) 

 

Critical care physician recorded in chart: “Prognosis poor, given myoclonus” 

(involuntary contracting of muscles). 

 

12/7 Day 3 in ICU:  

Neurology physician recorded in chart:  “Prognosis grim…. Prognosis couldn’t be more 

dismal.” 

 

The clinic physician who admitted the patient to the hospital recorded in the chart: 

“Daughter here.  Aware of poor prognosis.”  (Was actually the daughter-in-law) 

 

12/8  Day 4 in ICU: 

Clinic physician recorded in chart:  “Anoxic brain injury now day #3 s/p (status post) 

arrest…. Concerned this may be new baseline.  We’ll need a family conference.” 

 

Neurology physician recorded in chart:  “No meaningful recovery” 
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Critical Care physician recorded in chart:  “Poor prognosis.  Care conference needs 

to be arranged to discuss withdrawal of support… Care conference discussing poor 

prognosis.  Family will decide what to do.”  

 

Nurse recorded in chart:  “Care conference held today with (names).  Family to decid.e”  

In speaking with a critical care attending physician, the physician told me she had 

a care conference with the son and he seemed to comprehend the poor prognosis 

including the fact that his mother would never get better due to the lack of oxygen to her 

brain.  Then the daughter-in-law came in and said “Do everything.”  

 

12/9 Day 5 in ICU: 

Neurology physician recorded in chart:  “Prognosis grim for return to meaningful 

recovery.  Support withdrawal of all but comfort support.” 

 

Several months later from a telephone interview with the critical care attending 

physician who cared for the patient, paraphrased from my notes: 

Physician:  I spent a lot of time talking to the family but they wanted everything 

done.  I refused to trach the patient.  They got an ethics consult, and the ethics 

committee supported my decision not to trach the patient.  The family 

immediately started saying they wanted her transferred to another facility.  I told 

them “NO ONE would take her” because she has no chance for recovery.  It was 

“written all over the chart” that recovery was not possible.  So what happens, 

another facility agrees to take her! And the day they get her they send her to 

another hospital for a trach and a PEG (a surgically placed feeding tube in her 

stomach)!  She stayed at this rehab facility for 6 weeks and then they withdraw 

support and she died.  “I think this family should be sent a bill” for all the time I 

spent talking to them, but they didn’t want to hear it.  They left and wouldn’t 

come back to see her and didn’t want to talk to me.  They only talked to the social 

worker on the phone.  They didn’t see her laying there with all her tubes and not 

able to do anything. 
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 Researcher:  Do you think it was related to her choking on the food on the other 

floor when she was NPO ( nothing by mouth), that they lost trust in the care 

providers there because an error was made?  

 

Physician: “I think it was a race issue.  She was an African American woman.… 

For the other healthcare facility to accept a basically brain dead woman was 

insulting.  I was upfront and honest with the family from the beginning.”   

 

Researcher:  I remember you told me all the other ICU physicians agreed with 

you regarding your decision to not trach this patient.  Does this mean that you 

consulted with them on your decision? 

 

D:  “There was nothing to consult on. There was nothing on exam.  Nothing.  All 

she did was breathe and twitch.  Nothing. Neuro was involved, I think, and we 

agreed.  I also talked with (another ICU staff physician) who had a title at this 

other facility.  He asked me about this transfer, so I told him what I knew.  He 

tried to block it (the transfer), but the transfer was already in place.” 

 

Analysis of Case Study. 

The high certainty of a poor prognosis in this case study mirrors the previous case 

study and prompted early discussion of prognosis and withdrawal of life support.  The 

conflict in this situation, however, played out very differently as compared to the first 

example.   Reasons for this can be postulated, including the events leading up to the 

patient’s transfer to the ICU.   The fact that this patient was alert and oriented prior to 

accidentally receiving a food tray and choking on some food leading to an anoxic event 

which triggered a full cardiac arrest cannot be overlooked.  Thus, the family was aware 

the patient’s health status changed rapidly for the worse due to an employee error.   It is 

interesting that upon questioning along this avenue, the critical care attending physician 

chose to dismiss this influence, instead casting blame on a “huge stroke” and saying it 
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was a “race issue’.   The problem with the first explanation is the patient did not have 

signs of a huge stroke, either clinically or on head scans, prior to choking on the food to 

corroborate this conclusion.  The code record clearly stated the anesthesiologist found 

food in the patient’s trachea when she was resuscitated.   It is possible she may have had 

a stroke while she was eating, but the fact remains she was given food when she 

shouldn’t have been, she had known difficulty with swallowing, and there was food in 

her airway which prevented her from getting oxygen to her lungs.  The second 

explanation, that of race being an influence, may have come into play, but I had not heard 

discussion of this during the week I attended rounds when I was following the patient nor 

did I hear the critical care fellow or any of the nurses mention race as an issue.   

The critical care attending physician based the decision to refuse to allow 

tracheotomy on the concept of futility, meaning it would not benefit the patient in any 

way.  There were other patients I followed, however, who received tracheotomies and 

were transferred to rehabilitation facilities despite having the critical care attending 

physicians perceive recovery was highly unlikely and further treatment was futile.  A 

critical care attending physician (not the same one as in the case study), verified this 

observation: 

 

We struggle a lot with futility.  Where they (the family) will not withdraw.  And 

you’re kind of beating your head against the wall, so when it’s one of those 

situations many times we just give up and do whatever they say because it’s just 

ummm…. They never change. 

 

So what was different about this situation that it reached a point where the 

physician refused to allow the tracheotomy instead of going along with the family?  The 

fact that the family “left” after the care conference and did not come back to see the 

patient or talk to the physicians in person inflamed the situation.  By doing this the family 

essentially cut off all communication with the physicians and were only speaking to the 

social worker via telephone.  This angered and frustrated the physician since she was 

unable to resolve the conflict and align the family’s understanding of the situation with 
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her own by communicating her understanding to the family and showing them the 

patient’s lack of consciousness or movement of any kind.  Also, the high degree of 

certainty in the prognosis, which the critical care attending physician and an experienced 

ICU nurse described as “basically brain dead,” provided strong support for the perceived 

view that there was no chance for patient recovery.   It is plausible the physician 

perceived the family’s refusal to visit the patient or speak with her or the fellow as 

“defiance,” which resulted in a power struggle whereby the physician demonstrated her 

power by refusing to agree to tracheotomy.  

Family Delay in Implementing Withdrawal 

Another temporal issue at end of life is the timing of the withdrawal itself.  

Sometimes there is a delay between when the decision to withdraw support is made and 

when the life sustaining treatments are actually stopped.  This can result in a great deal of 

stress for ICU nurses and physicians, as was demonstrated in this interview with an 

experienced ICU nurse who frequently functions in a charge nurse role.  

Nurse:  “And this person, we probably should have withdrawn a week ago but 

we’ve been letting the family say when we’re going to withdraw.  Well let’s do it 

Friday, then let’s do it Sunday, now let’s do it Monday morning at 10.  So then 

we’ve been giving care for a lot longer than we should have because we are 

letting the family members direct when we are withdrawing care.  So they come to 

the decision, yes we’re going to withdraw care, but then we do it on their 

schedule.”  

Researcher: “Why was it drawn out?  Was it hard to get to the hospital?” 

Nurse:  “No, it was an anniversary of a grandson’s death on one of the days.  It 

was somebody’s birthday on one day and was somebody’s (unclear) on another 

day.  You’re trying to respect all that too.  You don’t have control over that 

situation then either so it got pulled out a week or more because of that.” 

Researcher: “What do you think of that?” 

Nurse:  “I don’t agree with it ‘cause that’s another week we’re torturing the 

patient.   I didn’t agree at all but I…. we don’t have the choice and I really like 

that family.  They’re really a sweet family.  But you know, how do you guide them 
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to maybe do it earlier than later…..  And it was the wife’s birthday on one of 

the days.” 

Researcher:  “That’s a lot of tension, too, because if you (are) the nurse caring 

for the patient and you think it’s futile…” 

Nurse: (interrupted me) “We gave him to the float pool almost every day.” 

Researcher: “And that was because?” 

Nurse:  “They aren’t as invested in him.  They don’t have the feelings that we 

have.”  

Researcher:  “And that was because the nurses felt really bad about it?” 

Nurse:  “Yea.  Just kind of giving us a break when we don’t feel this should be 

being done.” 

 

Here is another example as explained from the point of view of a critical care attending 

physician: 

The family was all out of time and the family decided that they didn’t need to 

come into town for over a week…  And we’d had conversations on the phone.  

Well doctor so and so said they were comfortable and there was no rush.  And 

we’re just trying to find this lost family member that we haven’t, you know, talked 

to in 20 years and then we’ll come from all over the country to withdraw care, but 

for now we just want to let it go, you know.  And to me that’s absolutely the wrong 

thing that we’re doing, is keeping someone alive.  And to me it should be a 

financial punishment to the family. Yea, we can do it that way, but why should 

society pay so that you can dick around, you know…… I tried to explain, in our 

view, in a critical care mind, ‘no rush’ means 72 hours.  Well, fine.  We’ll be 

there on Friday.  You know, which is 72 hour away from the time that you have 

the conversation with them, you know what I mean, ignoring the 96 hours before 

hand when those 72 hours were really up. 

There is a timeframe recognized by ICU nurses and physicians, both for decision 

making and for following through with withdrawal, which is not directly communicated 

to family members.  Consequently, families are unaware of this timeframe and the 
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expectations of family by providers for action associated with it.  Physicians attempt 

to decrease family members’ stress levels by saying “there is no rush” in making end of 

life decisions or withdrawing support.  The reality is, however, ICU nurses and 

physicians recognize a timeframe, even when the message is “there is no rush,” and this 

timeframe is usually 72 hours.  Family members are expected to make decisions within 

72 hours of having end of life discussions with ICU physicians and, in order for 

withdrawal to be “timely,’ it needs to occur within 72 hours of the decision to withdraw.   

When this timeframe comes and goes without the corresponding family action, this 

results in nurse and physician frustration and even anger.  This issue of timing for 

decision making came up over and over again during my observation time in the ICU: 

A critical care attending physicians speaking with family members:  

Physician:  “You don’t need to make any big decisions today. I just wanted to talk 

about it so that we’re on the same page and can make a decision, whether it’s 

today, tomorrow or whenever.” 

Family member:  “What is the window for the ventilator?”   

Physician: “Probably should make a decision by Monday” (which was 3 days 

from then).  

Once again, the physician communication to the family implies the decision can 

be made at their leisure by saying the decision can be made “whenever.” The family 

member was astute enough to recognize that, despite this statement from the physician, 

there was, indeed, a “window” for making the decision regarding extubation of the 

patient.  Thus, when the physician is asked directly about this timeframe by the family 

member, the 72 hour expectation for decision making is revealed.  

Although both critical care physicians and nurses experience stress as a result of 

delayed withdrawal of support, these case studies demonstrate the foundation for this 

stress sometimes varies between nurses and physicians.  The physician in the case study 

was primarily concerned with the financial implications of delayed withdrawal.  The 

extra days in the ICU on the ventilator and receiving other treatments costs thousands of 

dollars.  Although not mentioned by the physician, it also ties up an ICU bed and 

prevents another patient from being admitted, since the ICU is the only unit in the 
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hospital which has nurses trained in caring for intubated patients.  A different concern 

was brought out in the interview with the ICU nurse.  The nurses’ stress was emotional in 

nature and based on an attachment to the patient.  This attachment occurred as a result of 

the amount of time spent with the patient and the type of hands on, physical cares given.  

Aggressive treatments which were viewed as “life saving,” when there was still hope for 

the patient’s recovery, shift to being perceived as “torture” by the nurses once hope for 

recovery is gone and the decision for withdrawal is made.  Thus, viewing the cares and 

treatments as hurting the patient results in considerable emotional duress for bedside 

nurses providing care.  In order to reduce the stress on the ICU nurses and prevent burn 

out, the charge nurses assigned float pool nurses to care for the patient since these nurses 

did not know the patient and thus were not emotionally attached.     

Family Ready to Withdraw Prior to Providers 

Based on conversations with multiple critical care attending physicians, critical 

care physicians, in general, are often ready to withdraw support on patients before family 

members are ready.  Thus, this is a common experience for physicians.  An uncommon 

experience for these physicians is when family members are ready to withdraw support 

prior to physician readiness.  When critical care physicians do get into situations where 

the family is ready first, several physicians described their “radar” goes up and they 

second guess the motives of the family, as voiced by two different critical care attending 

physicians I interviewed (not the same physicians as in the following case studies): 

Critical care attending physician: 

If a family member is “aggressively trying to withdraw and I am not ready my 

radar goes up” and I start to wonder if there is some financial gain. “I always 

wonder what’s going on.  Does the person have a will?”  

 

A different critical care attending physician: 

“(T)here have been occasions when I felt the family wanted to withdraw 

prematurely.  Now that makes me uncomfortable.  When I’m worried is there a 

secondary gain, insurance issues, you know……In fact we’ve had a few cases 

where we did not withdraw support even though  the family wanted to because we 
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felt umm… they were not acting in the person’s best interest and there was at 

least a significant expectation that the patient could improve.” 

During my 9 months of observation in the ICU, I became aware of two situations 

where patients’ families were ready to withdraw life support before the critical care 

physicians and nurses.  These situations will be examined in the following case studies.  

First Patient Case Study 

 E..F. was a 67 year old man with a past medical history of significant heart and 

vascular (blood vessel) disease.  His daughter told me he had been in and out of the 

hospital several times over the past month with heart related complaints including 

shortness of breath and fatigue. She said on 3/15 she was having breakfast with her father 

at a local restaurant when he suddenly fell backwards out of his chair and lost 

consciousness.   His daughter said she “started crying” and “just panicked” while people 

around her “took over.” A bystander started CPR and “the pull tab lady called 911.”  Her 

father was given CPR, electric shocks of his heart, and intravenous fluids and 

medications by paramedics at the restaurant, transported via ambulance to the hospital, 

and intubated in the emergency room.   The patient was diagnosed with a myocardial 

infarction, commonly known as a heart attack, which caused an irregular heart rhythm 

called ventricular fibrillation.  This irregular rhythm causes the heart to quiver but not 

contract so there was no pulse and no blood pressure which is what caused him to lose 

consciousness   He was admitted to the ICU intubated and on a ventilator.  Since he was 

on a ventilator, this means he was admitted to the ICU already on “life support.”  

 

3/15 Day 1 in ICU: Critical care fellow charted in medical record:  “Critically ill with 

respiratory failure, renal failure (kidney failure) and arrhythmia… I spoke with patient’s 

son and daughter and they would like no scalation of care at this time as patient did not 

want to be resuscitated.  We will continue to do what we are doing without scalation of 

care.”  

Chaplain charted in medical record:  “Daughter says ‘we’re going to let him go.’” 
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3/16  Day 2 in ICU:  During medical rounds the day after admission to the ICU, the 

patient’s bedside nurse commented “The family have it in their heads that they want to 

withdraw.”  The critical care attending physician responded “But the patient’s awake.”  

The nurse responded “I know.”  At this point the critical care attending physician 

discussed with the fellow the need for a discussion with the family.  The attending 

prepped the fellow for the conversation, telling her what to say to the family. The 

attending said “The prognosis was poor yesterday, but we need to paint a slightly 

different picture today.  Tell them he did have a big heart attack, but he’s getting better.  

He’s peeing for God’s sake!” (emphasis hers).  She told the fellow to suggest to the 

family if they wait another 24 hours or so he may be able to come off the ventilator.  The 

attending physician said “It seems wrong, it doesn’t feel good” (to withdraw support 

now). If we take him off the ventilator now it would be “like killing him.”  

After rounds the critical care fellow talked to the patient’s daughter, her husband, 

and the son in a semi-private area of the large family waiting room while I observed.  The 

fellow started by describing what happened to the patient, saying he had a heart attack 

and, although he was very sick the first day, today he is “surprisingly better.”  He is 

opening his eyes and following commands and “interacting” with the doctors and nurses.  

The fellow asked the family to “help me understand what the patient would want.”  She 

then asked how he had been doing at home prior to this event and had he been 

complaining of any health related problems.  The daughter and son spoke of the patient’s 

ankles swelling and complaints of fatigue.  The fellow responded saying, based on this 

information, she believed he probably was experiencing some heart failure which was not 

diagnosed.  She asked the family what level of quality of life would be acceptable to their 

father.  They said he would want at least the same level he had previously but that he 

wasn’t happy with the quality of life he had prior to the event.  The daughter said “We’ve 

done too much already.”  The fellow predicted the patient probably could get back to 

close to the same level he was at before except he would probably have more heart failure 

symptoms since the heart attack damaged his heart.  

 The fellow then discussed the treatment options starting by acknowledging the 

family’s expressed wish to withdraw support and take the patient off the ventilator.  Then 
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she said “Another option to consider (she said this slowly) is see where he is at in 

another 24 hours. It would be easier to extubate him in another day or so and he would 

struggle less.  If we extubate him now he won’t die, he’ll just struggle.”  She emphasized 

again that she was surprisingly “optimistic” about his prognosis and reiterated the patient 

was “interacting” with the staff.  Then she repeated she needed the family to help her 

decide what to do based on what the patient would want done if he could express himself.  

The discussion ended with the family saying they needed to think about what the doctor 

had said and talk to the patient’s wife, who was currently in a nursing home.    

The fellow went back to the critical care attending physician in the ICU and 

reviewed the conversation with the attending physician.  The attending physician said “If 

we extubate him now we are essentially killing him, which I am not comfortable with… 

He’s getting better.  It would be different if he had a big neuro (neurological) hit.  It’s 

hard to extubate a patient who is neurologically intact… It doesn’t feel right.” 

  The fellow met with the family and the social worker later that afternoon.  The 

social worker recorded in the chart:  “Family conference was held with Dr. (critical care 

fellow).  One son and one daughter felt patient wouldn’t want to remain intubated.  Dr. 

(fellow’s name) explained patient is improving and if decision is to wait another 24 hours 

his post-intubation path will likely be easier than if patient is extubated now-  no advance 

directive on file or available but all family members appear to have patient’s best 

interests in mind and appear anguished over the decision- extubate now vs. wait 24 

hours.” 

Critical care physician recorded in the chart:  “Family update; DNR” 

 

3/17  Day 3 in ICU: In discussion with the critical care fellow the next day, the family 

told her the patient’s wife in the nursing home wanted to “give him a chance.”  The son 

and daughter wanted to “stick with our original plan,” which was withdrawal of life 

support.   The fellow told me she was even more optimistic about the patient’s prognosis 

today.  He is “coming down on his pressors” (meaning, the patient is requiring less 

medication to keep his blood pressure at a normal level).   She said if she extubated him 

now he wouldn’t die, he would struggle.  She told the family if they want the tube out she 
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wouldn’t do it until the sedation wore off because “ethically I can’t do that.”  She 

said the family seemed to understand this.  No decision was made.  

 

Critical care physician recorded in medical chart:  “Low suspicion of significant CNS 

(central nervous system ) injury post-arrest… Failed PS (pressure support) trial today.”  

This means the critical care physicians did not believe the patient’s brain was injured as a 

result of his cardiac arrest.  However, the patient did not tolerate their attempt to wean 

him off the ventilator.  This usually means the patient became agitated, anxious and his 

respiratory rate went up when they changed the ventilator settings to provide him less 

ventilatory support and let him do “more of the work” of breathing.  

 

3/19 Day 5 in ICU: Critical care physician recorded in chart:  “ (arrow up ) fever (arrow 

up) sputum, suspect aspiration pneumonia as result of arrest…(think patient has 

pneumonia as a result of breathing fluids such as regurgitated stomach contents into his 

lungs).  Not tolerating PS (pressure support) trials.  Lots of secretions… Family 

updated… Patient is DNR.” 

   I interviewed the patient’s daughter today.  She said she is concerned her family 

is “mad” at her, especially her brother, because he wants all the treatments stopped 

because this is what their father would want.  She told me this is what she wanted too, 

initially, but began to doubt whether this was the right decision after listening to the 

critical care fellow describe how her dad was “interacting” with the staff and doing 

“surprisingly well.”   

She stated she is sure her father wants to be a do not resuscitate (DNR) because 

every time he went into the hospital over the past month he told physicians to make him a 

DNR.  She knew her father had a “form for DNR” so she went to his apartment to look 

for it after he was admitted to the ICU.  She found the form but it had not been signed by 

a doctor. She had an attorney look at it and he told her it was “worthless” because it was 

only partially filled out and not signed by a physician.  The daughter expressed that, 

based on knowledge of her dad’s wishes, she “probably shouldn’t have done what I did” 

(allowed the resuscitation and placement on life support).  But, after hearing the critical 
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care fellow’s description that her dad was following commands and interacting with 

staff, she said she “didn’t hear a single negative comment,” so she decided she should 

accept the physician’s recommendation and keep him on the ventilator a little longer.  

She said, at this point, “I’m glad I did what I did, but when he gets out of this I may feel 

differently.”  She voiced concern that if her father recovers, he will be angry with her for 

allowing the resuscitation and aggressive life sustaining treatments.  “My scare right now 

is when that tube comes out, what is he going to say to me?”  She said the doctors tell her 

every day that he is “progressing” but there has not been much progress today.  “The 

frustrating thing is that they said when his delirium was passed then they would take the 

tube out.  Now it’s his secretions.  What are they going to tell me tomorrow?”  

 

3/20 Day 6 in ICU: Cardiology physician recorded in the patient’s chart the patient has 

both acute and chronic heart failure (worsening of heart failure).  Critical care charted he 

has pneumonia.  

 

3/23 Day 9 in ICU: Nursing charted the patient has “copious secretions” which are 

preventing him from weaning from the ventilator.  

 

3/24 Day 10 in ICU:  I spoke with the patient’s nurse today.  She said the patient still has 

copious secretions and is running a fever.  She said the patient’s daughter told her they 

have “already gone too far,” and her father would not want a tracheostomy.   

.   

3/25 Day 11 in ICU:  

The critical care attending physician and daughter talked to the patient this morning and 

he appears to be very alert . They asked him if he wanted the endotracheal tube out and 

he nodded yes.  They also asked if he would want the tube put back in if he has difficulty 

breathing and he nodded yes. 
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The critical care physicians recorded in the chart:  “Not trach(eotomy) candidate per 

family… Patient requesting to be extubated today.  Explained the possible implications of 

this, esp(ecially) as he has ongoing secretions.  Worry about respiratory distress.  Would 

need to have clear plan with patient and family re:  code status once patient is extubated.  

Will d/w (discuss with) family and patient again today.”  

 

After rounds I listened to the critical care fellow while she spoke with the patient’s 

daughter. The fellow said to the daughter, “I can’t tell you if I take this tube out he’ll die.  

I can’t tell you that… He has fevers but his secretions are thinner.  We’ve supported him 

long enough for him to be able to make his own decision.  We need a plan for what to do 

after the tube comes out if and when he doesn’t do well.”  

 

Nursing recorded in note:  “P(atient) PS (pressure support) trial this am 45 min was 

limited secondary to (arrow up) tachypnea (fast breathing rate) and (arrow up) anxiety 

and attempting to pull ETT (endotracheal tube) out.  Daughter spoke with patient after he 

was off sedation re: pt’s wishes re: extubation.  Pt and family wish to be given a few 

more days of antibiotics and vent(ilation) to give it the best fight possible.”  

 

3/26  Day 12 in ICU: Patient still running a fever with copious thin, white secretions and 

a high level of anxiety.  On rounds today the critical care attending physician said to the 

fellow “He may do fine.”  The critical care fellow responded “It’s in the realm of 

possibility… Yea, I haven’t given up on him yet.” 

 

When I came back to the ICU after not observing over the weekend I followed up 

on this patient.  I spoke with 2 nurses who worked over the weekend, one of whom was 

the charge nurse, and both said the patient was extubated over the weekend, which would 

have been on either day 13 or day 14 in the ICU, and transferred to another unit.  He 

remained a DNR.  During the weekend, the patient’s wife, who had been in a nursing 

home rehabilitating from a broken bone, was admitted to this hospital and experienced a 

cardiac arrest. Resuscitation was attempted but she died despite these efforts.  Upon 
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hearing the news of his wife’s death, the patient changed his mind and asked the 

physicians to change his code status to a full code saying he did not want his children to 

potentially suffer losing both of their parents in a short period of time.  Approximately 3 

days after he rescinded his DNR and made himself a full code, he had a cardiac arrest on 

the unit he had been transferred to, was resuscitated, and intubated.   Before there was a 

chance to transfer him to the ICU he experienced a second cardiac arrest and during 

resuscitation the patient’s daughter stopped the resuscitation saying she wanted to 

withdraw support.  At this point the patient opened his eyes and was trying to breathe on 

his own.  The charge nurse from the ICU, who was one of the nurses I spoke with, was a 

member of the resuscitation team and suggested it would be better to withdraw support in 

the ICU since the nurses are trained in handling this.   Thus, the patient was transferred 

back to the ICU, the breathing tube was taken out, and the patient died shortly thereafter.  

Thus, both the patient and his wife died within 3 days of each other.  

Analysis of Case Study. 

The crux of the conflict between the critical care physicians and the patient’s 

family members is the timing of the request for withdrawal of life support by the family.  

The family requested withdrawal at a time when the patient was showing significant 

signs of improvement, including an increased level of consciousness to the point where 

he was able to interact with people around him.  This suggested to the ICU physicians 

and nurses that the patient’s prognosis was very optimistic with a low probability of 

significant brain damage.  Thus, recovery to near his pre-arrest baseline appeared likely.   

In order for physicians to order life support to be withdrawn and for nurses to 

agree with this decision and implement it, providers need to perceive there is justification 

for withdrawal.  This is necessary in order to sufficiently distance withdrawal of life 

support from euthanasia.  Distancing withdrawal from euthanasia is important both from 

a legal standpoint, since euthanasia is illegal in this country, and from a moral standpoint.  

Morally, providers must perceive withdrawing support is “allowing” a patient to die who 

does not have the potential for recovery.  This serves the beneficent purpose of ending the 

patient’s “suffering” and places the responsibility for death on the patient’s body.  Death 
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is seen as a result of the incompetence of the patient’s body and not a result of any 

action or inaction by the physician or nurse.  

 In this situation, at this specific time point, however, the patient was rapidly 

improving and recovery looked promising.  Providers were not able to justify withdrawal 

and thus, could not sufficiently distance withdrawal from euthanasia.  This was clearly 

expressed by both the critical care attending physician when she said “If we extubate him 

now we are essentially killing him, which I am not comfortable with… He’s getting 

better.”  Since withdrawal in this scenario could not be justified by the critical care 

nurses and physicians as ending suffering and “allowing” death, the moral burden for 

death could no longer be shifted to the patient.  Thus, the responsibility for death would 

remain with the critical care physicians and nurses and would be perceived in their minds 

as a deliberate act to promote death; in essence, “killing” the patient.  This made 

withdrawal an option which the critical care attending physician was “uncomfortable” 

with and unwilling to consider.  

It is interesting to note after the chaplain spoke with the family, the chaplain 

recorded in the patient’s medical record the family was “anguishing” over the decision; 

whether they should “extubate now or in 24 hours.”  This suggests the family perceived 

responsibility for the burden of decision making regarding withdrawal.  What the family 

was unaware of, however, is the critical care attending physician was clearly indicating to 

the fellow she was not comfortable with withdrawing support on the patient at that point 

in time.  Thus, it is highly unlikely the attending would have agreed to withdraw life 

support at that time had that been the family’s decision.  By successfully aligning the 

family’s understanding of the situation and the prognosis with their own, the physicians 

were able to avoid having to confront the family and deny their request for withdrawal.  

So, although the family experienced considerable stress over their perception of 

responsibility for decision making, in reality, the physicians were controlling decision 

making via their communication with the family and would have utilized their powerful 

position in the medical setting to prevent withdrawal from occurring.  
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Another important influence on the withdrawal conflict, in addition to the 

timing issue, is the focus of concern was inconsistent between the family and the critical 

care physicians.  The family members were focused first and foremost on the patient’s 

long term quality of life and “doing right by the patient” by fulfilling the patient’s wishes.  

The physicians, on the other hand, were focused primarily on saving the patient’s life, 

while secondarily considering patient wishes. Even though the patient had previously 

indicated he did not desire resuscitation and did not wish to be on life support, he had 

already been resuscitated several times and was on life support (eg., a ventilator and 

vasopressor medications) by the time he reached the ICU.  The family was aware the 

patient’s wishes had already been violated and expressed guilt and regret for the 

aggressive treatments which had been implemented.  By continuing with aggressive life 

saving treatments, the family felt they were both disregarding the patient’s wishes and 

possibly enabling a reduced quality of life for the patient by providing treatments which 

might result in survival.  This concern regarding quality of life was significant since the 

daughter shared with the fellow that the patient had not been happy with his quality of 

life prior to his cardiac arrest.  The physicians, on the other hand, were focused primarily 

on keeping the patient alive while trying to comply, to a degree, with the patient’s wishes 

as expressed by the family.  This was evidenced by the fellow indicating in the patient’s 

chart that there would be no ‘scalation of care,’ meaning no further aggressive treatments 

or increased level of support added to the patient’s care, and the patient’s code status 

being changed to DNR.   

The critical care physicians worked with the family to meet their requests, but 

since the timing of the request for withdrawal occurred after the patient regained 

consciousness and was showing signs of recovery, the inability to distance withdrawal 

from euthanasia resulted in an attempt by the physicians to dissuade the family from this 

option.  This was accomplished, largely, by the fellow refraining from voicing any 

pessimism in her discussion with the family.  Thus the daughter noted she didn’t “hear a 

single negative comment” from the fellow.  So the fellow voiced only hope for recovery 

and did not offer any alternative negative outcomes.  The fellow also told the daughter 

her father wouldn’t die if the endotracheal tube was removed, he would simply struggle. 
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If the physicians waited another day or two to extubate, however, the fellow predicted 

her father would not struggle.  Since withdrawal was described as only resulting in 

suffering for the patient, this probably dissuaded the daughter as well.  

  The problem with prognostication, however, is that it is a prediction, and 

predictions are prone to error. It is impossible to predict with 100% accuracy the future 

trajectory for a patient.  So, although the critical care physicians predicted the patient 

would be extubated after an additional day or two of intubation and regain a quality of 

life close to his baseline, this was not the case.  He ended up being intubated for close to 

2 weeks due to complications including delirium, copious secretions, and pneumonia.  

Then, after being transferred to another unit, he suffered two catastrophic events when he 

experienced back to back cardiac arrests.  These arrests dramatically altered his prognosis 

for the worse.  Thus at this point when the daughter requested withdrawal for a second 

time, the timing of the request was such that the physicians were able to sufficiently 

distance withdrawal from euthanasia and thus agreed to withdraw support.  When I spoke 

with the critical care attending physician after the patient’s death, she said to me “She 

(the daughter) had better intuition than we did.”   

 

Second Patient Case Study  

 H. N. was a 69 year old female with a medical history including diabetes, 

hypertension (high blood pressure) and peripheral neuropathy (loss of sensation in her 

extremities).  She experienced sudden onset severe abdominal pain with nausea and 

vomiting on 1/13 and was brought to the Emergency Department (ED) by her family.  

While in the ED she became hypotensive (dropped her blood pressure) and was sent to 

the operating room for an exploratory laparotomy (surgery in the abdomen) to try to 

identify the cause of her problems.  In the operating room the surgeon found part of her 

bowel was necrotic (dead tissue due to lack of oxygen).  So, the surgeon performed a 

subtotal colectomy with colostomy, meaning he removed the dead bowel and hooked the 

end of the remaining bowel up to an opening he made on the outside of her abdomen so 

feces would come out into a bag attached to this opening.  She was admitted to the ICU 

on a ventilator.  Her blood pressure remained low so she was given intravenous fluids and 
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medication called vasopressors to increase her blood pressure.  Her admitting 

diagnosis was necrotic bowel with resulting septic shock, renal failure (kidney failure) 

and respiratory failure (lung failure).  

 

Critical care physician recorded in the chart:  “30 minute discussion with both daughters 

separately.  (Name of daughter) who has power of attorney asks that we don’t pursue 

CPR in event of cardiac arrest.”  Patient made a DNR. 

 

1/15  I checked on H.N. this morning.  I noticed immediately there were 5-6 family 

members in the patient’s room crying and even running out of the room sobbing.  I was 

confused by their behavior because I knew the patient was much better, that she was on 

minimal vasopressive support and was being weaned off the ventilator.  I asked the nurse 

what was going on?  I thought the patient was getting better.  The nurse replied, she is 

getting better but their behavior is related to the patient’s healthcare directive which 

indicates the patient did not want to have had the surgery, to be intubated, or on 

parenteral nutrition (intravenous nutrition).  The family wants everything withdrawn, the 

nurse said.  The physicians are going to have a care conference this morning with the 

family.  

I looked in the patient’s chart and read the most current notes and was surprised to 

find this entry by the surgeon who (performed) the surgery.  He said he would not be able 

to attend the “care conference’” but “2 major points I would make at the conference 

would be:  1) At presentation patient’s state was critical and she was in severe pain so 

much so that even heavy dosing with narcotics were not comforting her incapacitating 

suffering.  As such I would defend decision to operate.  2)  Pt is not a “vegetable’ but 

heavily sedated for respirator. 3) Pt is showing improvement and very likely will 

survive.’”  

During rounds, when we arrived at H.N’s  room there were a lot of family 

members in the room.  The daughter, who was the patient’s power of attorney, came out 

of the room and stood in the doorway to her mom’s room.  The critical care attending 

physician asked her to explain what the family was thinking at this point.  She said she 
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found her mother’s living will and she was now very clear what her wishes were.  She 

used the word ‘clear’ several times and emphasized it.  Her body seemed very tense and 

her voice was very emotional.  She said her mother would not want any of the support 

she was receiving and so she wanted everything withdrawn.  The physician said the 

surgery her mother received was very aggressive so he was wondering how this decision 

“meshes” with this?  She explained she was out of the country when her mother became 

ill and could not be reached, so her sister made the decision to allow surgery. The 

physician asked if the patient had had discussions about her wishes with the family and 

responded, yes, the patient discussed her wishes with her and filled out a health care 

directive.  The daughter held the directive out to the physician but he wouldn’t take it 

from her saying he would read it “later.”  Periodically, throughout this discussion, the 

daughter rolled her eyes upwards and moved her head up as if exasperated and looked 

like she was having a very hard time controlling her emotions, although she did not cry. 

  The physician asked her if she wished her mother hadn’t had the surgery, and she 

said “What’s done is done” and she just wants to move forward from here.  When he 

asked if she would have OK’d the surgery if she had been there, she said “no,” then said 

“maybe,” since she thinks she would have been very emotional.  The doctor went on to 

talk to her about “standard care.’”  What the physicians were doing was providing 

standard care and her mother is getting better. The daughter, at this point, became very 

agitated, stressing she wanted all treatments withdrawn.  She repeated this several times.  

The physician asked how she felt about providing the intravenous nutrition.  She said if 

her mother wasn’t able to feed and take care of herself, then she didn’t want help with 

this.   The physician responded it is standard care to feed a patient for 3-4 days after 

surgery and the daughter stated her mother could survive without that.  

At this point the attending physician said to the daughter, “I don’t know how to 

say this without upsetting you but, I hear you saying “I” over and over (which was true, 

she kept saying “I want...”), but my job is to follow your mother’s wishes and not yours.”   

The daughter responded saying, let me change this to the language you want, “she’” 

would want this.  She went on to explain when she was saying “I” she was speaking for 
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her mother and that her mother’s wishes were in the healthcare directive (which he 

still had not read at this point).  

The daughter said when the family was talking to the patient this morning and 

asking her what she wanted she was able to nod her head to say she wanted the 

endotracheal tube out.  Then the ICU physician asked the patient’s nurse whether the 

patient was on sedation.  The nurse said she had stopped it this morning. The daughter 

said, “Ask her yourself.”  So everyone went into the room and the daughter, the 

physician, and the nurse asked the patient questions regarding whether she wanted the 

endotracheal tube removed.  The patient intermittently nodded yes and no but not 

consistently to any one question.  The family kept saying, “See, she nodding yes,” and 

then the doctor would look at her and she was nodding no.  The physician asked the other 

physicians what her ventilator settings were and said the patient is probably ready to 

come off the ventilator.  Then he moved to the doorway and told the daughter “We will 

not go against the family’s wishes” but we need to make sure we are doing what is best 

for the patient.  Then he told the daughter he felt she was “attacking” him and was  

“disapproving” of the care they had provided, adding that they gave the patient the best 

care possible.  The daughter replied she didn’t know why he would think she was 

attacking him since she never raised her voice and was only trying to convey her 

mother’s wishes.  She went on to explain she is very emotional, tired, and stressed out.  

Then the daughter went back into the patient’s room and the team moved on to the other 

side of the unit. 

When the team was on the other side of the ICU, the people who were rounding 

had a discussion about what just happened.  The critical care attending physician stated 

he did not believe the daughter was acting in the best interest of the patient; that when she 

was saying “I,” she meant “I.”   He said that it was a “good thing” the patient was ready 

to come off the ventilator, because if she wasn’t ready he wouldn’t have agreed to 

extubate her.  He said he was trying to explain they were giving the patient “standard 

care” but he thought it went “right past” the daughter.  The physician stated the family 

was interpreting only the nods ‘yes’ as affirming the option of withdrawing support but 

ignoring the patient’s nodding ‘no.’ He said the patient was delirious and didn’t know 
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what was going on.  The critical care fellow added to the conversation stating 

withdrawing care on a patient who is getting better would be “like killing that person.” 

 

When I read the patient’s chart before leaving for the day I read: 

Chaplain’s note in the chart:  “Family was distressed by care conference this AM- felt 

they were not heard.  Discussed at length their understanding of the situation, of patient’s 

wishes, her pervious QOL (quality of life)- not good.” 

 

Critical care physician note in chart:  “Family requests to switch to comfort care and all 

in agreement and produced Five Wishes document so will extubate and follow wishes.” 

The patient was extubated later that afternoon. 

 

1/16  When I rounded with the team on H.P. the family practice doctor, who was 

assigned to care for her, said the patient was delirious but doing well after extubation 

yesterday.  She was not on vasopressors and the intravenous nutrition was stopped per the 

family’s request.  The critical care attending physician said there isn’t any reason to 

continue to follow her at this point and they would “sign off” and let the surgeon take 

over her care from here, so she can be transferred out of the ICU.  The charge nurse said 

she spoke with the patient’s surgeon regarding the withdrawing of all treatments and he 

was “not happy’” about this and stated he thinks the family is “crazy.”  The attending 

physician told the group “Sometimes, accidentally, with good intentions, we go farther 

down the road than we should,”  but it still isn’t appropriate, however to take away 

“standard care” when a patient is getting better. 

 

The patient was transferred out of the ICU the following day. 

Family Member Perspective.  

The following is the same case study but from the perspective of the patient’s 

daughter whom I interviewed the day after the “care conference” in the hallway. 
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Daughter: “As a family member you are so over whelmed by what’s just taken place 

especially if it’s in a situation like this where it was so unexpected, you know.  There’s 

not been a process of she’s getting worse.  This was a very sudden thing.   So you’re 

emotional and you’re trying to talk and, and the staff is strictly from a (laughs) non-

emotional, this is my job, this is what needs to be done kind of tone… (T)he situation is a 

big struggle, even when you have a living will, cause you’re second guessing what you’re 

doing, what the medical staff is telling you, those kind of things.  I…. get the Five Wishes 

(living will) from my house, and I read it and then it’s so clear to me.  I can’t tell you the 

feeling that came over me when I saw that, and I knew what I had to do.  And I had this 

calm.  Oh, thank God.  I’ve got a clear picture here.  Now it’s coming clear. I remember 

the conversation. ‘Cause you’re so overwhelmed that you forget everything that has been 

in place before this crisis happened.  So I read that and I go, ‘Oh, God. Thank God’, you 

know. So I call up here to the nurses and I tell them and they said, you know this makes 

me really uncomfortable.  Can you wait until morning and talk to the doctors, and I said 

yes, because I want to be here anyhow when they pull everything, when they pull life 

support.”  

  

Researcher: “Is that what you said to the nurses?  We want to withdraw life support?” 

 

Daughter:  “Yes.  I said it is really clear here what she wants.  And I don’t want any 

feedings unless she can feed herself and I don’t want any life support.  Yea, that’s what I 

said to the nurse.  And she was really nice.  She said, ‘I want to be clear, you are power 

of attorney, it is your decision, I’m just telling you if at all you can wait, I am 

uncomfortable with this.  And I will have to call a physician.’  And so, she was good…  

But it just felt peaceful.  I was able to sleep a couple hours.  

 And then I came up here yesterday morning and had the paper in hand.  And the 

whole team is there.  And I say, you know, here’s the Five Wishes.  It’s real clear to me 

now what needs to be done, blah, blah, blah.  And, you know, I was so overwhelmed by 

that, I don’t remember the head physician’s name, and the way he approached me.  I was 

shocked.  Because I hadn’t had that with the younger Dr. (resident physician).  And I had 
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talked to Dr. (resident physician) earlier that day to ask him about this, and told him 

what I was feeling, I mean about life support and stuff.   And he was very… I mean he 

was so understanding.  So I wasn’t expecting, I wasn’t expecting to be hit so hard from a 

physician on what my, on what HER decision was.  

 OK, so when he’s talking to me and I say, here’s the document, here’s what we 

want to do.  And I say, no life support, no feedings, but I list them out.  But I said, I think 

I used “I” is the one thing he jumped on me for.  I used ‘I don’t want’. But my mother 

can’t speak, and so I’m her voice.  And so when he jumped on me about that, I stopped, 

composed, and said, ‘OK, umm… Let me change the language.  This is very difficult for 

me.  She’s not speaking so let me change the language on that and tell you that this is 

what SHE wants and I know that because she told me.’  And I thought I was really clear.  

But the more clear and definite I became the more adamant he came at me with, ‘Well, 

we just did surgery on her.  And what you’re telling me, we shouldn’t have done that, 

wouldn’t you have done that?’ (H)e accused me of attacking him. Which I was totally 

taken back from. I had said nothing about him personally.  I was strictly talking about my 

mother.  So I don’t know where the attack on him came from other than his ego, because 

I wasn’t following what he felt I should.  Anyways, that was very, very difficult. But I’ll 

tell you one thing, the one thing that helped me to hold my own stand point, was when I 

looked at Dr. (resident physician) and a few of the others… I could see a nod out of them. 

Like, they were like on my side.  I really felt that….” 

 

Researcher:  “So you felt supported from them and reaffirmed?” 

 

Daughter:  “Yea, I felt like… you are not going to…ummmm… put this power over me 

because you’re a physician.  But that’s how it felt.  It felt like…  and that’s my concern 

about… communication between family members and physicians.  You have a lot of 

education and power when you’re a physician.  And as a family member, he doesn’t know 

who I am.  I mean, maybe I am a physician.  I’m not.  I don’t have a PhD, but he doesn’t 

know that, but he assumes that.  But that’s how I feel and that, I don’t know, you know, 

I’m beneath him.  And I didn’t like that tone.” 



 225
  

Researcher:  “Tell me a little more as it progressed, because it went on from there.”  

 

Daughter:  “This is such a whirlwind!  So I asked him, I said ‘Here it is, read it’.  And he 

said,’ No, I’m not reading that… now.’ Well, wouldn’t you want to read that first, before 

you’re… whatever this is coming at me .  Read what she wrote.  But he had no interest in 

that.  That was what was the first real eye opener.  This wasn’t about my mother at all.  

This was about him and me.  He wants to put me in my place. You know, so, that was 

weird for me.” 

 

Researcher:  “So did you feel that was a power struggle between you and the physician?” 

 

Daughter:  “Yea. Well, I didn’t want to get into a power struggle with him.  I was trying 

to, and that’s why I kept going back to saying, here’s the wish.  Here are the… and I kept 

going back to trying to be real precise.  So, I didn’t want to engage with him, but he 

seemed like the one I needed to, um… it’s up to him to grant the orders.  So I’m in a 

tough position here. I have to be clear, not …engage too much with him, ‘cause I can tell 

what’s going on, you know, this power play, so.  Yea, that’s how I felt.  But I felt like… if 

I can’t get him to hear what I’m saying it’s not going to be done.  And my top fear is 

she’s not going to get what she needs , what she wants, cause some guy, physician, is 

pulling a power play on me for whatever reason.” 

 

Researcher: “Before you met with the team, did you think that you would get what your 

mother was requesting through the Five Wishes from the physicians?” 

 

Daughter:  “Yea.  I thought that was an automatic. I thought, all I need to do is show the 

paperwork and let them know.  And I just said, here’s the paper work.  Here’s what we 

talked about… But I will tell you, I was overwhelmed at first knowing I had to go in front 

of a panel.  That was a little intimidating.  When I realized that I wasn’t going to sit with 
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just one person and say here’s the deal.  And there’s what, six? I don’t know.  I’m 

like, woooo.  It felt like on trial.  That’s how I felt.  I felt like I was on trial.” 

 

Researcher:  “And how did you feel about the context of how this happened?  Standing 

up, half in the hallway, half in the room?” 

 

Daughter: “Yea.  I mean, come on.  This is a very private matter and now everyone’s in 

my business of what her….” 

  

Researcher: “What were your expectations? What did you think would happen?” 

 

Daughter: “I guess I thought….  When I called the nurse the night before I said will you 

let them know I’m coming and what I’ve got in my hand.  So that they already 

understand, or that he already understands, I didn’t know it would be a panel.  So I 

thought there would be a conference room and that I would sit down with this person and 

then show the physician, the primary physician whose is in charge for her, sit down in a 

conference room, show him and that there would be a dialogue and that there would be 

like ‘I’m sure this is really hard for you.’” 

 

Researcher:  “Some emotional support.” 

 

Daughter: “Yea! Which there was on the phone with one of the doctors when I was in 

Mexico.  He was so great… He said, ‘Please, if you’re traveling, take care of yourself.  I 

know you’re a long ways away. There’s nothing you can do.’  I mean, there was some 

compassion there.  There was no compassion when I was in front of the panel with this 

man….  The chaplain came in late yesterday to talk to me about it and it was soooo….. 

ahh… affirming because she had heard what happened and she said, ‘I’m sorry I wasn’t 

here because normally I’m in on those.’  And that’s the first time I realized, Oh, these are 

planned?  You mean, I should have had an appointment kind of thing…  Oh, I could have 

requested a chaplain to be here to be a facilitator.  I had no idea.  I mean, I’m just in the 



 227
dark trying to make sure my mother’s wishes are granted.  And I’m on zero sleep and 

I’m on strictly adrenaline and I’m… yea.  That’s the first time I realized, Oh, my God.  

There was, there could have been support. And I wasn’t even thinking, but I had no idea 

what was going to happen.  I’ve never been in this situation….  I don’t even remember 

how it started now other than… he was unapproachable.” 

 

Researcher:  “Do you remember him saying anything to you about ‘standard care’?” 

 

Daughter:  “Oh, so he was questioning whether I was pulling standard care?” 

 

Researcher:  “Do you remember that?” 

 

Daughter:  “I don’t remember those words. I just remember the feeling of what it felt like 

to be questioned on.  And then when he said to me ‘I don’t know how to say this to you 

without upsetting you but,’ and he said something to me which had…. Now I can’t 

remember….. He said something to me about……., oh, that’s when he said, ‘All I’m 

hearing from you are your wishes, not your mothers.’  Like I was trying to kill her or 

something!  I’m like… That struck me.  Cause he prefaced it very carefully.  ‘I don’t 

know quite how to say this to you without upsetting you.’  Well, let’s see, I’ve had no 

sleep in 36 hours, I’ve  just found her Five Wishes, she’s on life support, her quality of 

life is shit and now you’re going to say to me (laughs).  You know. Yea. ‘All I hear you 

saying are these are your wishes not your mother’s and I’m here for your mother, not 

you.’  That’s what he said to me.  I’ll tell you, I almost felt faint.  I umm… I feel it again.  

So overwhelmed by an accusation like that.  And knowing that I need to stay strong for 

her.  That I can’t fall apart here.  This is for her.  Not me, not him, you know.  And that’s 

when I think I stopped and took a deep breath and said ‘Let me, let me change my 

language for you.’  You know.  And.. I think I said something about, ‘ I’ve flown from out 

of the country to get here, I’m under an enormous amount of stress, so if I’ve used the 

wrong words to communicate, let me be clear and change that again.’  And then I had to 

walk away afterward and I was just shaking and then started to cry. And then, my poor, 
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(starts to cry) my poor daughter, who’s 17 , and here with me to do all this…  I mean, 

it was just a mess! …  He wouldn’t read the Five Wishes pamphlet that I handed to 

him…He wouldn’t even touch it!  He wouldn’t take it from me.  You know.  Ask her, 

because she just told me.  Because this is very hard for me.  This is very hard for me, too, 

but I came in here today and she had … she was coherent.  And I said, ‘Mother, please if 

you can, tell me if I’m doing the right thing.’  And she nodded like this……” 

 

“Now, I think about it, oh my God…..  What a long process. So then we went in there, and 

I don’t know, is it my imagination or what, but every time he’d ask her then he’d look 

away and she’d nod or go no when he was looking at her and then he’d turn away, cause 

I’d try to explain which direction, cause I think she didn’t understand which direction, 

and then she’d say yes when he wasn’t looking at her and we’d all go, ‘Look at her.’  It 

was horrible!  That was horrible.  My daughter was in there for all that.  And then my 

mother got very agitated… very agitated and umm… was flailing and that really upset my 

daughter.  And she was like, ‘Mother I don’t know….’ And I had to hold her face and 

look at me and say, cause I’m crying, she’s crying and I’m like,  ‘You know me, 

(daughter’s name), if I wasn’t absolutely sure and knew it with all my heart I would 

never.’  And she was like, ‘I know that Mom, but oh my God (sigh).’ Oh my God. (big 

sigh)…. And they thought that she could probably breathe on her own, anyhow……” 

  

“I wish it were, frankly, with the quality of life, that, we pull it, it’s done.  I knew that 

wasn’t going to be the case.  I knew that she could … they were thinking about exkabate, 

extubating her anyhow and they were just waiting for the days and I was saying we need 

to do that now because then she can talk…. And it’s still a struggle. It’s still a struggle 

because…umm…. I’m still on the track of she has to feed herself.” 

 

Researcher:  “I noticed they took down the parenteral nutrition which is the IV bag. That 

was your request for her, from her wishes.” 
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Daughter: “ Yea, it was and that’s a struggle for me, hourly, cause she comes and 

goes, but what I, what the chaplain really helped me with… she asked me about her 

quality of life before this happened, and again that wave that comes over me of, it wasn’t 

good at all.  It wasn’t good before this. You know, she’s almost legally blind and she’s 

got diabetes so she’s had four amputations of toes on different feet, has to use a walker, 

she’s in assisted living.  She hates it!  She had gastric bypass surgery a year, just a year 

ago here.  At the time it was a big deal which one she was going to have, whether the 

band or the full, the more invasive one, and the reason she chose the more invasive one is 

because of the colostomy bag.  It was temporary.  She said no to that.  ‘I can’t do it.  I 

can’t do the colostomy bag, even if it’s for a week.  I can’t do it.’ 

   

Researcher:  “So now the fact that she had the surgery and she has a colostomy…” 

(interrupted me) 

 

Daughter: “Permanent.  I don’t know how she’s going to do it.  My mother is very 

squeamish about those things.   This is the big concern is um… she doesn’t know.  She 

has no idea what she’s been through.  She has no idea what surgery she’s had. She asked 

me if she was dying and I said ‘You were a couple days ago but now you’re doing 

better’….  So, I’m only telling her the questions she’s asking.  I’m not giving her any 

more information, but my mother has always stated, ‘Don’t ever put me in a nursing 

home.  I don’t ever want that.’  Her mother died that way, in a nursing home.  And she 

was miserable. ‘I never want to be in a nursing home.’  Now… if she recovers from this… 

that’s her, that’s her deal.  She is in assisted living now.  It may be temporary, it may not 

be, but she’s going to need some type of transitional care.  Now she had that a couple, oh 

God, maybe five years ago now, when she had her amputation of the large toe because it 

totally threw off her balance  and she has such terrible neuoropathy in her legs that she’s 

very unsteady .   She had to go from that surgery to……rehab, transitional care.  Just for 

the toe amputation, she was there for three months (spoken slowly), that’s how long it 

took.” 
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Researcher:  “What was her experience there?” 

 

Daughter:   “All (patient’s name) did was tell me how horrible it was.  She’s got to get 

out of here. She can’t take it any more.  And that was five years ago with a toe 

amputation.  If she starts knowing what’s going on… She has a hard time with a will for 

life, anyhow.  She’s clinically depressed.  She’s on medication for that. I mean, there’s 

multitudes of things!  Once she knows what’s happening here.  I don’t know.  Is she 

going to be angry?  I’ve seen her, even before this, say to me ‘(daughter’s name), I just 

don’t want to live any more.  And I don’t mean to hurt you, but I don’t have anything in 

my life anymore but you.’ ”  

 

Researcher:  “Were you upset with your sister when you found out that she had agreed to 

your mother having the surgery?” 

 

Daughter:  “No, because she did the best she could with the information that she had. 

Like, she feels terrible.” 

 

Researcher:  “Did she feel that she made a mistake?” 

 

Daughter: “Yea she does. And she feels… that she had little tiny pieces of information at 

a time to go on.  You know, first they didn’t know what was going on, so we should 

explore this.  Well, yea.  Of course you would say yes.  I probably would have too.  And 

she didn’t know they had revived her four times. I found that out from the physician after.  

So it’s all these bits of information.  So you keep, every hour you’re just going on that 

much information and then now you’re through the surgery and now you’re on life 

support. Actually she didn’t know about the Five Wishes.” 

 

Researcher:  “Do you feel like the Five Wishes has been helpful to you?” 
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Daughter:  “It’s been a life saver… ‘cause the magnitude that’s put on you is 

overwhelming.  It would be in a non-crisis situation. “ 

 

Researcher:  “The sense of responsibility?” 

 

Daughter:  “The sense of responsibility is overwhelming, yea.” 

  

Researcher:  ‘Do you think the Five Wishes helped to take some of that responsibility off 

of you?” 

 

Daughter: “Yea…. You’re trying to deal with what’s….. You’re, you’re moving in slow 

motion in your mind.  I’m trying to get all the information.  I know she never wants to be 

resuscitated but I don’t know where we’re at in her care.  So I’m trying to gather all this. 

It’s only been 24 hours at that time.  You know, she came in.  Surgery was over at 2am 

Tuesday morning.  Yesterday was Thursday.  You know what I mean?  There’s so little 

time….  So the evening before when I left here is when I thought, I’ve got to go home and 

get that (living will).  I can’t get clear to the level.  I always thought it would either be 

black or white.  Employing life support was either, was black and white.  I really thought 

it was black and white.  I never considered all the grey …. I… it never dawned on me.  

And so when I left here Wednesday night, I thought I’ve got to find that, to see how 

detailed did we get because, I’m, I’m struggling here to… what’s best, you know.  When I 

found it, like I said, just this whoosh of calmness came over me, and (name of relative) is 

staying with me… and I knocked on her door and I said, ‘(name of relative) look at this, 

look at this!’  And she was like, ‘Oh, my God, (name of daughter)’.  We both just had this 

sigh of relief that was like, I didn’t have to figure out the fine lines any more.  I was going 

to be doing the right thing.  That was how I felt when I came in that morning to speak to 

the doctor.  That’s how I felt until I was in front of them…. But my mother had written in 

there ‘If I cannot feed myself’, which was critical for me in this process, ‘If I cannot feed 

myself or care for myself, let me go.’” 
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Researcher:  “You were concerned what her quality of life was before and now are 

you feeling that her quality of life will be the same or… less?”  

 

Daughter:  “No.  It will be less.  Nobody has told me it would be the same.  Well, one 

person did and I didn’t believe it.  There’s no way . You can’t remove 80% of your colon 

and intestines and have the same life.  That doesn’t make sense to me.  Especially in her 

condition.” 

 

Researcher:  “So when you came in here yesterday morning did you think that your 

mother was dying?” 

 

Daughter:  “I thought that when I came in here that if we pulled everything it could be 

right now, it could be hours, it could be days.  Maybe a week.  That’s what I thought.” 

   

Researcher:  “Did you think (she had a chance of surviving) yesterday when you came 

in?” 

 

Daughter: “I was hoping not.” 

 

Researcher:  “Hoping not.  Was that because of your concerns about her quality of life?” 

 

Daughter: “Because I’m devastated by what will happen.  What will happen to the 

amount of grief….  I don’t know what to say. Ummm…. To me, it’s worse for her to be 

alive than it is her for to be dead.  Because I already know that she felt, that life was too 

hard.”  

 

Researcher: “What do you wish would have happened in this process?” 

 

Daughter: “Ideally, I would have loved to have one primary.  One that does all the, you 

know… communicates so you’re … not talking to this doctor and then this doctor and 
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then this doctor…. Now, whether that means a physician and a social worker, 

someone who really understands the emotional side…  I think in a critical ICU situation 

both have to be met. That should be the top thing in care… the support of the family 

members and being heard…. Ideally I would have loved to have called and said ‘I found 

this document and they would have said ‘OK… technically I would have to honor that 

right now’, and she kind of said that, ‘and I have to get a physician, but could you wait 

until morning?’ Now, I would have liked if she said, ‘Now we can set up a care 

conference.  We will make sure that this person is here and this’, and help me through 

this process because I don’t know it.  I’m doing the best I can being blind folded.  So that 

when I came in…  I would have the doctor there.  I would have loved to have the chaplain 

in there.  She was fantastic….. Even when I was here last night, you know, the music 

playing, the oils, these are all things that (her mother) loves and I told the nurses when 

you come in here you have to be gentle.  That’s the mood I would have liked for the 

family to have experienced in going through the process…   I understand that at 1:30, 

this is through Dr. (resident physician), he said there’s a support, something, I can’t 

remember the name of it.  It’s one step down from hospice. I don’t know.  I can set that 

up for you. Oh, my God.”  

 

Researcher:  “Was it palliative care?” 

 

Daughter:  “Maybe. Yes, that sounds familiar…. I just take a deep breathe.  Oh, thank 

you!  I don’t know these things exist…. And now that, for me, that’s crucial that family 

members understand what’s available.  It’s like a rape victim. You can’t just, you can’t 

advocate for yourself.  You’re too…. emotional. I did the best I could, but, good Lord, I 

wish I’d had the support to do… even that piece. Yea.” 

 

Researcher:  “When you talked about getting little bits of information here and there it 

sounds like you didn’t feel like you got the bigger picture.  Is that right?” 
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Daughter:  “No, but part of that is I was out of the country so my sister was here.  But 

she said, ‘They told me they were going to go in there and explore.  They didn’t come out 

and say this is what we found. Now what?  They just did it.  They just took it.’  Now, I 

don’t know.  Maybe that’s protocol too.  I don’t know.”   

 

Researcher:  “Once you got to the ICU did you feel like you were getting all the 

information that you needed?” 

 

Daughter:  “When I talked to Dr. (resident physician’s name) I did. Yea, he’s the one I 

really connected with, who I feel like, that’s who I really want to talk to…. If I could 

recreate what happened yesterday, then I wish it was he and I, and still I do think it is 

important to have the support of the chaplain and people like her role, in a conference 

room and sit down and not in the middle of ICU floor and have this conversation.  So, 

that’s how I wish it would have gone.  Right now, I’m not letting that (ICU attending 

physician) in my mom’s room. I’ve said he can’t come in there…. I don’t like seeing him 

in the hall either.  I don’t (laughs).  It went so poorly, that I don’t.  I’m very 

uncomfortable, even passing him. It was that bad for me…. When I first heard, when she 

was out of surgery, that they took 80 percent of her large intestine, I was hoping she 

would die.  It’s much harder for me to see my mother…. I don’t know.  There is a whole 

grief on the other side, if she actually goes, but to me the suffering is horrific.  It’s quality 

of life. So I was hoping she would die.  I was hoping her heart would not take this, you 

know.” 

  

Researcher:  “Are you feeling the same way now?” 

 

Daughter:  “Yea. I still feel that way.  I do.  I still wish suffering was done because the 

recovery, there’s not…  Dr. (resident’s name) said someone who is already 

compromised….” 
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Researcher:  “As far as expectations of her being in the ICU, did you have any 

specific expectations?” 

 

Daughter:  “No, I don’t think so.  Well, I guess I was thinking, ICU, she’s going to die. 

Yea, but just personally for my mother, not like that everybody that enters ICU is going to 

die.  But I was thinking ICU, critical condition, knowing my mother, knowing her 

compromised health, she’s going to die. Yea.  And that’s why I got home really quickly, 

as quick as I could.  I think I wondered if she’ll be alive when I get there.  But I was OK, 

you know.  I prayed that if you’re suffering, go ahead and go, I’ll be OK.  You know.  

That was kind of my prayers, of I don’t want her to stay alive for me to get here.  I want 

her to go.  That’s it.”  

 

Analysis of Case Study. 

The initial conflict between the daughter and the critical care attending physician 

stemmed from differing understandings regarding the timing and appropriateness of 

withdrawal of life support for this patient.  The physician and daughter both attempted to 

negotiate their views of the situation and align the other person’s understanding with their 

own.  Both were unsuccessful in doing so, which resulted in mutual frustration.  The 

context in which this discussion occurred had a significant impact on this discussion and 

its outcomes, and will be discussed first, followed by an analysis of the daughter’s 

perspective followed by that of the physician’s. 

The context of the interaction negatively influenced the emotional and structural 

nature of the discussion and perpetuated a lack of understanding of each party’s point of 

view. The conversation was initiated in the doorway of the patient’s room, with the 

physicians standing in the hallway outside of the room, the daughter in the doorway, and 

the rest of the patient’s family just inside the patient’s room.  The family was standing up  

in front of a “panel” of staff, most of whom would normally not be included in a formal 

sit down care conference.  Thus, a normally “private” conversation was forced into a 

“public” setting with many people walking by in addition to the group of people 

attending rounds.  Additionally, there were no support personnel (e.g., chaplain, social 
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worker) present because the care conference was not set up as a “formal’ care 

conference which normally includes these support personnel and occurs in the privacy of 

a family waiting room.  The public setting and lack of emotional support significantly 

increased the daughter’s stress level which made effective communication between 

provider and family much more difficult. 

 The context of the conversation also hindered the aligning of provider-family 

understandings of the situation by negatively influencing the structure of the end of life 

conversation.   Formal end of life conferences usually follow a fairly proscribed structure 

led by the critical care physician.  This format includes discussion of several topics, 

beginning with the patient’s medical history and course of events leading to admission to 

the ICU, followed by a recounting of test results and patient responses to treatments, and, 

finally, discussion of the patient’s quality of life prior to the crisis and previously 

expressed wishes.  In formal sit down care conferences, all these topics are discussed 

prior to discussion of withdrawal, probably to assure all parties begin with a similar, 

compatible understanding of the situation.   Thus, the context of having the discussion in 

the family waiting room is associated with this communication structure.  

Communication in the patient’s room is usually associated with informal communication 

which does not possess this detailed information structure.  Thus, the discussion began 

immediately with the request for withdrawal. The preliminary detailed discussion, 

common in formal conferences, to assure a baseline alignment of understanding and 

meaning between family and provider regarding what had transpired up to this point was 

totally neglected.  So, it is not surprising the physician and daughter experienced 

difficulty in aligning their understandings regarding the request for withdrawal.  

Considering, first, the family’s perspective, this case study clearly illuminates the 

high degree of emotional distress experienced by the patient’s daughter.  The health crisis 

occurred suddenly; there wasn’t a clear diagnosis in the ED which necessitated surgery; 

the colectomy procedure was done without the family understanding what was being 

done at the time or the long term implications of the surgery on the patient’s quality of 

life; and the daughter, who was power of attorney and the one person aware of the living 

will, was out of the country when the crisis occurred.  The family perceived they were 
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only receiving “little tiny pieces of information to go on” and did not comprehend the 

big picture of what was happening. They also did not understand the process of how to 

access the support they needed, or even what support was available to them, as well as 

how to best communicate their perspective to physicians so they could be heard and 

understood.  The daughter described this as going through the process “blindfolded.”  The 

daughter perceived an immense burden of responsibility as power of attorney and as the 

patient’s daughter to assure her mother’s wishes were honored.  

In addition to the confusion and emotional distress the daughter was experiencing, 

she also lacked an understanding regarding the physician’s perspective. She, and the rest 

of the patient’s family, was not aware the family’s request for withdrawal, at a time point 

when the patient was demonstrating significant signs of recovery, made it difficult for the 

physicians to morally distance withdrawal from euthanasia.  This placed the physicians in 

a difficult position ethically and, perhaps in the physicians’ minds, legally as well to 

shoulder the burden for responsibility for the patient’s death.  She also did not 

comprehend how aggressive life saving treatments can be perceived by critical care 

physicians who utilize this technology on a daily basis as “standard care,” and the 

routinization of these treatments can make it cognitively more difficult for physicians to 

withdraw them. The physician’s defensive, frustrated reaction to the daughter’s persistent 

attempts at aligning her interpretation of her mother’s wishes with the physician’s further 

expounded the daughter’s anxiety, especially his questioning of her motive for requesting 

withdrawal. His defensiveness and frustration was internalized to the point where he 

verbalized to the daughter he perceived she was personally attacking him. This reaction, 

along with his refusal to read the Five Wishes, left lasting negative feelings for the 

daughter towards this attending physician whereby she did not want him to come into her 

mother’s room and even felt uncomfortable seeing him in the hall of the ICU.  The only 

interpretation she was able to identify was the physician was on a “power play” and 

didn’t want to be told what to do. Thus, the communication between provider and family 

to align understandings was not only ineffective but also harmful to their relationship. 

The conflict would have escalated further if the patient had not been ready for extubation, 
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From the critical care physician’s perspective, the physician recognized the 

patient was getting better, as evidenced by improved vital signs and the ability to wean 

down the vasopressor medications and the ventilator.  The attending physician’s 

prognosis was optimistic that the patient would “recover,” although what recovery meant 

in terms of quality of life was not explicated or ever discussed between the team on any 

of the days I rounded with them.  At this point, he viewed the cares he was providing the 

patient as “standard care,” even though the patient was still receiving life sustaining 

treatments, including the ventilator, the vasopressor medications, and intravenous 

nutrition, which isn’t usually considered “aggressive” care but does indeed sustain life.  

To a critical care physician, who deals with life and death day in and day out and utilizes 

the latest in technology and pharmacology to stave off death, these frequently utilized life 

sustaining treatments become common place, become routine, become “standard care.”  

The patient had been set on an aggressive treatment trajectory, starting with the 

resuscitations which the daughter said the patient received, moving on to the colectomy 

and colostomy, and leading up to the ICU admission and critical care treatments.  The 

sudden change to withdrawal of all support didn’t “mesh,” in the critical care attending 

physician’s words, with the aggressive nature of treatments already given and also didn’t 

“mesh” with the patient’s positive response to these treatments.  There was no indication 

perceived by the physician for removing life support since the prognosis was optimistic 

and, ethically, taking away “standard care” in a patient who is getting better was 

perceived by the attending and fellow physicians as akin to “killing the patient.”  

The physician was also not cognizant of the patient’s previous poor quality of life, 

her lack of will to live, her difficulty recovering after having a “simple” surgery of the 

amputation of some toes, and her extreme aversion to living with a colostomy or living in 

a nursing home, even temporarily. Of course, he would have been aware of these issues 

had he asked the family about her previous quality of life and any concerns they might 

have.  He also did not recognize or appreciate the extreme emotional duress the family 

was experiencing, their bewilderment regarding the speed with which an aggressive 

treatment pathway unfolded which they did not comprehend and could not control, or 

their lack of understanding of the importance of timing in request for withdrawal of 
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support.  There was also lack of physician comprehension regarding the family’s 

focus and goals for patient care.  The family was not concerned with whether the patient 

died, they were concerned with what her life would be like if she survived.  Thus their 

focus was on quality of life and assuring the patient’s previously expressed wishes were 

carried out. It is interesting to note both of these family concerns were identical to the 

family’s concerns in the previous case study.  Thus, the goals of the providers and the 

family differed which, in turn, influenced different understandings regarding the 

appropriateness of timing for withdrawal.  In this situation, the action the family felt 

would best fulfill these goals was withdrawal of support, which appeared to be in direct 

conflict to the physician’s goal of survival.  Lack of awareness of these conflicting goals 

prevented discussion and attempts at resolving this conflict.  Because the physician was 

lacking understanding of the family’s perspective, the daughter’s reason for withdrawal, 

taken in context with the clinical picture of the patient showing signs of recovery, was not 

evident.  The daughter’s verbage of expressing her mother’s wishes using the words “I 

want” compounded the misperceptions and culminated in the attending physician’s 

suspicion that the daughter’s motive for requesting withdrawal was not in the patient’s 

best interest.     

Communication between the physician and family could have been improved 

significantly if the nurse who received the phone call from the daughter in the middle of 

the night had made the calls necessary to set up a formal care conference, including 

calling the chaplain and the social worker.  This would have assured a private setting, 

emotional support for the family, and a structured, more detailed discussion of patient 

information, including quality of life.  The reason a formal conference was not set up is 

unclear. It may have been related to the timing of the phone call from the daughter which 

occurred in the middle of the night. The night nurse may have been reluctant to wake the 

chaplain and social worker by calling them or perhaps was unaware of the process or 

even the need to set up a formal conference.  I noticed an interesting lack of 

understanding by many of the ICU physicians and nurses regarding how informal and 

formal prognostic discussions differ, which was confirmed by the fact that informal 

discussion at the bedside as well as formal discussion in the family room are both called 



 240
“care conferences.”  I found this very confusing at first, since my previous clinical 

experience did not include labeling informal discussions at the bedside as a “care 

conference.”  

Conclusion 

Conflicts arise between providers and family members when understandings 

regarding the timing and appropriateness for withdrawal of life support are not aligned.  

Family members’ and providers’ goals for patient care may differ and potentiate 

differences in understandings and expectations between provider and family.  Lack of 

awareness of the root causes for conflict makes these issues even more difficult to 

prevent or resolve.  Formal communication of prognostic information in a formal care 

conference provides a setting and communication structure which serves to increase the 

likelihood of aligning understandings and resolving provider-family conflicts.  Assisting 

nurses and physicians in identifying how the differences in the communication structure, 

setting, and emotional support of formal versus informal prognostic communication 

influences communication effectiveness, family satisfaction, and outcomes would be a 

first step towards improving communication in the ICU setting.  
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CHAPTER NINE 

COMPLEXITY IN THE ICU:  ISSUES OF CODE STATUS 

 

Overview 

In the Intensive Care Unit, a patient’s code status is an extremely important 

consideration.  It determines whether a patient will be resuscitated in the event of a 

cardiac or respiratory arrest (heart or breathing stops) or lethal cardiac dysrhythmia 

(irregular heart rhythm).  Thus, it directly impacts life and death which makes it an 

extremely difficult decision for family members of ICU patients.   

There are aspects of code status which increase its complexity and thus, the 

potential for problems.  One aspect is differentiation between types of code status and 

their corresponding resuscitation.  The manner in which code status is differentiated and 

the labels for such varies slightly from institution to institution but usually includes a “ 

Full Code,” meaning utilizing all available resuscitation treatments; a “Do Not 

Resuscitate” (DNR), meaning no chest compressions, no defibrillation, no medications, 

and no intubation; a “Limited DNR” called a “DNR Exceptions” at this facility, where 

only certain resuscitation treatments are used, such as only defibrillation and medications 

but not chest compressions; and a Do Not Intubate (DNI) which disallows intubation only 

and does not address or restrict other resuscitation treatments.   

The life and death nature of code status and its inherent complexity necessitates 

rules and regulations to guide its practice.  These rules and regulations address aspects of 

code status including when code status is in effect and when it is not, validation of code 

status, and communication of code status to other health care providers.  Confusion or a 

breakdown in even a single step in any area results in an automatic default to “full code” 

and providing full resuscitation for the patient.  Additionally, code status is not a legal 

document, per se.  In other words, it is not irrevocable and thus can be disregarded as a 

result of the influence of others.  
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 The following case study of a patient I followed illustrates a common code status 

issue seen in the ICU.  

First Patient Case Study 

F.C. was an. 83 year old female with a history of high blood pressure, chronic 

renal failure (kidney failure), and atrial fibrillation (an irregular heart rhythm).  She was 

admitted to the ICU with a diagnosis of acute respiratory failure due to pneumonia and 

sepsis (overwhelming infection) and developed acute renal (kidney) failure while in the 

ICU.  The patient was a DNR prior to being admitted to the hospital and was being 

treated medically with bipap (a tight fitting mask attached to a machine which pushes 

oxygen under pressure into the lungs) and medications.  She had a long term relationship 

with a nephrologist (renal/kidney doctor) who was treating both her and her husband, 

who lived in a nursing home, for renal failure.  She was being treated with medications, 

whereas her husband was on long term dialysis. The patient had communicated her end 

of life wishes to her nephrologist including a desire to be a DNR and to never be placed 

on dialysis.  

 

11/14 Critical care physician note in medical record:  Care conference:  2 sons were in 

attendance. “Likelihood for improvement/survival is now low… Family understands 

patient’s poor prognosis.”  The physician described transitioning the patient’s care 

towards a focus on comfort care which sons were in agreement with but wanted to 

“prepare” their father for first before making any decisions. 

 

11/17 When I arrived in the ICU today, after being out of the field for a couple days, I 

found F.C. intubated and ventilated.  I was very surprised since I was aware the patient 

was a DNR and the critical care physicians were moving towards transitioning the patient 

to comfort care, which her sons were in agreement with.  I asked the critical care 

attending physician if she knew how the decision to intubate came about.  She told me 

the on-call critical care physician, who only works occasionally at the hospital on 

weekends, intubated her over the weekend, but she was not sure of the details. While we 

were discussing this, a nephrologist, who works with the patient’s primary nephrologist, 
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spoke up and said he was in the ICU at the time when the patient developed 

respiratory distress.   He said the family was visiting the patient at the time and told the 

critical care physician they wanted him to intubate the patient.  The nephrologist told the 

family prior to the intubation he did not think this was a good idea.   The on-call critical 

care physician was concerned about the patient’s skin breaking down from the bipap 

mask and since the family was requesting it, he intubated her despite the DNR order. The 

nephrologist then said to us, in an ominous tone, he expected the patient’s regular renal 

doctor “will not be happy about this” when he next comes to see her.   

 

The nephrologist recorded in the patient’s medical record:  “Patient has clearly expressed 

wishes for no dialysis.  (All underlining was in the chart.)   It will not be offered, as we 

will not go against her expressed wishes.”  Also in a separate note from the nephrologist:  

“Patient intubated, despite clearly indicating all through this hospitalization that she did 

not want it, and would rather die….No dialysis will be offered.   Suggest no pressors 

(vasopressors) be added.”    

 

11/18  The patient’s regular nephrologist, who had the long term relationship with the 

patient and her husband, came to the ICU, ordered the patient to be extubated and made 

her comfort care.  She died shortly thereafter.   

Analysis of Case Study 

A problem for some patients who desire limitation or foregoing of resuscitation is 

family members who are unable to accept and cope with patient dying and impending 

death.  Thus, when patients become unstable their family requests or demands that the 

physician resuscitate the patient.  In this case, it was the inability of the patient’s husband 

to cope with the patient’s dying which resulted in communication with the physician to 

intubate the patient and place her on a ventilator, despite her wishes to forgo this 

treatment.  Part of the issue in this situation was the physician in charge of decision 

making, the on-call critical care attending physician, had not cared for this patient 

previously or developed a relationship with the family, which makes end of life 

discussions more difficult since trust is usually established over time.  It is possible the 
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physician had not read the patient’s chart where it was clearly recorded the critical 

care physicians were working towards transitioning the patient to comfort cares. The 

nephrologist’s communication with the critical care physician, however, conveyed the 

previous agreement between the primary nephrologist and the patient to forego dialysis 

and intubation, so he was probably aware of the patient’s wishes. The physician was 

placed in an ethical situation where he had to choose between respecting the autonomy of 

the patient by following her wishes to abstain from intubation versus placating the family 

to avoid their anger and frustration and the potential threat of litigation if he chose not to 

intubate the patient.   

Normally the critical care fellow, who works in the ICU for an entire calendar 

month including weekends, provides the continuity of care for the ICU patients which is 

lacking with the attending physicians due to their weekly rotations. Unfortunately, the 

fellow was not involved in this situation, probably related to providing care for another 

patient, and so did not have input into decision making at this juncture. Although this 

lack of familiarity with the patient and family probably contributed to the patient’s 

wishes being disregarded, many critical care attending physicians I spoke with said they 

usually “cave” when family members are demanding treatment, meaning they give in to 

the demands of the family. They said there isn’t enough time to argue with family during 

a crisis, so they usually resuscitate and then try to negotiate with the family afterwards to 

get them to agree to withdraw support, which may constitute a process of a few days or 

more of communication.  Not all critical care attending physicians are as comfortable 

with withdrawing support as others, however, which further complicates this issue.  

 In this case study, it was the relationship the patient and her husband had 

developed over time with the nephrologist which resulted in the patient’s wishes being 

respected.  Although I was not present when the nephrologist spoke with the family, it is 

likely he first communicated with the family and was able to successfully align their 

understanding with his regarding the “appropriate” course of action to take, which was to 

honor the patient’s wishes by taking her off the ventilator. Once he was able to align the 

family’s understanding with his, he wrote the orders for DNR and comfort care and the 

patient was extubated and died.  
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Second Patient Case Study 

This second patient case study illustrates additional issues I observed in the ICU 

surrounding code status. 

  E.R. is a 70 year old female with a history of diabetes, high blood pressure, and 

chronic obstructive pulmonary disease.  She had a recent diagnosis of metastatic 

pancreatic cancer for which she had received chemotherapy and radiation treatment in the 

past.  She was scheduled for whipple surgery on 4/2 which is a very aggressive surgery 

for pancreatic cancer where the pancreas, gallbladder, much of the intestines, stomach, 

bile duct, and lymph nodes are removed.  During the surgery, the surgeon discovered the 

cancer was so extensive that he cancelled the whipple procedure.  The surgeon charted in 

the patient’s medical record the cancer was “unresectable.” Although the patient had 

decided she did not want to be resuscitated and had her oncologist sign a Do Not 

Resuscitate (DNR) order for her, this was rescinded during surgery, as is the common 

practice in most hospitals for patients going to the operating room for surgery. 

 

The day after surgery, on 4/3, the patient’s blood pressure dropped to a low level and she 

was transferred to the ICU where she was intubated, started on medication to increase her 

blood pressure, and diagnosed with septic shock (shock as a result of an overwhelming 

infection). 

 

The patient improved somewhat, although very slowly, over the next 5 days and a care 

conference was held by the critical care physicians.  

  

4/9 A critical care physician charted in the medical record: “Possible oncology consult 

for prognosis.” 

 Then, later in day:  “Critical care family conference:  Attended by daughter and 

husband.  I attempted to explain to the family the patient’s current condition.  She is Not 

as critically ill and unstable as she was over the weekend.  However, the patient is Not 

improving rapidly. (He went on to describe issues related to fluid coming out of her blood 
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vessels and leaking into her tissues).  This likely means that this patient’s ICU course 

will be quite prolonged.  Patient and husband and daughter are somewhat surprised by 

this.  We agreed to the following steps. 1. Repeat CXR (chest x-ray) tomorrow to 

ascertain pleural effusion status with possible thoracentesis (removing fluid from around 

lungs with a needle) tomorrow. 2. Oncology consult to evaluate patient’s status and 

render an opinion.  Otherwise continue current cares.”     

 

 4/10 Patient was examined by an Oncology physician.  This physician recorded in the 

medical record:  “Optimal course unclear. Would send cytology on any paracentesis or 

thoracentesis fluid (fluid obtained via a needle from around the heart or lung). If cytology 

+, would be more clear that oncologic prognosis is dismal and easier/more clear to push 

for (decreasing) aggressiveness of cure.  Without cytology +, would favor at least short-

term ongoing ICU support with re-eval (re-evaluation) next week.” 

 

Patient slowly improved and was able to be weaned off the ventilator and extubated. 

 

4/12  Patient’s primary care physician recorded in medical record: “Patient has been 

seeing me for 15 years.  She is extubated now and able to talk.  She is aware of 

unresectable pancreatic cancer and understands that this is a fatal disease.  If she should 

deteriorate again she does NOT (underlined twice) want to be intubated or resuscitated 

again.  She also knows that the family does not want her to die and that it is difficult for 

them.  Patient does not want to continue with aggressive medical treatment just for the 

sake of the family.” 

 

4/13 I spoke to the bedside nurse caring for this patient.  She expressed a concern about 

clarifying code status for this patient.  She said “The physicians talk to family (about code 

status) and then just leave it hanging, but I’m the one who is here.”  I responded that I 

read in the patient’s chart she was a DNR before surgery but this was rescinded for 

surgery.  She wasn’t aware of this and responded “I want to check on that.”  
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When the critical care physicians rounded on this patient the nurse said she 

wanted to clarify code status for the patient.  The critical care attending physician said 

“She’s a DNR.”  The nurse responded “I don’t think that was followed up on.”  The 

critical care fellow said (name of physician) told him she was a DNR.  The nurse replied 

it isn’t in the chart.  The attending physician said “Don’t worry.”  The nurse responded 

“I’m the one in the room” and laughed softly.  The physicians did not respond or 

acknowledge this statement.  As the team started to move on to another room she said to 

the physicians “Don’t leave before you let me know.”   Once again there was no response 

from the physicians.  After the physicians left the room the nurse said to me “The thing 

is, the family feels strongly against it (DNR) and she wants it and if something happens 

someone’s going to be mad.  That’s why I said to the doctor’s ‘Don’t leave till you talk to 

me.’… It’s a big deal.”  

 

4/14  The next morning when I arrived in the ICU I asked the nurse caring for the patient 

whether code status had been confirmed yesterday.  She said she heard from the night 

nurse it would be discussed in a care conference which was scheduled this afternoon.  

Then she said she was told the patient did not want “any of this.” While we were 

discussing this near the desk area just outside the patient’s room, the patient’s oncologist 

was sitting at the desk and joined the conversation.  She said she had just spoken with the 

patient and the patient told her she was fine with having gone through surgery and 

intubation, although she did not remember being on the ventilator, and that she wanted to 

be a full code.  I mentioned the family practice physician’s note in the chart from 2 days 

ago regarding the patient expressing her wishes to be a DNR and how her wishes had 

changed.  Neither the oncologist nor the patient’s nurse was aware of this note.  Another 

nurse sitting nearby at the desk responded to my comment saying it (the patient changing 

her mind) is “not unexpected in the ICU when you are balancing life and death.” 

 

 The oncologist charted in the patient’s medical record:  “Discussed with patient and she 

understands she is not curable- may only have months to live, but she hopes for years. 
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She would like to do further chemo.  She is unclear about code status but is 

considering full code.”   

The patient transferred out of the ICU later this same day.  

Analysis of Case Study 

This case study illuminates the complexity of code status by illustrating a number 

of problems seen in the ICU. The first issue is related to the patient’s previous DNR order 

being rescinded in the operating room. This is common practice in hospitals in the United 

States whereby DNR or other code statuses limiting life sustaining treatments are 

suspended for various procedures which are considered high risk. This includes all types 

of surgeries and usually cardiac procedures including cardiac catherization, where a small 

catheter is threaded through a vein into the patient’s heart, and electrophysiologic 

procedures, where the patient’s heart is purposely stimulated with electricity to try to 

diagnose and treat cardiac arrhythmias. Thus, the patient is a “full code” for these 

procedures and surgeries as well as for a specified period of time after surgery. It is likely 

this policy is related to a perceived incompatibility between performing surgery, which is 

considered aggressive in nature, with the conservative nature of a DNR order. Also, it is 

well known that hospitals in this country track statistics which are made known to the 

public, including operating room mortality statistics which may be tracked for certain 

periods of time after surgery.  So, hospital administrators and surgeons seek to prevent 

patient death in the operating room or immediately post-operatively since this negatively 

affects mortality statistics.  It is not clear whether patients and families are consistently 

informed of or understand this change in code status, however.   

When I spoke with several ICU nurses and physicians at this hospital regarding 

the policy for suspension of DNR status for surgeries, they all stated the practice at this 

hospital was to make all patients full codes during surgery and for 48 hours post-

operatively.   After some searching I found there was a written hospital code status 

policy: 

 Hospital Code Status Policy 

“Patients who are taken to the operating room will have their DNR status 

suspended.  This suspension will be communicated to the patient and/or 
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significant other and documented in the medical record. The suspension of the 

DNR status begins when anesthetic or surgical intervention is initiated and ends 

when the patient had met discharge criteria and has been discharged from the 

PACU (Post Anesthesia Care Unit or “recovery room”) or has been discharged 

from the hospital. “  

 

“Exceptions to this section will be made on an individual basis after discussion 

with the patient/significant other/family.  If, after discussion with the 

patient/significant other/family, the decision is made to continue the pre-existing 

DNR status during the peri-operative period, this decision will be communicated 

to the surgical staff.  This communication will be documented by the writing of a 

specific order to continue the DNR status during surgery on the physicians order 

sheet.” 

 

It went on to describe the procedure for initiating and formalizing code status 

including:  “Apply the appropriate color-coded round sticker inside and at the 

top of the Kardex (patient care plan) next to Code Status.  

 Red sticker=DNR, Yellow sticker= DNR Exceptions, Green sticker=Full Code      

Absence of a sticker indicates Life Support orders have not been formally 

addressed and/or finalized with the patient.  Therefore, the patient is to be 

considered a full code.”  (bold type in the written policy) 

 

“A competent patient or a family member acting on behalf of an incompetent 

patient may ask at any time that life support orders be rescinded.” 

  

The ICU nurses and physicians I spoke with were not familiar with this policy and 

most did not realize this policy even existed.  Nowhere in the policy does it say the 

rescinding of code status is maintained for 48 hours after surgery.  Thus, ICU providers 

have an understanding of this practice which varies from the hospital’s code status policy.  

The basis for this understanding is not clear.  
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 In order for a DNR or other limiting code status to be initiated or re-instated 

after being rescinded, specific hospital procedures must be followed to order, validate, 

and communicate this to other providers.  Missing even one step in this process results in 

confusion, which automatically leads to the default of resuscitation of the patient as a full 

code during an emergency.  Thus, errors in following the code status process culminate in 

patients receiving aggressive treatments which they do not want.   

  The procedure for initiating or re-instating a DNR or other limitation of 

resuscitation order involves a physician writing an order for code status, which in this 

hospital means filling out a specific code status form, a physician signing the code status 

order, and documenting the code status in the patient’s medical record, both in the hard 

copy chart and the electronic record (computer). The bedside nurse or ICU health unit 

coordinator then puts a code status sticker on the patient’s care plan which is utilized by 

the nurses. In some hospitals, a special code status wrist band is placed on the patient, 

although the procedure in this particular ICU is to place a color coded sticker on the 

patient’s identification band.  Although the steps might be slightly different depending on 

the institution, in all situations the order must be written and signed by an authorized 

healthcare provider, usually a physician, in order to validate it, and communicated to 

providers by recording the status in the patient’s chart. Even missing one step, such as the 

physician forgetting to sign the order, invalidates the code status. I observed this when 

patients who were DNR or DNI in nursing homes were resuscitated and admitted to the 

ICU already intubated because the code status forms at the nursing homes had not been 

signed by a physician.   

In this case study, the patient was intubated, placed on a ventilator, and started on 

vasopressor mediations (medicine to increase and maintain blood pressure) because she 

became unstable the day after surgery.  Whether this is what the patient wanted pre-

operatively or not is not clear, although afterwards the patient said she was “fine” with 

receiving these treatments. The patient’s DNR status was not re-instated after surgery due 

to a breakdown in the process for re-initiating code status and miscommunication 

amongst the physicians involved in the patient’s care. The critical care physicians had 

been told by another physician that the patient was a DNR, whereby they assumed it had 
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been properly ordered and documented which, in fact, was not the case. The code 

status form was not in the chart or computer, so it is likely the order was never written.  

As is common with critically ill patients, there were multiple physicians involved in the 

patient’s care, including the family practice physician, oncologist, surgeon, and critical 

care attending physician and fellow, but no clear guidelines regarding which physician 

was responsible for code status. Both the critical care attending and fellow physicians 

knew the patient had been a DNR prior to surgery and thought the DNR order had been 

reinstated.  The bedside nurse was not even aware the patient had a previous DNR order, 

so the nurse was the least informed provider, yet was the provider most concerned about 

clarifying this issue and verifying the proper policies had been followed to validate the 

code status.  Thus, she repeatedly communicated requests to the physicians to follow up 

on this issue.     

There was a general lack of acknowledgement, understanding, and empathy from 

the critical care physicians for the difficult position the bedside nurse found herself in.  

The nurse was aware the patient wanted to be a DNR and the family was not in 

agreement with this and wanted her to be a full code. Without clear direction regarding 

the patient’s code status and with the confusion whether the proper procedure for DNR 

had been carried out or not, the nurse was frustrated and uncomfortable with the prospect 

that should the patient experience a cardiac or respiratory arrest, she was the person who 

would likely be in the room and expected to make the initial decision regarding how to 

respond.  Because of the discord between the patient and family regarding code status, 

she was aware if the patient arrested “someone is going to be mad,” placing her right in 

the middle of this conflict.  This concern regarding being “caught in the middle” was a 

common lament expressed by many ICU nurses related to initiating resuscitation for 

patients they felt should not be resuscitated.  Usually this related to patients whom they 

perceived would not survive resuscitation and/or whose previous quality of life was poor.  

The nurses often viewed resuscitation for these patients as “unethical” and as “torturing’ 

the patient.  As one highly experienced critical care nurse explained: 

(Nurses) usually ask the family for a DNR order first because then it makes it 

easier to ask for limitation of support at a later point and the staff can breathe a 
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sigh of relief that they don’t have to resuscitate a patient who they feel would 

never be able to survive. 

 

Another issue evident from this case study is physicians and nurses don’t always 

keep up to date on the communications of other providers as recorded in the patient’s 

medical record.  I read the charts for the patients I was following once or twice a day, 

thus, I was aware of the family practice physician’s note regarding code status from 2 

days prior. The patient’s bedside nurse and oncologist were unaware of it, however. I 

found this to be true on many occasions during my 9 months in the ICU. The critical care 

attending and fellow physicians were unaware of certain aspects of patient’s histories, 

unaware of the exact circumstances of resuscitations for their patients which occurred 

outside of the ICU, for example being unaware that a patient received chest 

compressions, and unaware of other physician notes which were written to communicate 

to them prior to important events, such as a family care conference. This is not totally 

unexpected given the fact that most critically ill patients in the ICU have 5 or more 

physician specialties caring for them, the critical care physicians may have anywhere 

from 6 to up to 14 critically ill patients to care for at one time, and the ICU nurses rotate 

to different shifts and may have different patients every day.  None the less, this lack of 

communication between providers is concerning and has significant implications for 

patient care and outcomes.   

Lastly, the patient changing her mind about code status further complicated this 

already confusing situation.  It is highly probable her change of mind was related to 

pressure she felt from her family and her desire to make her family happy.  This 

highlights how difficult decision making regarding code status can be, how this decision 

can be influenced by others, and how patients’ and family members’ views of code status  

can change over time.  

  

Code Status:  Perspectives of Critical Care Nurses  

Patient code status is an important issue for most critical care nurses. This relates 

to their sustained proximity to patients with the likelihood that they would be responsible 
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for initiating CPR.  Many nurses stated code status is not addressed early enough in 

patients’ trajectories and should ideally be addressed in the clinic before a crisis occurs.  I 

frequently observed nurses initiating discussions with physicians regarding whether a 

DNR should be considered for specific patients, as well as asking physicians to discuss 

code status with family members. I also observed more experienced nurses addressing 

code status directly with family members.  Their involvement with this issue was also 

evident in patients’ medical records: 

Nurse’s note in format utilized at this hospital with O meaning objective, D 

meaning data, and A meaning assessment.  The nurse was only able to contact this 

guardian by calling him, since he lived in another state and had not flown in to see 

the patient yet.  This occurred the day the patient was admitted to the ICU after 

experiencing a cardiac arrest in a restroom at work: 

“O: Address code status.  D:  Able to speak with patient’s guardian…. Updated 

guardian on patient’s status.  Guardian would not want CPR or defib 

(defibrillation) done if patient’s heart would stop…. A: Code status updated.  

Order in (computer). Yellow sticker applied.” 

 

 Nurses verified in interviews they perceive they are usually the first to initiate 

code status discussions.  The initiation of this discussion by nurses is usually prompted 

by several different concerns including resuscitation would be “futile,” which means the 

nurse perceives a patient would not survive CPR; resuscitation would result in more harm 

than good; and a desire for the family, nurse, and physician to be “on the same page” 

regarding their understanding of a patient’s code status.  Physicians are at times hesitant 

to initiate a code status discussion with family members. 

Critical care physician talking to the critical care fellow during rounds about a 

patient and his family: 

“He probably shouldn’t be resuscitated, but I don’t want to have that 

conversation today.” 
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Critical care nurse: 

“I see the nurses going to the doctors and saying ‘Somebody needs to discuss 

(code status ) with (the family).  And sometimes as nurses we will bring it up to 

kind of prepare them for when the doctor asks.  It’s like, well, they’re really sick 

here, and they really should think about what if something happens.  Do we really 

want to do chest compressions or do we want to do resuscitative measures?  Just 

kind of planning the seed for them to think about it a bit.”  

 

Critical care nurse: 

“I may grab one of the docs and say, ‘You know what?  Things are not looking 

good.  You need to talk…’ I may just put it in their face and just say   ‘You need to 

talk to this family.  Do you really expect us to do CPR and everything on this 

patient?”  And if they say, ‘Yep, I do.’ Then, OK, then that’s their opinion, they 

don’t want to talk to the family, that doesn’t mean I won’t go to the family and 

talk to the family about it, too.” 

 

Critical care nurse: 

“And if the physician is not going down the road of code status I will absolutely 

jump in and go ‘Would your mom want us…’, you know?  If nothing else comes 

from this care conference, ‘Do you still want your mother to be a full code and 

that means doing chest compressions.’  I mean, I will at least throw that in, cause 

if I see that physician trying to get out of that room without at least covering 

something like that, it’s like no, no, no.”  

 

Critical care nurse:  

Nurse:  “(O)n a med/surg (medical/surgical) floor those are things you really 

don’t address, it’s more like in critical care that code status needs to be 

addressed.  I think, more often than not, it’s brought up by the nurses.  It’s telling 

the doctor you need to talk to the family about code status.  It’s unfortunate.  I 
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mean, I’m glad that we do it, but I feel like physicians should be doing it more 

without us, you know, our little push to do it and stuff….”  

Researcher:  “Why do you think that nurses are initiating it?” 

Nurse: “I just sometimes think they are so busy that it doesn’t even cross the 

radar.  Sometimes I think it’s these doctors that don’t really know the patient and 

they’re busy, too, which shouldn’t really be an excuse, but I think it is we’re the 

ones doing the hands on care and spending the most time with them and their 

families.  Sometimes it will even be a family member saying, you know, we talked 

before this and they don’t want this, and it’s like, ‘Oh, did you talk to the doctor 

about this,’ ‘no we….’ So, then we go back to the doctor and say ‘Listen, this is 

what the family had told me.  You need to go talk to them again and really get on 

the same page with them and get something definite figured out.’” 

 

A highly experienced critical care nurse:   

(N)urses address code status on this ICU more frequently than the physicians.  

Physicians are “afraid of the emotions of the families. We (nurses) are knee deep 

in it.” However, nurses have to “prove our trustworthiness” to the family before 

they can have these discussions.   

 

This concern regarding trust was echoed by a critical care physician: 

 Critical care attending physician:   

“You can’t just meet a family member and then talk with them about making the 

patient a DNR, cuz then they won’t trust you.”   

 

 Interview with an experienced critical care nurse who works charge frequently: 

Researcher:  “What about when it comes to code status?” 

Nurse:  “It’s not addressed early enough.”  

Researcher:  “OK.” 

Nurse:  “It is not addressed early enough.  That’s all I’ve got to say about it.  And 

it’s sometimes not addressed by the right people.  It shouldn’t be us bringing it 
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up.  It should be the doctors at all times bringing it up. Sometimes we’re the 

ones that are the first times to even suggest it and they’re (patients and families) 

like surprised.” 

Researcher: “When you first talked about bringing it up, are you talking about 

being the first to bring it up to the physician or to the family?” 

Nurse: “Family. Family sometimes.  I like to go to the physician first.  I don’t like 

being the one to bring it up to the family.  I just don’t think that that’s my 

responsibility as a nurse. But, I’ve done it.  You get someone in that you just think 

isn’t going to do well and isn’t going to recover and you just have someone that’s 

really sick and at risk for coding again and you know that would not be in their 

best interest to resuscitate them, then I do.  I’ll say,’ If something happens to you 

want us to do everything?’ 

Researcher:  “Do you think they understand what ‘do everything’ means or do 

you explain it in a different way?” 

Nurse:  “You explain chest compressions and the shocking and the drugs.  Like 

the lady that came in that we didn’t do hypothermia on.  She was a full code for 

those 72 hours. Should she have been.  No. (laughs) She’s already got an anoxic 

brain injury.  We already feel that she’s not going to do well (unclear).  Why 

would be code her.  But her family was not prepared to make her a DNR until 

those 72 hours were up.”  

Researcher:  “So was there some discussion about code status?” 

Nurse: “Yup.  I talked to (kidney doctor) about it right away.” 

 

Discussion 

 It is evident from the patient case studies, fieldwork observations, and interviews 

with providers that there are a plethora of problems experienced in the ICU related to 

patient code status.  ICU providers are often either unaware of or do not possess a clear 

understanding of the hospital’s policy for code status. There are issues with 

miscommunication of patients’ code status, confusion as to who is responsible for a 

patient’s code status and whether the order process has been completed, and patients 
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being resuscitated despite having DNR or DNI orders. Providers often do not read 

patients charts or do not read them in a timely manner and thus, miss important 

information regarding code status written by other providers. Many of these issues relate 

to ineffective communication which results in confusion. Since resuscitation is the default 

practice in the case of uncertainty, these problems culminate in patients receiving 

aggressive treatments which they do not desire. 

 Nurses assume a central role in initiating code status discussions, either by 

discussing this topic directly with family members or requesting physicians initiate this 

discussion with families.   Some nurses perceive a need for these conversations to occur 

earlier in patients’ trajectories than they are currently and wish physicians would initiate 

these conversations with family members without having to be prompted by nurses. The 

reasons nurses are especially concerned regarding code status stems from their proximity 

to patients and family members. The bedside nurse is keenly aware of a patient’s current 

health status and responses to treatments due to ongoing hands on contact with the 

patient.  Patients who are “not doing well” pose a threat of deteriorating and requiring 

emergency treatments.   Nurses are very aware, in this event, it is likely they will be the 

provider required to initiate CPR, whether the nurse perceives it is appropriate or not.  

Thus, the patient provides a continual reminder to the nurse for the need to discuss code 

status.  Ongoing communication with family members also uncovers information 

prompting the need for code status discussions, such as a patient’s previous wishes, or 

family members’ lack of comprehension or differing understandings regarding code 

status or CPR.  Thus, nurses actively manage these concerns by facilitating code status 

discussions.  Often code status discussions are a first step towards other end of life 

discussions including withdrawal of life sustaining treatments.  
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CHAPTER 10 

REFRAMING AND SHIFTING OF RESPONSIBILITY AT END OF LIFE 

 

Overview 

Decisions to withdraw life support, while difficult emotionally, can also be 

morally difficult for family members, physicians, and nurses. Making a decision to 

withdraw life support usually requires an individual to be able to cognitively differentiate 

between euthanasia and withdrawal. This is important both for legal reasons as well as 

for emotional reasons including managing feelings of guilt.  Thus, a cognitive distinction 

needs to be made between “killing” and “letting die.”  For some individuals, this is not 

always a clear and easy process. 

 Critical care nurse: 

“(The patient) looked at her daughter.  She said ‘I do not want any of that.  I can 

die.  I am ready.  I do not want any of that.  Make me comfortable.’  Now this is 

under extreme circumstances.  This is actually where we are doing euthanasia 

almost.  But it was her decision.  You take a quad(rapalegic) off a ven(ilator), they 

don’t breathe.” 

  

Nurse:  “(S)urgeons… have a hard time letting go of their patients.  (A) general 

surgeon went into a… This guy was having abdominal pain, in his 80s.  He had 

no family but … they opened him up.  Complete and total necrotic bowel (tissue of 

intensives was dead from lack of oxygen).  Completely.  And the surgeon wanted 

to keep him on the vent…. And let him die on the vent.  And all of us were like, 

what?  And he’s like, ‘Well you guys might do that all the time and take people off 

the vent and kill ‘em, but….” 

Researcher:  “Did he say that?  Kill him?” 

Nurse:  “Yea.  And that’s fine, if you feel comfortable and you can get an order 

from a different doctor that’s fine, but I’m not going to give you that order.” 
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Perceiving withdrawal as “killing” results in either the inability to agree to 

withdrawal or feelings of guilt and remorse if a person does agree to withdraw support.   

Cognitive methods, which are largely subconscious, are frequently employed to decrease 

cognitive dissonance and feelings of guilt related to the withdrawal decision. These 

cognitive methods include reframing the meaning of the situation and shifting of 

responsibility for decision making to others. 

Reframing at End of Life 

 Reframing is a cognitive method utilized to change the meaning of a situation. At 

end of life in the ICU, reframing is utilized to change the meaning of the process of 

withdrawal and the meaning of technology. In doing so, responsibility for the decision to 

withdraw and for patient death is no longer centered on the decision makers, namely, the 

family and providers, and technology is easier morally to withdraw. 

Reframing Dying 

One method of reframing withdrawal at end of life is focusing on the 

“naturalness” of death and dying.  Thus, instead of viewing withdrawal of support as 

“killing” a patient, withdrawal is cognitively structured as allowing “nature” to play out 

as it is meant to.  Responsibility for dying and death is shifted to nature, which represents 

the patient’s body, and away from withdrawal.  This prevents withdrawal from being 

linked with euthanasia.  

Family member speaking to a critical care attending physician during a family end 

of life care conference: 

“Let’s do the trach and give it a couple weeks.  If there is no improvement let’s let 

nature take its course.” 

 

Critical care attending physician speaking to family members: 

 “Another option is take him off the vent and see how he does.  Let nature take its  

 course and then he passes away.” 
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From a patient’s Living Will:  

 “If at any time I should be diagnosed in writing to be in a terminal condition by 

the attending physician where the application of life-sustaining treatment would 

serve only to artificially prolong the process of my dying, I direct that such 

treatment be withheld or withdrawn and that I be permitted to die naturally.”  

 

Reframing Technology 

Another method of reframing at end of life is changing the meaning of technology 

from “lifesaving” to causing patient “suffering.”  From this reframed view point, nurses, 

being the implementors of this technology, essentially “torture” the patients with 

technology.  This reframing occurs when there is a cognitive shift in the mind of the 

individual from technology as life saving, when there is still hope for recovery, to 

technology as “torture,” when there is no longer hope for recovery.  Thus, removing the 

cause of the “suffering,” withdrawing the technology, reframes withdrawal as a kind and 

loving act.  

 Physician recorded in medical chart: 

“As patient family requesting comfort care, next day or so will limit 

pain/suffering by minimizing medical interventions.” 

 

Physician recorded in medical chart: 

“Recurrent disease with large mass in the pelvis.  Without chemo her life 

expectancy is less than 6 months.  I feel that adding dialysis would only prolong 

her suffering.  Consider palliative care consult and pass on further medical 

intervention other than measures for comfort.”  

 

Critical care nurse: 

Why offer something that isn’t going to help?... “Do you have to offer everything?  

That’s where I have a problem with that.  They’re just prolonging her suffering.” 
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Critical care attending physician: 

“Would you want to be left on the ventilator for 7 days with no hope of improving 

your quality of life, regardless of whether , um… you were maintained on 

sedation, you are.  We are doing what we can to keep you comfortable but there’s 

no.. hope that you’re going to survive.  And all you’re doing is being kept alive… 

your body alive, your brain perhaps tortured, until your family can get their act 

together.”     

 

Critical care nurse: 

Nurse:  “And this person, we probably should have withdrawn a week ago but 

we’ve been letting the family say when we’re going to withdraw…..” 

Researcher:  “What do you think of that?” 

Nurse:  “I don’t agree with it ‘cause that’s another week we’re torturing the 

patient.” 

 

On rounds, a critical care attending made this comment to the critical care fellow 

and pharmacist regarding an elderly ventilator dependent patient who the 

physician felt should have life support withdrawn on but the patient’s son wanted 

a tracheotomy due to religious reasons.  The attending said the physicians should 

say to the son: 

“Here’s the next inhumane thing we can do for her.” 

.  

Reframing Withdrawal as Extubation and Withholding 

There are other methods of reframing withdrawal which assist in distancing it 

from euthanasia and diminishing feelings of guilt.  Methods include reframing 

withdrawal to extubation and/or reframing withdrawal to withholding.  This is illustrated 

in the communication of this case study of a patient I followed.  

Patient Case Study 

G.K. was a 70 year old female with a history of heavy smoking, COPD (chronic 

obstructive pulmonary disease), emphysema, bronchitis, heavy use of alcohol in the past, 
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two previous stokes, atrial fibrillation (irregular heart rhythm), high blood pressure, 

and depression. She had been living alone at home with family calling frequently and 

coming in weekly to check on her but experienced numerous falls and memory issues so 

was moved to a nursing home 1 ½ months earlier.  On 10/6 the patient was found in the 

nursing home unresponsive and in respiratory arrest (stopped breathing).  A pulse wasn’t 

palpable so CPR was initiated and 911 called. She had a DNR order in the nursing home 

but this had not been signed by a physician.  She was intubated in the ED and admitted to 

the ICU with a diagnosis of pneumonia and COPD/bronchitis exacerbation.  The 

physician note on admission stated “prognosis grim to poor.”  She was extubated but 

needed to be reintubated on two occasions over the next 5 days when she “ran out of 

steam.”   

 

10/12 Day 7 in ICU: On medical rounds the social worker asked the critical care 

attending physician whether he wanted a care conference set up with family to discuss 

tracheotomy.  He said yes, so she set up the meeting.  

 

10/13 Day 8 in ICU:  I observed a formal care conference in a family waiting room today 

for G.K.  In attendance was the chaplain, one of the ICU social workers, the patient’s 

bedside nurse, the critical care attending physician, the patient’s middle aged son, 3 adult 

grandsons, and a grandson’s fiancé.  When the (critical care attending) physician came in 

(everyone was seated around the room with the family all next to each other and the staff 

on the other side of the room, but still fairly close to one another since the room was 

medium sized) the social worker initiated the conference by introducing the ICU 

physician to the family and requesting the family to introduce themselves… 

  (T)he physician began immediately reviewing the purpose of the conference:  to 

review the current state of the patient and discuss “where we want to go from here.”  The 

doctor reviewed the patient illness trajectory starting at the nursing home where she had a 

respiratory arrest up to the present.  He spent a lot of time discussing her lung damage as 

a result of smoking for so many years and the problems they experienced trying to wean 

her from the ventilator.  He discussed her two extubations and the need to reintubate both 
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times since “she failed twice.”  He then went into a lot of detail explaining the two 

possible courses of action from which to choose.  One option was to perform a 

tracheotomy on her now, which would mean a prolonged recovery at a specialized 

rehabilitation facility where they would attempt to slowly wean her from the ventilator.  

The second option was to utilize the rest of the week to “tune her up,” which means to 

suction her lungs frequently, and then extubate her with the intention that if she 

experiences respiratory distress they would not put the tube back in.  The attending 

physician said he would take an “educated guess” that she would do “quite well” after 

being extubated, but he did not know for sure.  He explained the longer she was in the 

hospital the greater the chance she might have a complication, such as a stroke or a heart 

attack, and she would not recover from it.  He used lay terms such as “breathing 

machine” and described the tube going down her throat into the airway.  Every now and 

then a family member interjected a question to clarify a point which he then answered, 

but the physician did approximately 90% of the talking.   

The physician then said, “The question now is not what you want her to do or 

what I want her to do, but what you think she would want,” which he went on to label as 

“substituted judgment.”  A family member asked to clarify the extubation option and used 

the words “letting her go.”   The doctor responded, “It wouldn’t be exactly letting her go, 

but rather focusing on comfort.” One of the grandson’s said 2 weeks ago when he visited 

his grandma in the nursing home he wheeled her outside for a cigarette and she told him 

she wanted him to get a pistol and come back and shoot her because she didn’t want to 

live this way in the nursing home.  Several family members commented they thought the 

nursing home was not a “good one.”  The grandson went on to discuss her “quality of 

life,” saying she was not satisfied with her quality of life in the nursing home.  Then he 

asked the doctor whether her quality of life would be the same if she had the 

tracheotomy.  He responded, “No, it would be worse.”  The grandson then expressed 

concern since his grandma was not happy with her quality of life in the nursing home 

before she was hospitalized and if she recovered she would be worse off than she was at 

that time. 
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The physician asked the family, “Would you say that we’ve done too much 

already?”  The family all responded “yes.” Then, the doctor stated, “I don’t want to take 

her off the ventilator until I believe she has a chance to succeed.”  The grandchildren 

suggested talking to the patient to elicit her wishes.  The physician said although he 

thinks that is a good idea, people who are ill and under stress will give different answers 

to questions like this as compared to if they are not in the hospital.  He also said she may 

not be able to cognitively process what they are asking her even if they think she 

understands.  

The physician then attempted to verify the input from the family saying “So it is 

your decision to not do the tracheostomy and instead try to take the tube out after a few 

days of trying to improve her status?”   A grandson replied, “It’s not my decision, it’s her 

decision.”  One grandson shared he thought performing the tracheostomy would be 

“prolonging her life without quality of life” and another said the patient would be “pissed 

off at us” if this was done.  All the family agreed she would not want a tracheostomy. 

 

The physician said in his experience, in most cases “Before the dust settles we’ve 

given more care than the family would want.”  The decisions are made without much 

time to think or consider the options and results but, “That was the right decision at the 

time.” (to utilize aggressive treatment).   The physician moved on to discussing code 

status, saying, CPR is a “plain bad idea.”  He said with the first compression the patient 

would break 4 or 5 ribs which is a very prolonged and excruciatingly painful recovery 

and there is a chance of brain damage.  “To do CPR is not a good outcome.”  The family 

agreed that they did not want CPR and that the patient would not want this.  Then the 

physician reiterated he wanted to “tune her up” first before trying extubation and “I don’t 

want to take her off if she can’t succeed.”   Then he summarized the conclusions again, 

including not doing the tracheotomy surgery, tuning her up, extubating her, and then not 

reintubating her if she doesn’t do well.  The son said “Even with half a miracle the 

outcome isn’t going to be good.” 

Immediately after the conference the chaplain who had attended the care 

conference said to me “What you can teach the physicians is how to listen.  They are not 
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very good at listening.” I asked the bedside nurse how she felt the conference went.  

She said “I was kind of surprised at Dr. (attending physician’s name).  I was, yet I 

wasn’t.”  I asked her what she understood the family to be saying in the conference and 

she said “That they wanted to be done.”   

 

10/15  Nurse’s note in medical record:  “Patient making motions toward ETT 

(endotracheal tube), wanting it out.” 

 

Patient was extubated 2 days later with family was present after being “tuned up” by the 

critical care physicians.  She died about 12 hours after extubation from respiratory 

failure. 

Analysis of Patient Case Study.  

This case study illustrates the use of cognitive processes of reframing and shifting 

of responsibility which were utilized to facilitate a decision for withdrawal of the 

ventilator from a patient.  Both of these cognitive methods were illustrated by the critical 

care attending physician’s communication whereas only shifting of responsibility for 

decision was demonstrated by a family member.  

In analysis of the communication content, the first indication of reframing 

occurred near the beginning of the care conference.  The physician spent a fair amount of 

time providing a detailed description to the family regarding the significant amount of 

lung damage the patient sustained from her years of smoking and the difficulty she 

experienced being weaned from the ventilator, including two extubations and two 

reintubations.  After “setting the stage” with this pessimistic description, it was quite 

surprising to me when he stated he would take an “educated guess” that she would do 

quite well after being extubated.  With her significant pulmonary disease and smoking 

history and the fact that she had already been extubated twice and reintubated, this 

seemed very unlikely.  The fact that she lived only 12 hours after the final extubation 

demonstrated my assessment was correct.  From observing and speaking with this 

physician, however, I knew him to be an extremely intelligent and experienced critical 

care attending physician with a specialty in pulmonology (a “lung” doctor).  The 
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physician’s statement, thus, was unexpected and difficult to comprehend without 

analysis of the rest of the discussion.   

When a family member used the words “letting her go” while asking the 

physician to clarify the extubation option and the doctor responded, “It wouldn’t be 

exactly letting her go, but rather focusing on comfort,” this provided some insight into 

the physician’s cognitive processing.   His initial statement regarding his prediction that 

the patient would tolerate extubation after being “tuned up” suggests he would not be 

anticipating patient death as a result of withdrawal.  This demonstrates his “intent” with 

removing the endotracheal tube and ventilator was not withdrawal of support to allow 

death, since death is not anticipated.  The family member’s comment of “letting her go.” 

on the other hand, illustrates a different understanding which is anticipation of patient 

death after removal of the ventilator.  This anticipation of death, then, frames the 

ventilator removal as withdrawal to allow death.  The physician quickly attempts to 

reframe this understanding by saying “it wouldn’t be exactly letting her go, but rather 

focusing on comfort.”  So, putting this together, the physician is cognitively reframing the 

removal of the patient’s endotracheal tube from withdrawal of support with anticipation 

of death, to extubation with anticipation of living with the purpose of providing 

“comfort.”  This suggests he is morally uncomfortable with withdrawal of life support. 

  After a discussion centering on the patient’s dissatisfaction with her quality of 

life, including the grandson’s admission that the patient asked him to shoot her with a gun 

to end her life, the family all agreed the patient had already received unwanted aggressive 

treatment. This is not surprising since the patient had a DNR order in the nursing home so 

should not have been resuscitated but, since the order had not been signed by a physician, 

ended up being resuscitated.   What was surprising to me was the physicians’ response to 

this discussion.  He clearly admitted “I don’t want to take her off the ventilator until I 

believe she has a chance to succeed.”   Thus, the previous assessment of the physician’s 

discomfort with withdrawal was substantiated in this statement.  He clearly 

communicated he was uncomfortable withdrawing life support in this situation.  This 

comment was made despite the fact the patient was previously a DNR, the patient’s 
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family confirmed the patient had already received more aggressive care than the 

patient or the family had wanted, and her previous quality of life was unsatisfactory to 

her.  

 Next, the physician discussed code status stating CPR is a “plain bad idea” as 

well as “To do CPR is not a good outcome.”  Thus, the physician clearly communicated 

to the family he does not recommend CPR for this patient.  This illustrates he is 

comfortable withholding treatment since making the patient a DNR means withholding 

CPR in the case of a cardiac arrest or respiratory arrest if the patient is not intubated.  He 

went on to reiterate that he wanted to “tune her up” first before trying extubation and “I 

don’t want to take her off if she can’t succeed.”  So, essentially, the physician is 

communicating to the family he is not comfortable with withdrawing support, but is 

comfortable with withholding support. This information assists in understanding the 

initial unexpected comment from the physician regarding his view that the patient would 

do well when extubated.  In order to avoid the cognitive discomfort of viewing removal 

of the endotracheal tube as withdrawal, he instead frames it as a “simple” extubation with 

the expectation that the patient will be “successful.”   Since the family agreed with the 

physician that the patient would be a DNR, if she experienced respiratory distress after 

extubation the decision to not reintubate her would now be withholding of treatment, 

which the physician was comfortable with. Thus, the physician utilized reframing to 

change the meaning of the situation from withdrawal with the probability of death to 

extubation with anticipation of life but withholding treatment in the event of dying.  This 

cognitive processing was necessary in order for the physician to satisfy the family’s 

wishes while at the same time framing the situation and the decision making in a way 

which made these actions morally acceptable to him.   

In addition to the cognitive process of reframing, there was also evidence of 

shifting of responsibility in this discussion.  The first example of this was when the 

physician discussed the attempts at weaning the patient from the ventilator and the two 

extubations.  The patient’s need for reintubation was interpreted by the physician and 

communicated to the family as the patient “failed twice.’  Thus responsibility for the 

patient not tolerating being off the ventilator was not placed on the physicians for taking 
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her off the ventilator when she was not ready, it was placed on the patient who 

“failed.” The second example of shifting of responsibility occurred when the physician 

was verifying the family’s point of view saying “So is it your decision to not do the 

tracheostomy and instead try to take the tube out after a few days of trying to improve her 

status?”  This statement places responsibility for decision making solely on the family as 

illustrated in his choice of the pronoun “your” in his words “your decision.”   One of the 

grandson’s was not comfortable with this responsibility, however, and shifted 

responsibility for decision making to the patient by saying “It’s not my decision, it’s her 

decision.”  

After the care conference had concluded, both the patient’s bedside nurse and the 

chaplain who sat in on the conference expressed frustration to me regarding the 

communication of the critical care attending physician.  The bedside nurse’s frustration 

related to her perception that the family desired immediate withdrawal rather than having 

to wait 2-3 days for the physician to ‘tune up” the patient.  The chaplain probably came to 

this same conclusion, which lead to her comment regarding physicians needing to “learn 

to listen,” thus implying the attending physician wasn’t listening to the family.  Although 

the physician made the family wait an additional 2 days before he agreed to extubate the 

patient, I don’t think this was because he wasn’t listening to the family. It was because he 

was uncomfortable morally with accepting the responsibility for withdrawal of life 

support and thus, needed to structure the situation and the process in such a way as to 

cognitively frame it in his mind as extubation and withholding. This suggests the 

physician perceives less responsibility for death from withholding treatment versus 

withdrawing treatment.  

Not all physicians have this difficulty cognitively reconciling withdrawal as 

evidenced by this statement from a (different) critical care attending physician: 

In a conversation with a critical care attending physician:  

Physician: When patients have living wills that say they are a DNR then their 

wishes will be followed. 

Researcher:  What about when a family member panics and calls 911 and the 

patient is intubated?  
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Physician: I have “no problem” talking to family about patient wishes and 

extubating the patient.  I give “a lot of morphine first” and then extubate so there 

is “no appearance of air hunger and death seems peaceful. It’s all about 

appearance,” because you don’t want family to have the last thing they remember 

be that the patient was uncomfortable. 

 

Another (different) critical care physician in a discussion with me, paraphrased 

from my notes: 

Researcher:  Is it harder for you to stop treatment once it is started? 

Physician: “No”.  Doctors have gone on the theory that once certain decision have 

been made then there is “inertia which makes the decision making 

uncontrollable.”   I disagree with this but do feel that one decision often leads to 

another which leads to another.   I feel comfortable, however, stepping in and 

stopping aggressive treatment or withdrawing aggressive treatment.   

 

So neither of these critical care physicians perceive they struggle cognitively with 

withdrawing life support.  One of the physicians even feels comfortable giving “a lot of 

morphine” just prior to withdrawal in order to ensure a “peaceful” death.  In my clinical 

experience in ICUs at other hospitals, giving a large dose of morphine prior to extubation 

for the purpose of withdrawal of support was common practice.  This demonstrates the 

two ends of the spectrum, with one end representing reframing to cognitively avoid 

withdrawal and the other representing providing morphine to “make death seem 

peaceful.”  Thus, the personalities of physicians, including their moral views and sense of 

moral responsibility, influence the manner in which death and dying are managed both 

cognitively and procedurally, at end of life in the ICU.   
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Shifting Responsibility at End of Life 

Overview 

Responsibility for decision making is linked to responsibility for the 

consequences of the decisions which, for many patients in the ICU, is death.  Since no 

one wants the moral burden for death, it should not be particularly surprising there is 

frequent shifting of responsibility for end of life decision making in the ICU.    

ICU chaplain: 

“Often the issue is the family is concerned about being responsible for death” 

 

Critical care nurse:   

 “I think when it comes down to it, nobody really wants to make that decision.  

They don’t want to feel like they are the ones that made the decision because it is 

such a hard decision to make.  It is easier to put if off on the patient or put it off 

on God.  I didn’t make this decision because it is hard to say I ended my loved 

one’s life because there’s always a ‘what if.’  What if they would have got better?.  

What if they would have woke up from a coma 20 years later?  ‘Cause it’s hard 

for us to do that because we love them.” 

 

Critical care nurse:  

“Nobody wants to make a decision.  Surgeons can never let a patient go.” 

 

Critical care nurse: 

“(T)here can be a variety in comfort with , you know again, kind of handling 

some of the tough topics about things are not going well prognostically, things 

don’t look good.  Being able to say the hard things that people don’t want to hear 

but yet probably need to be said.  Most of the staff, I think, are OK with that. But 

yet, we do observe, nobody wants to give bad information.” 
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Shifting Responsibility to the Patient 

Since most people are reluctant to accept the moral burden for death, dying, or 

other negative outcomes, responsibility for decision making and outcomes at end of life is 

frequently shifted either directly to the patient or more indirectly by placing responsibility 

on the body of the patient.  I noticed this shifting primarily with family members and ICU 

physicians in their communication. 

Critical care fellow physician when I asked how a patient I was following did 

over the weekend: 

The patient “tried really hard to die on Saturday and tried really hard again to 

die on Sunday.” 

 

It is commonly charted in patients’ medical records when a patient has difficulty 

with attempts at weaning off the ventilator, usually by increasing their respiratory 

rate, as: 

“The patient failed PS (pressure support) trial today.” 

 

Critical care fellow physician speaking with family about making a decision 

regarding amputation of a patient’s toes and fingers: 

“We’ll let the extremities declare themselves before we decide what to do.”   

 

Deflecting Responsibility and Accountability 

Sometimes an individual’s communication demonstrates resistance to personal 

accountability whereby responsibility is not shifted from one person to another but rather 

simply deflected off the individual speaking.  This is a way of refusing to accept 

responsibility for decision making and/or outcomes.  This often occurs in relation to 

patient recovery or the speed of recovery. Some providers include in their communication 

a reference to “magic” or “luck,’ which implies a lack of individual control over the 

circumstances.  Deflection is also demonstrated in communication related to 

responsibility for making prognostic determinations.  

 Critical care attending physician in conversation with a patient’s family members: 
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 “He may have trouble coming off the vent (ventilator)….. I don’t have a magic  

 bullet to make him better right away….” 

 

A critical care attending physician (not the same one as above) told a patient’s 

family: 

 We do not have a “handle” on the patient’s infection yet and do not know at 

what point they will.  “We are not turning that magic corner just yet.” 

 

A critical care attending physician speaking to me during an interview: 

 “We don’t have a crystal ball. It’s like, who made you God?  We have intuition 

that the patient isn’t doing well, but we need all those number leading you to not 

doing well, until you can accept it.” 

 

Critical care physician and charge nurse discussing a patient during rounds: 

Researcher: What is this patient’s prognosis? 

Physician: “I told the family yesterday that she is going to die.” 

Charge nurse: “Or that she was dying yesterday.” 

Physician:  “Let’s cross our fingers.” 

 

Shifting Responsibility to the Patient’s Family 

In the ICU, communication from providers illustrates frequent shifting of 

responsibility for decision making to patients’ family members.  

Critical care attending physician speaking to family during a care conference: 

If her heart stops and we try to restart it we may do more damage than good.  The 

odds of getting her back is very, very low.  She would end up with rib fractures 

and likely have brain damage from the chest compressions.  She’s already behind 

the 8 ball….  We’re still at the point of recognizing where she is going to go.  The 

least harmful decision is if her heart would stop we shouldn’t do that to her.  If 

things change we can change out minds.  You guys ultimately have to make the 

decision. 
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I heard the statement “You need to decide” communicated repeatedly from 

critical care physicians to family members during end of life care conferences. I heard 

this same statement communicated from nurses, as well, to family members at patients’ 

bedsides.  This statement clearly places responsibility for decision making on family 

members’ shoulders. Sometimes physicians are willing to assume responsibility for 

providing a medial recommendation, thus giving the family some guidance and support 

regarding what the physicians believe is the best course of action in the situation, as was 

illustrated in the quote above. This occurs frequently in relation to physician 

recommendation to withhold CPR.  Yet, the final responsibility for decision making is 

clearly shifted to the family when the physician states “You guys ultimately have to make 

the decision.”   There is no indication of collaboration in decision making between the 

family and the physician, rather the decision, and thus the responsibility for the decision 

and its outcome, is placed fully on the family by the physician.  

Some physicians are cognizant of this shifting of responsibility, as illustrated in 

an excerpt from an interview with a critical care attending physician, but others may not 

be: 

Critical care attending physician:   

“We offer alternatives to families instead of limiting the options.  An easy one is 

actually dialysis.  It’s like, well the kidneys are failing.  We’re going to try this 

and we’re going to do this and then, the next step would be dialysis.  And then we 

don’t ever go one further and go, but we usually don’t dialyze people who are 92 

years of age…. So maybe we should never have even brought up the idea of 

dialysis if it’s not a reasonable alternative.”  

 

Researcher:  “So why do you think it is brought up?” 

 

Physician:  “Well, I think, in part, you want to be truthful.  These are the options, 

you know.  …. I think we think that it’s fair to offer these things to the family and 

that it’s perhaps… kind, and I think that we feel like we’re, in some ways, handing 
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off difficult decision making to the family.  I mean, I think that’s a lot of 

people, why they give all the answers or all the potential options, is 

because…shift the responsibility to somebody else for making a tough decision.”  

 

Researcher:  “It does sound to me like two ends of the spectrum where you don’t 

mention it at all or you offer it as an option without making a recommendation.”  

 

Physician:  “Or you weight it.  Or you offer it with a weight.” 

 

Researcher: “So you say, dialysis is an option, but I would not recommend it 

because of this and this and this.” 

 

Physician:  “Perfect. Perfect…..But I don’t know if it’s done maybe often enough.  

Because again, you’re making that decision, not offering, as opposed to the family 

electing not to pursue it.” 

 

Researcher:  “So you think by making a recommendation, you think that means 

you’re making the decision?” 

 

Physician:  “Um…. Perfect question.  Um… probably.”  

 

This excerpt illustrates some physicians not only shift responsibility for decision 

making to families but may also be reluctant to offer a medical recommendation to 

families. This reluctance is related to a perception that responsibility for decision making 

is shifted back to the physician if the family decides to follow their recommendation.  

This is interesting since many of the ICU attending physicians I spoke with recognized 

offering a recommendation as an important part of their role as a physician: 
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From a discussion with a critical care attending physician: 

Physician: “I will tell you my role in resuscitation.  My role is to make a 

recommendation.  I don’t recommend this because…. And how do you feel about 

this?”  

Researcher: “I have sat in on many care conferences and haven’t heard 

physicians making recommendations in many of these conferences.”   

Physician: “It is irresponsible not to make a recommendation.”  It is like going to 

an attorney and the client asking the attorney whether they have a case, and the 

attorney responding, “I don’t know.  What do you think?”  

 Researcher: Having the family make the decision to withdraw life support alone 

puts all the burden on the family.  

 Physician: “Absolutely, and then they feel guilty.” Sometimes I’m wrong, 

however, so I never say “This will happen,” rather I say “I strongly believe, or it 

is highly unlikely….” 

  

 From an interview critical care attending physician (not the same as above): 

Researcher: “As far as decision making, I have sat in on many care conferences 

and what I have seen is that the physician describes the patient’s course, presents 

options and then tells the family, you decide.  It’s up to you.  Would you say that 

that’s pretty common?” 

Physician:  “Yea, although what we should be doing is making a recommendation.  

If you look at kind of some of the newer literature.  I’ve been reading some 

editorials.  There’s a lot of stuff on end of life.  You should still make some sort of 

recommendation.”  

Researcher:  “Do you make a recommendation?” 

Physician:  “If it’s clear, yea.  If it’s clear.”   

 

Although the physician in this second excerpt perceives it is important for 

physicians to make a recommendation to families, there is hesitancy on this physician’s 

part to do so if the situation is not “clear.”  So in situations with increased uncertainty 
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there is reluctance to accept responsibility for making a medical recommendation.   

Unfortunately, this leaves family members, who are generally emotionally overwhelmed 

and lack an understanding of medical knowledge and possible long term outcomes, to 

make these difficult decisions without any support in the form of a medical 

recommendation from the very person who is the most knowledgeable in making this 

judgment.   

Shifting Responsibility in End of Life Care Conferences 

In one of the examples above, a critical care attending physician suggested a 

primary reason physicians offer “all the options” to families is due to a desire to “shift the 

responsibility to somebody else for making a tough decision.”  This offering of “all the 

options” was evident in two care conferences I attended which were led by two different 

critical care attending physicians.  

  

First Care Conference: 

In the beginning of the care conference the attending physician told the patient’s 

family there is a “substantial risk she will not make it or if she does it would probably be 

a prolonged recovery and afterwards her quality of life would be reduced from what it 

was before this.” He said the purpose of the care conference was to determine “what she 

would want” (the patient). He went on to discuss the patient’s DNR/DNI status which 

was on file at the other hospital she had been transferred from while assuring the family 

the healthcare team was “doing all we can for her.”  The physician then instructed the 

family, once again, to “think about what she would want.”  He said the “chances of not 

making it is 50% with a 99% chance she will be worse so if she has a cardiac arrest we 

should let her go peacefully.”  He followed his recommendation with providing another 

option for consideration: “We can go against her wishes and restart her heart by 

thumping on it.  We can do that.”   

The family asked for privacy to consider their decision.  The critical care 

attending took this opportunity to leave the ICU to check on a patient elsewhere, telling 

the bedside nurse as he was leaving to “get the fellow” if the family wanted to continue 

the conference.  Shortly, thereafter a family member came out of the family waiting room 
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and asked to speak with the physician.  The bedside nurse found the fellow and 

relayed the attending physician’s message for him to “take over.”  The fellow refused, 

saying he was not comfortable with this since he was not involved in the initial 

discussion and thus was not aware of what had transpired.  The nurse and fellow spent 

the next 20 minutes trying to track down the attending physician who eventually came 

back to the ICU to speak with the family. 

 

Second Care Conference 

This critical care attending physician (not the same as the one above) began the 

care conference saying “Let me begin by updating you on…”  and went on to describe the 

patient’s current clinical situation.  He said to prepare for the conference he “read and 

reread her health care directive.”  He said they were at a “crossroads” and that he “can’t 

give her all the ICU treatments to get her better because these are not her wishes.”   He 

said she is “not doing particularly well” and that she is “in a limbo state and that is not a 

good place for her to be.”  There was a patient’s relative participating via telephone who 

interrupted at this point and asked the physician if he said the patient was in a “legal” 

state.  The physician responded very quickly and a bit emphatically that no, he said 

“limbo” and that the only people in the room was her sister, himself, and the staff and 

“that is all that is required.”  He went on to point out the options including the option of 

“going against her wishes” but said he did not recommend this and thought it would 

“prolong her death.” 

In both examples the critical care attending physicians focused the discussions 

early in the conferences on the patients’ wishes, stressing the purpose of the care 

conferences and the function of the family was to identify what the patients would want.  

The importance of the patients’ living wills to determine this end was pointed out by both 

physicians, with one stating he “read and re-read” the living will in preparation for the  

care conference and further emphasizing its importance by stating he refused to give “all 

the ICU treatments available” since these were “against her wishes.”  This focus on the 

patients’ wishes was consistent with the numerous other care conferences I observed in 

this ICU.  However, where these examples deviated from the other conferences I 
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observed is both physicians, when discussing the options for the family to choose 

from, included an option of “going against the patient’s wishes.”  In saying this, both 

physicians clearly acknowledged this was an option which did not respect the patient’s 

autonomy, which contradicted the physicians’ clearly stated focus and purpose of the 

conferences delineated previously.  

 This contradiction was very evident to me while I was observing and very 

puzzling.  Later during my fieldwork I discussed this issue with a critical care attending 

physician not involved in either of these care conferences and a critical care fellow 

physician.  When I described what happened in the care conferences they both said they 

thought it was “weird.”  I asked why they thought this occurred. The attending physician 

responded:  

 Physician: “I’ll tell you why, some doctors are not comfortable with death.”   

Researcher:  “Why? Are they uncomfortable with the moral burden of death?”  

Physician:  “Yes, that, and if a patient dies it means they’ve failed, and not 

wanting to consider their own mortality.”  

 

The contradiction of the physicians offering to go against the patients’ wishes 

and, thus, inconsistency in communication, suggests conflict in the physicians’ minds.  

They both communicated a value of patient autonomy based on their discussion with 

family focusing on patient wishes, yet their communication later in the conference 

conflicted with the principle of patient autonomy by offering to disregard it.  It is 

possible, in one of the examples, that the family member’s reference to a “legal’ state, 

which the physician responded to in a rather prompt, emphatic manner to quickly correct, 

prompted the offering of going against the patient’s wishes, especially since immediately 

after offering it this physician said he would not recommend this and felt it would 

“prolong her dying.” A common saying amongst the critical care physicians in this ICU 

and others I have worked with in my clinical practice is “When the patient is dead, the 

family remains.”  So physicians are well aware any litigation threats would be instigated 

by family members not by patients.  Perhaps offering all possible options, even though he 

disagreed with going against the patient’s wishes, was the physician’s way of protecting 
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himself from any potential legal action.  Or it is possible, as another critical care 

attending physician suggested above, these physicians are uncomfortable with death and 

have not faced their own mortality.  They may be uncomfortable with assuming 

responsibility for end of life decision making and withdrawal and so offer patients “all” 

the options in order to, in the words of yet another attending physician, “shift the 

responsibility to somebody else for making a tough decision.” 

  Critical care nurses expressed frustration regarding this practice of critical care 

physicians offering treatment options to patients which they felt would not be beneficial: 

A highly experienced critical care nurse: 

The nurse told me she was frustrated the critical care attending physician was 

planning on offering intubation and ventilation to a patient she was caring for who 

had stage 4 metastatic ovarian cancer “because it isn’t going to help her.  Why 

offer something that isn’t going to help?   Do you have to offer everything?  

That’s where I have a problem with that.  They’re just prolonging her 

suffering….. It’s like saying, well, I know operating on your head won’t help, but 

OK, let’s take out your brain.  It’s the same thing….  ”  She told me the patient 

has cancer which has spread to her bones, liver and lungs.  “How do you have 

mets (metastases) to 3 systems and no one has talked to her about code 

status?”…. There are 2 doctors here that when they’re on I breathe a sigh of 

relief that I won’t be torturing any patients this week.”  

 

Critical care nurse (different than above):  

“(W)e offer everything under the sun to anybody.  I don’t care if they’re 95 years 

old.  Oh, sure, let’s trach ‘ em.   Why? Why? That shouldn’t even be offered.  I’m 

sorry.  I value life and I value quality of life.  A 95 year old with a permanent 

trach!  What 95 year old is going to say that’s quality of life?” 

 

One of the attending physicians also attempted to shift responsibility for finalizing 

the end of life decision making process onto the critical care fellow who had not been 

involved in the initial care conference. This placed the bedside nurse in an uncomfortable 
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position when the fellow understandably refused this responsibility. I observed 

shifting of responsibility for end of life family discussions to the critical care fellow 

without support from the presence of the attending physician on several occasions.  This 

not uncommon practice demonstrates professional and institutional hierarchical shifting 

of responsibility for these emotionally difficult conversations.  Fellows, who generally 

have significantly less experience with end of life discussions than attending physicians, 

are left alone and unsupported in attempting to cope with the communication, decision 

making, and emotions of family conferences.  At times this placed incredible amounts of 

stress on the critical care fellows, as I observed in the following example: 

The ICU fellow had just come out of a care conference with a family who 

wanted to withdraw support on a patient who was betting better.  She 

communicated with the family alone, at the attending physician’s request, since 

the attending stated the fellow already had an established preliminary relationship 

with the family and she had not met them yet.  Immediately after finishing this 

conference the fellow was told a patient with necrotizing fasciitis (infection which 

quickly kills tissues) was back from the operating room and was “full of dead 

tissue” so he was just closed back up since it was “unsurviveable.”  

(Quoted directly from my notes:)  The fellow didn’t seem happy about 

having this patient back.  It had already been a very busy day with 4 admissions 

that morning… (The surgeon) said he would be willing to talk to the family again 

a little later when he was done with his other surgeries, but the ICU (attending) 

physician said no, that was alright, they would talk to the family.  The ICU 

(attending) then asked the fellow if she would talk to the family since she had 

spoken with them earlier and had initiated a relationship with them, whereas she 

hadn’t.  The fellow looked a bit frustrated at this, or perhaps overwhelmed?  

(T)he (attending) physician said “There is too much work for us both to leave the 

unit.”  Then (the attending) said she would do it if she wanted, but the fellow said 

“No, I’ll do it.”  (The fellow) walked toward the patient’s room and there were a 

couple people in the (patient’s) room sobbing. There was an adult male (the 

patient’s son) hugging the intubated patient, sobbing and saying, “I love you,” 
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and a woman next to him sobbing as well.  The fellow gave a long sigh and 

turned and walked away from the room…. I had already asked her if my 

observing (her) would increase her stress level, because I didn’t want to do this.  

She said, no, it’s fine, but she definitely looked stressed and tired. 

 

Shifting Responsibility in the Medical Record 

Shifting responsibility for decision making at end of life was evident in patients’ 

medial records as well.  I frequently noticed in critical care physician flow sheets that the 

physicians recorded plans for setting up family care conferences to “Discuss 

withdrawal.” Thus, it was evident the physicians had already decided, prior to the care 

conference, that withdrawal was the action they believed was most appropriate. Yet, 

inevitably, after the care conference, I would see in the medical record the critical care 

physician had recorded “Family requests withdrawal of life support.”  Thus, it was 

recorded in such a way that withdrawal was framed as being the family’s idea: the family 

“requested” withdrawal, not they “agreed” to withdrawal, which would imply some 

responsibility for decision making on the part of the physicians.  I asked a critical care 

attending physician about this in an interview. 

 Critical care attending physician: 

Researcher:  “When I have listened to care conferences, it seems the physicians 

usually talk with the families and lead them down the path of where they want 

them to go towards the decision they want them to make.  Do you agree with 

this?” 

Physician:  “Yes.”   

Researcher:  “So usually the physician already knows what they want the outcome 

of the decision to be before the care conference?”   

Physician:  “Yes.”  

Researcher:  “Then I see in the chart that the physician has charted it in a way 

which makes it seem that the family made the decision on their own, even when 

the physician makes a recommendation and the family just agrees with it.”  
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Physician: “I think it is a matter of ease in writing it up.  It looks bad on paper 

to say ‘I decided to withdraw support.’”  

Researcher:  “But it is not even written to look like there is any collaboration.  It 

is written like it was entirely the family’s decision.” 

 Physician: “I probably do that.  I don’t think there is any intent to make it look 

like the decision is entirely the family’s.  It is just putting it down in a couple 

words.  Those care conferences are exhausting.” 

 

This physician did not recognize a conscious intent by herself or other physicians 

to portray decision making as solely the responsibility of the family.  However, I think 

this is exactly what is occurring on a subconscious level by physicians to shift the 

responsibility for decision making to the family. Once again, it is probably due to 

physician reluctance to accept the moral burden for death and dying. In this written  

format, however, it is probably also done for legal reasons.  If the family presented the 

physician with a law suit the medial record could be subpoenaed and used in court as 

evidence.  If the medical record was structured so it appeared the physician was 

following the request of the family, this would justify the physician was acting on behalf 

of the family in implementing withdrawal of support.  Thus, responsibility for the 

decision, action, and consequence of withdrawal is shifted to the family, which would not 

necessarily abrogate a physician’s legal responsibility in this matter, but, at a minimum, 

would force the family to share this responsibility with the physician.  

Not all the critical care attending physicians in this ICU shift decision making to 

families.  Some do the opposite and take responsibility for the family’s decisions 

themselves: 

  

After discussion with a patient’s adult son and wife regarding the choice between 

tracheotomy and long term rehabilitation and taking the patient off the ventilator, 

the family expressed they thought the patient “would want to keep fighting and 

should have the trach.”  After this discussion the attending physician recorded in 

the medical record:  
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Patient has underlying severe COPD (chronic obstructive pulmonary disease).  

He does not tolerate more than a few minutes of PSV (a setting on the ventilator 

where the patient does more work of breathing) and he felt uncomfortable.  He 

will not wean quickly and will likely take months of rehab.  I am recommending a 

trach and FT (feeding tube) and eval (evaluated) by am/LTAC (long term acute 

care facility).  The family will discuss. 

 

In this situation, the family felt the patient wasn’t ready to die yet, and would 

want to keep fighting.  Thus, they decided the patient should have the tracheotomy 

procedure.  The decision was made by the family but the physician took responsibility for 

it in the medical record by saying it was his medical recommendation for the patient to 

have the tracheotomy and feeding tube and be evaluated for long term care.  Notice the 

physician recorded at the end of his note the family will “discuss,” not the family will 

“decide.” The physician in this example is the same one who made the statement that the 

physician’s role in code status is to make a recommendation.  

Shifting Responsibility Off of Family Members 

Although responsibility for decision making is often shifted to families, 

sometimes it is consciously shifted off of families.  This is done by some ICU physicians 

and nurses in an effort to assist family members grappling with end of life decisions and 

reduce members’ feelings of guilt by shifting responsibility for decision making to 

another source, such as the patient or “God.” 

Critical care attending physician: 

“I try to take the decision away from the family.  I guess I am more paternalistic.  

I try to take the decision away from the family to protect them from the burden of 

having to make that decision and the worry and guilt that goes along with it. “ 
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Critical care attending physician (not the same as above): 

“I say (to my patients in the clinic) well what happens if you do get on a 

ventilator and it’s clear after a reasonable amount of time, usually I say 7-10 

days, that you are not coming off the ventilator?  Then what do you want?  Do 

you want to live on a ventilator, and you may or may not ever come off.  And that 

is what I tell them to talk to their family about.  Because you have to get rid of the 

burden of guilt that they are pulling the plug.  If the family knows that they are 

acting in the best interests of the patient’s or following their previous dictums, 

then you get rid of the guilt.  It’s the guilt in pulling the plug and that’s where we 

run into the problems.  ….  And I’ll sometimes even pull up my visit and that can 

be very helpful, because I dictate it very explicitly, that they did not want to live 

on a ventilator, and I find that’s very helpful in making the decision to withdraw 

support, you know, if family feels they are doing what the patient wanted.  Cause 

otherwise you do run into lots of problems with guilt.”   

 

Critical care nurse during an interview: 

Researcher:  “Do you communicate to (family) so that they know you’re trying to 

take the decision making off of them?” 

 

Nurse: “Yes, that you’re just being their voice now and honoring…. And showing 

how much you love them by doing what they want to do.  Sometimes you bring 

religion into it.  You know, if you’ve worked with them long enough to know if 

they’re praying, their church has come in or their pastor has come in.  Otherwise, 

kind of turn it towards God, you know?  There’s a higher power above us that’s 

making a decision here that you, no matter what we’re doing with our best 

medical care, it’s not working.  So somebody else is making this decision for us.  

So you do that, too.  And I believe that sometimes, no matter how much we do or 

if we do all the right things, God is going to make that decision over us one way 

or another.”  
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Researcher:  “How does family respond to that when you bring religion into 

it?” 

 

Nurse:  “Very readily, usually.  They kind of latch onto that and kind of (sighed0, 

sigh of relief.  But you can’t do it with everybody because you’ve got a lot of 

different cultures out there.”  

 

Shifting responsibility to God for outcomes of decisions and timing of outcomes 

was also observed with family members and ICU physicians and nurses. 

A family member said to me: “If my dad decides he’s had enough, then it’s in 

God’s hands.” 

 

A critical care attending physician responded to a family member who asked how 

long it would take until the patient died after being taken off the ventilator: 

“Death comes on God’s time.” 

 

A critical care attending physician apprised a priest who entered the room after an 

end of life family care conference the patient will be moved to hospice and then 

she is “in your hands and in God’s.”  

 

Critical care nurse (paraphrased except for quoted words): 

The nurse told me “we” were keeping the patient alive in the ICU when “God” 

didn’t want us to and then “He” decided he wanted her and she died at the rehab 

center because it was “her time to go” and “He took her.”   She tells family 

members that “we’re working toward the same goal, but ultimately it is up to a 

higher power.” 

 

Shifting Responsibility:  The Role of Living Wills 

Advanced care directives, also called living wills, were developed for the purpose 

of assisting family members in making end of life decisions consistent with patients’ 
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wishes. When I spoke with many different ICU physicians and nurses there was a 

consistent view expressed regarding advanced directives/living wills: 

 Critical care attending physicians from an interview: 

“(A)dvanced directives have, I think, lulled people into feeling like they’ve made 

their wishes known.  And that really, that situation that they’ve outline never 

occurs and they don’t know it.  I think they think, ‘I’ve got it covered.  I’ve got it 

written out.’  Or the family members think, ‘I’ve got it covered.   It’s all written’, 

but it’s never the situation that presents itself…. Everyone puts… if I’m a 

vegetable I don’t want to be kept alive by machines and that’s a completely 

useless document to me because it’s never…. Nobody ever comes in as a 

vegetable!  .... So, I don’t think living wills are helpful to me, personally, in the 

ICU.”  

 

Critical care attending physician:  

“Well, but the living wills…. They’re not specific enough.  (I)f it says I never, ever 

want to be intubated, that’s one thing.  But it’s the ones where they get intubated 

then there’s this vague verbage about returning to previous quality and stuff and 

so I try to get them to be a little more explicit on that point.” 

 

Critical care attending physician:  

“They (living wills) are not helpful.  What we need are individualized 

conversations. These need to be held at the clinic with the primary care physician.  

And the patient and family need to talk to each other about this stuff.” 

 

Critical Care Nurse: 

“(L)iving wills are absolutely worthless, if your family doesn’t know what you 

want and aren’t on board with it.”  
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Critical care attending physician: 

“I don’t care about living wills either.  They make everybody feel a little bit 

better,… but nobody who has a living will that says DNR who shows up in the ER 

that the family doesn’t have the living will, even if they know there’s a living will 

at the nursing home, it doesn’t change…. They do everything anyway.  What I like 

about the living will is at least the family and the patient talked about it.  … And 

they’ve had… done some background work so it’s better than starting from 

scratch, you know.  But they just don’t help. It’s an individualized thing.  It’s a  

one on one thing.” 

 

Critical care attending physician (paraphrased from my notes): 

Livings wills are “useless” because they do not ask the “right questions.”  It is 

impossible to anticipate what situations will arise.  People put in living wills that 

they do not want to be on a ventilator if they are in a persistent vegetative state, 

but we don’t put patients on ventilators if they are in persistent vegetative states. 

 

Critical care attending physician (same as from first example):  

 “We don’t project far enough.  We project within the first 6 hours what we’re 

going to do.  This is what we’re doing now, which is stabilizing the person, but 

that doesn’t necessarily bare anything 2 to 3 days down the road what’s going to 

happen to the person and so…. Unless you let them know, that.... survival and 

living a quality of life you want aren’t the same thing, and I don’t think…That’s 

where patients don’t understand.  Their living will says about survival and non-

survival essentially.  It doesn’t say enough about quality of life.” 

 

Based on discussions with ICU physicians and nurses and patient’s families, 

living wills do not function very effectively for the purpose of helping families identify 

decisions which are consistent with patient’s wishes.  Usually this is because the wording 

in living wills is too vague, the situations covered in living wills rarely occur, and the 

focus of living wills is purely survival without consideration of quality of life. I followed 
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numerous patients who had DNR and/or DNI in their living wills, “went down” in 

nursing homes, assisted living facilities, or in public areas such as restaurants, received 

CPR, were intubated, and admitted to the ICU.  Even in the ICU, physicians will often 

“cave” and provide aggressive cares for patients with DNR in their living wills if family 

members insist on this.  Thus, living wills do not effectively prevent aggressive 

treatments from occurring.  There is one significant purpose they do serve, however; 

living wills assist in shifting responsibility for decision making at end of life off of family 

members and providers.  

 From an interview with an experienced ICU nurse: 

Researcher: “I’ve heard many people say they think living wills are basically 

worthless.” 

Nurse:  “They are.  … It doesn’t stop care at any point.  You go down there, they 

don’t know you have a living will somewhere. It’s not going to stop all this care 

you said you didn’t want, but at least it gives the family something to fall back on 

and say, they didn’t want this.  This makes my decision easier to take it away.  It’s 

not me making this decision.  I’m doing it for them.” 

Researcher:  “So, really it allows shifting of responsibility for decision making?” 

Nurse:  “I think it’s really helpful….. (I)t’s useful in that way.  But it’s not that 

useful from stopping it from happening in the first place.  It’s the way to give your 

family a gift of saying, ‘Do this for me.  I’ve made the decision for you.  I’ve made 

this easier for you.’  So, I think it’s a gift from the patient to the family to help 

make the decision.”  

 

Because end of life decisions are emotionally and morally difficult for family 

members and even providers, shifting of responsibility for decision making, and thus 

patient outcomes, helps relieve anxiety and guilt related to making decisions to withdraw 

and withhold treatment.  The living will is interpreted by providers to families in a 

manner whereby these decisions have already been made by the patient and the family 

needs only to “respect” the wishes of the patient as stated in the living will.  Thus, 

responsibility for decision making is placed on the patient. This relieves family members’ 
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of feelings of guilt in making decisions regarding withdrawing or withholding life 

sustaining treatments.  Thus, shifting of responsibility off of family members and 

providers is the primary purpose most living wills serve in their currently written form.  

 

Conclusion 

Morality serves as a guide for human behavior.  Part of the complexity in the 

intensive care unit involves making decisions while trying to identify “right” from 

“wrong.”  “Killing” is wrong. But what about when patients die after ventilators are taken 

away and medications sustaining blood pressure are stopped?  Is that “killing”?  What 

about when treatments which can prevent death are withheld?  Is that “wrong”? Intensive 

care nurses and physicians are regularly confronted with these moral questions in their 

care of critically ill patients in the ICU.   

Communication, in many ways, is a “mirror” into the mind.  It reflects an 

individual’s thinking.  Analysis of communication of critical care nurses and physicians 

illuminates cognitive processes which assist these providers in making difficult moral 

decisions and in guiding family members of critically ill patients to do the same.  

Reframing processes, situations, and technology; deflecting accountability; and shifting 

responsibility are all cognitive “tools” consciously and/or subconsciously utilized by ICU 

providers and family members to cope with the moral aspects of addressing extremely 

difficult life and death decisions.  Thus, these processes assist in “molding” 

understandings which ease the anxiety and guilt related to confrontation with these moral 

questions.     
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CHAPTER ELEVEN 

HOPE AND REALISM IN PROGNOSTIC COMMUNICATION 

 

Overview 

 Hope is an essential human need, the absence of which often leads to despair.  

Family members usually arrive in the ICU feeling anxious and confused.  They look to 

nurses and physicians to foster hope: hope for patient recovery, hope for resolution of 

pain and suffering, hope for answers to health related questions.  

Critical care nurses and physicians recognize family members’ desire for hope.  

They also recognize family members’ need for accurate information. ICU providers 

struggle with attempting to meet families needs for both, all the while grappling with 

their own determination of where this balance between hope and realism lies. When is the 

goal of patient recovery “hopeful” and when it is “unrealistic?”  Where is the 

“appropriate” balance between hope and realism in the setting of critical illness in the 

ICU?  This is further complicated by the fact that this balance is often in a constant state 

of flux associated with changing patient health status. Providers must answer these 

questions for themselves first and foremost. The answers to these questions will influence 

their communication with families and other providers. 

 Family members also grapple with these questions and look to nurses and 

physicians to communicate information to help provide answers. Conflict often arises, 

however, when providers and family members possess differing understandings of where 

the balance between hope and realism lies. Thus, physicians and nurses in their 

communication with families and other providers ‘work’ to align understandings to 

prevent conflict and facilitate decision making.. This work can be very difficult 

emotionally and cognitively. The difficulty lies in the tension between the desire for 

hope, which pulls us to optimism, and the competing perception of the need for realism, 

which pulls us to pessimism. Thus, I will first discuss the nature of the tension of hope 

and realism and then discuss the tension of differing understandings and the manner in 

which nurses and physicians manage this by attempting to align levels of hope through 

communication.  
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Balancing Hope and Realism in Clinical Practice 

 Hope is a basic human need which most people are reluctant to give up. It can be 

“acquired” or sustained from spiritual beliefs such as belief in “miracles,” a “higher 

power” such as “God,” and/or “the power of prayer.”  In healthcare, uncertainty can be 

another source of hope. Where there is uncertainty regarding death there is the possibility 

of hope for life. Since it is rarely possible to predict with 100% accuracy a patient’s 

future health outcome, this uncertainty, alone, is a source of hope in those who wish to be 

hopeful. In this technologic era, hope for survival has become closely tied with medical 

treatments. When there are still treatment options available, there is usually hope for 

survival and recovery. Conversely, when treatment options are exhausted without 

improvement in the patient’s status, hopelessness often results. This is evident in a 

commonly heard statement from physicians at end of life which is feared by family 

members: ‘There’s nothing more we can do.’ In essence, spiritual beliefs, uncertainty and 

treatment options represent possibility and promote hope which, in turn, influences 

perceptions of what is “realistic.”  

Determining what is ‘realistic’ in the ICU is especially complex. The explosion in 

medical knowledge, technology, and pharmacology over the last 30-40 years has forever 

changed the way healthcare is practiced. This is especially evident in highly technologic 

settings such as intensive care. One result of this insurgence of knowledge is altered 

patient illness trajectories in the form of extended life spans. Indeed, patients who would 

have died in the past can now be kept ‘alive’ for years with the use of technology. Thus, 

what is ‘possible’ has changed dramatically through the years, which, in turn, has 

changed views of what is ‘realistic’ in healthcare. This change in views is not confined to 

nurses and physicians, however. The media’s portrayal of what is ‘possible’ in 

healthcare, whether it is ‘accurate’ or not, influences patients’ and family members’ 

views of what is ‘possible’ in real life. The culmination of these influences has 

significantly increased the complexity of identifying what is currently ‘realistic’ in 

healthcare. 

   Balancing hope and realism in clinical practice in the ICU is a very complex 

cognitive task as a result of these influences on perceptions of what is possible and thus, 
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what is realistic. Critical care nurses and physicians value this balance between hope 

and realism and strive to identify where this balance lays and communicate this to 

families.  This work is “invisible,” since it is not readily observable, and is difficult due 

to the tension between what is possible represented by hope, and what is not possible 

represented by realism. Thus, hope and realism represent opposing forces which must be 

cognitively reconciled in some manner in order to achieve balance.  

Critical care nurse: 

“I’m someone who believes in hope, but at the same time, I’m realistic.”  

 

Critical care fellow: 

“Hope is important but it is more important to ground people in reality.  I don’t 

believe in giving false hope.” 

 

Critical care nurse:  

“I guess I always try to put both ways in there cause our best hope and plan 

would be that they would get out of here and go back home with you.  However, 

they are very sick and at this point at risk for many complications and a reduced 

quality of life.  I always try to put that in there because nothing’s guaranteed but 

I’ve seen people here who we think that (unclear) but they walk in and say ‘Hi’ 9 

months later.  So, it’s hard to take all hope away, ‘cause again, we’re not in 

control.  We just do what we can.” 

 

Critical care nurse: 

Researcher:  How do you talk to family members of critically ill patients? 

 Nurse: I try to leave “a little hope” because I think people need this and “you 

never really know what will happen.”   I have seen patients whom everyone 

thought would die and the physicians were urging the family to withdraw life 

support but they refused and then the patients ended up getting better and living.   
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Critical care attending physician: 

 I try to communicate the reality of the situation “while still leaving some hope.”  

 

Critical care nurse: 

Researcher: “How does hope come into play at end of life?  What is its influence 

in communication?”  

Nurse:  “That’s a hard question…. We’re here to give information.  We’re here to 

give facts. I guess, it’s maybe instilling some hope to patients in how you present 

those facts.  Maybe that is more our role…… I truly believe in miracles.  I mean, 

we’ve seen them happen in the ICU, people that we clearly thought should have 

died and or be clearly mentally incapacitated, not be.… But I’ve seen far more 

that aren’t…. I don’t think it’s our job to take hope away from anybody, but I do 

think it’s our job to be realistic….. I think there is, there is a fine line between 

hope and unrealistic, too.” 

 

Critical care attending physician: 

“I try to be as honest and up front as possible, you know.  Not, not to squelch 

hope, but not to give false hope, you know, be realistic.  Are we in an hour by 

hour situation, a day by day situation.”  

 

Critical care fellow physician: 

“I act as a buffer and try to moderate perceptions which are extreme either way, 

either overly optimistic or overly pessimistic.”  

 

Critical care nurse: 

Families are “going to hold onto every little bit of hopeful information that you 

give them, which is, you want them to be hopeful.  You want them to be… Positive 

attitude helps everything, but at the same time you need them to be realistic.” 
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Nurses and physicians attempt to balance realism with hope in their 

communication with families. Most attempt to do so by presenting both positive and 

negative information to family members and sometimes by speaking directly about hope.  

Another method suggested for balancing hope and realism is offering “time-limited” 

treatments, meaning offering a treatment for a short specified period of time, usually 24-

72 hours, and then re-evaluating after that timeframe. This suggests that treatment can 

represent hope. Although I did not observe time limiting of treatments with clear 

communication to family that treatment would be withdrawn at a specific timeframe if 

ineffective, I did see physicians consistently telling families they would “re-evaluate” a 

patient’s status at a specific time interval, often 2-3 days.  Sometimes the physician 

would add a statement that if the patient wasn’t showing signs of improvement by this 

time point there would be a discussion regarding “whether we should keep doing what 

we’re doing.”  Balancing hope with realism can be difficult since people often prefer to 

focus on hope.  Emotionally it is much “easier” for nurses and physicians to express hope 

in the form of positive information than communicate negative information.  

 . Critical care nurse: 

“(Families) need to know what are the odds, what’s the chance of this person 

getting better.  And they need to know from the time they are admitted to 

everything that goes along.  And I give them good news and I give them bad 

news.” 

 

 Critical care attending physician:  

Researcher:  “I have been paying attention to the influence of hope in this 

environment, what family members are hoping for, what physicians are hoping 

for and how to balance realism with hope.  Families want hope but yet… “ 

Physician:  “Yea, you’ve got to give them realism tempered with hope, or hope 

tempered with realism, or whichever one it is.” 

Researcher:  “Do you think that’s possible?” 

Physician:  “Yea.”  

Researcher:  “Do you do that?” 
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Physician:  “I try, you know.  I mean unless they’re moribund, and no matter 

what we do they’re going to die, and there are cases like that…. But, short of 

those situations, you know I think you say…..What I tell people, I say ‘Look, you 

know.  I think that things are pretty bleak and, you know, the chance of dying is 

significant, but I don’t think it’s hopeless and we’ll keep trying and doing things 

as long as we think there is a chance of recovery.  But if we get to the point where 

we feel we are just prolonging his death, I’ll tell you that.” 

Researcher: “So you tell them this early on instead of waiting until that final care 

conference?” 

Physician:  “Yea. Yea.” 

 

Critical care physician: 

Researcher:  “Providers I have talked to have discussed trying to balance realism 

with hope when talking to families.  This isn’t so much at the very end of life 

conversation but along the way.” 

Physician:  “That’s where I think we over- compensate on the hope part, I think.  

The way we present things are swayed to the hopeful side.  Like I said, this is 

what we are going to do and this is, you know, what our goal is…… I think that’s 

one of the mistakes that we make when we deal with these things.  We focus on the 

positive too much.  X and positive as opposed to X and negative.  I think it is 

because we are hopeful people and because we want to do a good job and we 

want people to have good outcomes, they end up focusing that way. “  

 

 Critical care nurse: 

Researcher:  “Are far as hope goes, do you think it is possible to balance the need 

for realism that the staff recognizes with the family members need for hope?” 

Nurse:  “I do and I wonder if it couldn’t be in the form of a time limited trial and 

to say, we will do this for another 24-48 hours and if the patient is responding or 

showing signs of responding to the treatment or therapies that were given, you 

know, then we can reevaluate.  But if things do not improve or deteriorate then 
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it’s is time to recognize the realities of the situation and perhaps other 

comfort measures can be pursued.” 

 

Aligning Levels of Hope in Clinical Practice 

Many critical care nurses and physicians verbalized a need for nurses, physicians, 

and family members to be “on the same page” and for all to be “realistic.” This suggests a 

perceived need for nurses, physicians, and families to share a similar understanding of the 

situation including a similar level of hope. Nurses and physicians utilize communication 

to negotiate understandings regarding the “appropriate” balance of hope and realism 

between and among providers and family members.  This is accomplished largely by 

bringing family members’ and/or other providers’ levels of hope up or down to align with 

their own.  

 Prognostic information can be communicated utilizing content which promotes 

hope or content with discourages hope.  If the content of the communication includes 

both positive and negative information, families will often grasp and hold the positive 

information as a means of sustaining hope.  For family members really grasping for hope, 

even communicating neutral information, meaning communicating the facts of the 

situation without adding either positive or negative interpretations of these facts, leaves 

room for hope. Conversely, communicating only negative information discourages hope. 

Thus, physicians and nurses attempt to align family members’ levels of hope with their 

own level by careful communication with family members which controls the meaning of 

the situation.  The purpose of aligning levels of hope is to facilitate similar 

understandings of the situation which aids in collaborative decision making.  . 

Promoting Hope in Communication with Families 

If physicians and/or nurses have higher levels of hope than the family, 

information will be communicated to family using content which promotes hope.  This is 

done directly by communicating to the family there is hope or by focusing on positive 

information and de-emphasizing or eliminating negative information.  Thus, the focus is 

often on the ‘best case scenario’ of the patient’s possible future outcome while neglecting 

the “worst case scenario.” This is an attempt by nurses and physicians to align family 
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members’ levels of hope with their own.  Sometimes, however, the patient’s outcome 

does not turn out as positive as what was communicated to family and providers end up 

regretting “giving” the family hope.  Most of the family members I spoke with actually 

desired “realistic” information more than hope, but wanted it communicated in a manner 

which was sensitive and compassionate.  

Critical care fellow speaking with a patient’s father outside the patient’s room: 

Father:  “His kidneys are shot.  His liver is shot.  I can’t see him coming through 

this.” 

Fellow: “Hope is not lost for him to get off the machines and come home to 

you…If all hope were lost I’d tell you.  He’s sick.  I can’t guarantee it.  We need 

to take one thing at a time. Get him through this then make a plan to get him the 

help he won’t get for himself.  We just have to sit and wait.  (Then she described 

the improvements in clinical parameters to the father.)  We have hope for him for 

this illness, so we’ll take one day at a time.”  

 

 Critical care attending physician: 

Researcher:  “So you would tell (family members) the 25-30% mortality 

statistic?” 

Physician:  “You can look at it another way, with there being a 70% chance of 

recovery.” 

Researcher: “So do you phrase it positively, like this, when you talk with 

families?” 

Physician:  “It depends.” 

Researcher:  “On what?” 

Physician: “On whether the family needs to be lifted a bit.” 

 

Critical care fellow speaking to a family member: 

Fellow:  “He’s very, very sick.  He has devastating liver disease.” 

Family: “There’s nothing you can do about that.” 
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Fellow:  Right.  We are very concerned this will happen again.  There will 

likely be a next time…He’s on medication to keep his blood pressure up which 

may mean his heart isn’t functioning well.  

Family: “Is this recoverable?” 

Fellow:  “We think so. We would tell you if we didn’t think so.  Best case scenario 

is if he makes it through this he’ll be as good as he was before.” 

  

Critical care attending physician speaking to a family member: 

  Physician:  “I don’t think it’s hopeless.  It’ll be difficult.”   

Family:  “When you say ‘it’s not hopeless’ it makes me think you mean it’s not 

likely.” 

Physician:  He has a 50% chance of getting off the vent.  But I can’t predict 

quality of life. 

Family:  We’ve been to these decision times several times before and he’s always 

pulled through. 

Physician:  I can’t guarantee it.  

Family:  I’m not asking for a guarantee.   

Physician.: Recovery is “attainable and possible.  It’s not in the 5-10% range.  If I 

thought it was unlikely I would tell you so.”   

 

Critical care attending physician: 

“We set ourselves up for failure.”  The patients come to the ICU really sick, “we 

save them.  We keep giving the family hope.  They’re getting better.  Now they’re 

parked on a vent and not getting better.  Part of it is us not wanting to give up 

right in the beginning. Then they die.”  

 

Critical care fellow physician: 

“Sometimes I have to talk families down” when families think their loved one is 

dying and “I tell them, no, he or she is doing better than they think and I think we 

can help them recover.”   
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Another means of increasing family members’ levels of hope is by focusing 

communication on treatments. This is often interpreted by family members as “a hopeful 

message.” During periods of high uncertainty, many physicians focus communication on 

what is certain, namely, what they are doing, meaning the treatments they are providing.  

This may be a conscious or unconscious decision by physicians’ to increase family 

members’ level of hope, their own level of hope, or possibly a means of avoiding 

discussing prognosis.  Whatever the intention, discussion focused on treatments tends to 

increase family members’ levels of hope.  

 Critical care nurse:  

Researcher:  “Do you think there are certain physicians who sort of wait to have 

(prognostic) conversations or try to avoid them if they can?” 

Nurse: “I think they try to avoid them…. but a lot of times its… some dancing 

around the topic and its, I think, mentioning all the things we could do without 

necessarily saying that they wouldn’t… in the long run, would not necessarily…. 

be in the patient’s best interest.  Some of it is dancing to the families posturing 

and … need for hope….Once again it’s their discomfort giving bad news.”  

 

Critical care attending physician: 

“(W)e actually artificially raise expectations of the family early on in their 

hospitalization. When they are getting called into the emergency room or riding 

in, or whatever, with their family member, they think they’re going to die.  And I 

think the first things that come out of our mouth is what we’re going to do for 

them and how that’s going to help.  But we don’t talk about… we’re going to put 

them on pressors and that’s going to raise their blood pressure but that doesn’t 

mean that they are going to go home to the quality of life that they enjoyed before.  

You know what I mean?  We don’t project far enough.  We project within the first 

6 hours what we’re going to do.  This is what we’re doing now, which is 

stabilizing the person, but that doesn’t necessarily bare anything 2  to 3 days 

down the road what’s going to happen to the person and so … when you start 
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giving all this positive, or even neutral information is taken as positive, and 

they go from thinking this person is going to die, to … Well, you know what?  This 

might not be so bad, they’re going to do all this and we’re already seeing positive 

signs and you know, blah, blah, blah.  Then they expect everything.  Unless you 

let them know, that… survival and living a quality of life you want aren’t the same 

thing….  (W)hat I think would happen better is, if during that time when we don’t 

know, if part of the conversation was… about the uncertainty of the ultimate 

outcomes as opposed to the facts are about what we’re doing.” 

 

Critical care fellow: 

Fellow:  In the ER they don’t want patients to die.  They don’t want to deal with 

questions about whether someone should be resuscitated.  They just want to 

resuscitate them and get them up here and let us deal with it.  

Researcher: Do you think this is because they don’t want their death statistics to 

look bad? 

 Fellow: If someone chooses surgery that means they are choosing aggressive 

treatment so they resuscitate everyone.  In the ED that’s where they should be 

looking at the situation and deciding where to go but they don’t want to make 

those decisions.  “They see (the patient) could be cooled (a treatment to artificially 

lower the patient’s body temperature to decrease brain and organ damage) so they 

tell the family and they think there’s hope.” 

 

 Family member: 

One oncologist told us that the “prognosis is very grave,” but a second oncologist 

talked about treatments and how well he has responded.  So I asked the second 

oncologist, “So, you’re giving me a hopeful message?”  

 

Discouraging Hope in Communication with Families 

When critical care physicians no longer have hope for the patient’s recovery, this 

is a common time point for discussion of withdrawing and/or withholding life sustaining 
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treatments. This time point is usually correlated with certainty level in the prognosis 

and/or availability of treatment options. A high level of certainty in a poor prognosis 

and/or exhausting treatment options usually results in a low level of hope for recovery.  

In order for withdrawal to occur, however, nurses and physicians need to align family 

members’ understandings of the situation and level of hope with their own.  Thus, 

communication with family centers on negative information, avoidance of any hopeful 

information, including avoiding statements of uncertainty and additional treatment 

options, and description of the “big picture” to illustrate the smaller hopeful pieces of 

information are not relevant or significant. 

 Critical care physician:  

Researcher: “Do you think about families need for hope when you give negative 

prognostic information?” 

 Physician “I try to be very direct.  If I feel they are moving in the right direction, 

it’s counter- productive and cruel to give hope.” 

 

 Critical care attending physician: 

Researcher: “ So if families are holding onto a piece of information, which 

families often do, and presenting it as a reason for why there is hope, do you try 

to squelch their hope in order to move them to where you want them to be in the 

decision making process?”  

Physician:  “If I’m trying to persuade a family to withdraw support I will try to 

show them how what they are holding onto for hope doesn’t make a difference in 

the big picture.” 

 

Critical care nurse: 

“And so, I think, a lot of time, if they know that things are going bad and things 

aren’t looking good, they are being prepared that whole way. We don’t do them 

or the patient any service by holding back.” 
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Critical care nurse: 

Researcher: “What about situations where families’ expectations are not the same 

as yours?  You’re expecting they are going to die and they are expecting they will 

get better and go home…Are there certain things that you communicate to try to 

help them understand what’s going on?   If so, how do you do that 

communication?” 

Nurse: “I just try to stick to, be realistic, a consistent message and every nurse 

needs to be sending the same consistent message that the doctor has been 

sending….Cause some of them will  come to you and say ‘This nurse sounded 

kind of hopeful,’ you know.  You have to kind of keep the hope out of it and just be 

straight forward with them.  But that’s hard sometimes because you want to be 

hopeful.  That’s human nature.  You want to be hopeful..  but there comes a point 

where you know that they’re not going to get better and that’s the message that 

you have to keep sending day after day.” 

Researcher:  “How does that message get sent?  What are the words that are used 

or the focus of the conversation in order to send that message?” 

Nurse:  “I try and talk about if, how they knew this person.  Do they think this 

person wanted to live this way in a decreased quality of life?  Did they want to 

live with a trach?  Did they want to live no matter what, kind of thing if they 

weren’t going to have a meaningful quality of life….They were a very active 

person who loved life and did all this.  Well, they’re not going to get back to that 

person.  Do you think they would want to just waste away in a nursing home or 

wherever they are going to end up?”  

 

Critical care nurse: 

Nurse: “Every family is different. Some of them are very realistic.  Some of them 

are not realistic.  Some of them focus on just one number that really has nothing 

to do with the big picture, you know what I mean?  …. ‘Oh, they don’t have a 

temperature today.’ Yea, but they’re dying (drew out each word ), you know?”   

Researcher:  “So what do you do in those types of situations?” 
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Nurse:  “You just try to steer them into what does matter.  Give them the 

information for the other part of it.  Yea, but they were down for a long time and 

they have some anoxic brain injury.  You try and bring in what is realistic and 

what we are looking at to make our decisions and just keep reinforcing it as often 

as they need. Cause some families you never do get through to.  And then, those 

are the ones that just keep getting sicker and sicker and will code and die on the 

ground as you’re coding them.” 

Researcher:  “Does that happen very often?  It seems like every situation I’ve seen 

it’s been…” 

Nurse:  (interrupted me) “Withdrawal.  Yea.  Rarely.” 

 

One of the more experienced critical care nurses in this ICU described how she 

works with family members who want “everything done” and do not share the same 

understanding of the patient’s poor prognosis as the nurses and physicians.  She 

encourages these family members to participate in patient cares in order to “see” for 

themselves the patient’s condition and his or her response to cares. When communication 

with words is not successful in aligning families’ understanding of  patients’ situations 

with the providers,’ the nurse uses visual and “hands on” information to communicate 

with families.  This is done in an attempt to align family members’ understandings of the 

situation with the nurse’s and facilitate decisions to withdraw and/or withhold treatment.  

 

 Critical care nurse:  

Nurse: “When families are having a hard time deciding, that’s when I stop, that’s 

when I stop asking families to step out of the room.  Like, you know what, you’re 

going to see.  So I say, would you like to, why don’t you stay in here with me.  I’m 

going to turn him. Would you like to give him a backrub?  Invite them to do some 

of the cares.  And they see them coughing and choking on the tube when we turn 

them.  Yea, he does that every time we turn him ‘cause the tube’s plastic. We 

sedate him but he still feels some of that. And they’re like, (made two forced 
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outward breaths).  Let me tell you, those families turn very quickly once they 

are …allowed to be part of the cares.”  

Researcher:  “’Cause they get a more complete picture?” 

Nurse:  “Yes, they do. “ 

Researcher:  “Do you do that purposefully?” 

Nurse:  “Yep.  With families that are not… are not realizing, seeing.  They’re just 

saying, ‘Nope.  I want everything done still.’  And they are not thinking.  They are 

just going on their own judgment and what they want…. I try to keep them in the 

room as much as possible if not helping me.  I’m going to give him a bath.  Would 

you like to help me give him a bath now? …It changes people’s minds when they 

see their loved one so bloated that they are turning as a big blob, you know, and 

sores on their bottoms….  And it’s much better than any conversation we could 

ever have over a table with them. It’s much more.”    

 

Redirecting Hope in Communication with Patients and Families 

 Sometimes providers attempt to change the family’s (or in this case, the patient’s) 

focus of hope from hope for recovery to hope for a comfortable death. This aligns the 

focus of hope with what the provider believes is realistic and possible. Thus, the focus of 

the conversation moves from focusing on what physicians “can’t do” (cure) to what they 

“can do” (comfort).  

Critical care attending physician:  

Physician: “(W)e had a 40 some year old woman with widely metastatic breast 

cancer.  And I forget all the rest of the details but she was going to develop renal  

(kidney) failure and she was going to have respiratory failure.  She was up on 

(another unit) and then came down (to the ICU).” 

Researcher:  “So you had the talk with her up on (the other unit)?” 

Physician:  “I did. And I made her DNR.  I think she got dialyzed but I don’t think 

she got intubated.  But I mean, they‘ve used all the chemo. We’ve got no place to 

go.”  

Researcher: “She was going to die.” 
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Physician:  “Right.  And I mean I politely told her that.  And so I had that 

talk.” 

Researcher:  “How do you politely tell somebody that?” 

Physician: “You say ‘You know, your tumor has progressed and you have not 

respo…. On chemo it has progressed.  And I talked to your oncologist and there is 

no additional chemotherapy so we can’t stop this thing.  And so, intensive care, 

what would that do?  We essentially are prolonging the inevitable here and 

you’re going to pass away from this. I don’t know when. But we’re not stopping 

this, and we can’t make this any better, but what we can do, what we can do for 

you is we can make sure that you are comfortable, that you don’t suffer, that sort 

of thing.  So you just tell them.  And some people, you have to just say, you know, 

you’re dying. This is the end stages of your disease.  And we should try to make 

you comfortable if we can.  We can, we always can.  We always can and how do 

you feel about that?  Because I can’t make you better… even if I put you on the 

breathing machine, etc…, etc., etc.” (his words) 

 

Some people are more optimistic and hopeful by nature.  This can lead to 

problems in the ICU if different providers communicate different degrees of hope or 

hopelessness to families. The inconsistency of communication confuses and frustrates 

family members as well as frustrates nurses and/or physicians attempting to persuade 

family members to agree to withdrawal of support. Family members seek hope, so if one 

provider expresses hope in their communication of prognostic information and another 

does not, usually family member will choose to believe the hopeful communication.  

Nurses and physicians perceive this need to communicate a consistent and unified level 

of hope to families and thus, some worry about being “too hopeful.”  

 

 Critical care attending physician: 

“And then, I think that actually, when the nurses communicate hope, that puts 

them at odds with the doctors that aren’t communicating hope.  Because the 

families, again, will believe what they want to hear. They want to hear that this is 
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hopeful.  And then it makes it really hard when you go into a family meeting 

and say this is not very hopeful um… to undo what’s been done…” 

 

Critical care nurse: 

“(I)f I have a bad feeling and the doctors come in and say “Oh (raised 

inflection)…. Things are looking better!’  That frustrates me and I kind of have to 

sit there for a while and say, how am I going to go in there and talk to them and 

you know, how am I going to say that I don’t think things look good?” 

 

Critical care attending physician: 

“I think I’m too much on the optimistic side and I think I should be slightly more 

on the pessimistic side.  But not have it change my behavior, just change my…my 

communication with the family.  But if you say, it’s probably likely that they won’t 

survive, not that that’s exactly what you would say, but… you know, and then 

behave in a way to make yourself right…. I would much rather tell them it’s not 

going to turn out well and have it turn out well and be the stupid doctor that said 

he’s going to die.” 

 

 Critical care attending physician: 

“I think that at times I’m too hopeful ‘cause I have gotten that comment from 

more than one family, ‘You’re the first one that made it sound like there was any 

hope.’  And I’m thinking, uh oh, you know, ‘cause all I have usually done is gone 

through realistically.  It’s usually when I’ve gone through all the organs, and said 

there is nothing that’s going to kill them like, today.  Whereas sometimes I think 

maybe some of my partners will be more like hanging the black crepe.  And I do 

do that. But I have had comments that, if anything, I am too hopeful.  And I just 

try to be realistic, but whether I convey hope …. I try not to squelch hope.” 
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Conclusion 

 

Critical care nurses and physicians struggle to balance hope and realism in the 

ICU and communicate this balance to family members.  The complexity of this setting, 

including the high level of uncertainty, ever increasing treatment options, and near 

constant state of flux, makes this a difficult cognitive feat which presents as a “tension” 

as a result of these opposing forces.  Nurses and physicians attempt to align family 

members’ understandings and levels of hope with their own by carefully structuring the 

content of communication to control meaning.  
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CHAPTER TWELVE 

FAMILY MEMBERS’ PERSPECTIVES OF PROGNOSTIC COMMUNICATION 

 

Introduction 

In the critical care setting, patients at high risk for death are usually either 

unconscious and/or sedated and on a ventilator. Since these patients are too acutely ill to 

be able to make decisions themselves, one or more family members usually assume 

decision making for the patient, either informally as a surrogate decision maker or legally 

as a power of attorney or healthcare proxy. Thus, communication of prognostic 

information by nurses and physicians is directed to patients’ families. As such, it is 

important to identify family members’ perspectives of this process and clarify their needs 

and understandings regarding communication of prognostic information.   

 In on-going informal and formal discussions with family members of many 

different patients it became clear the perceived needs of family members regarding 

prognostic communication can be separated into two distinct categories: content of 

information communicated or what is said; and the manner of communication or how it is 

said. Thus, I will discuss each of these categories in turn.  

Content of Information Communicated:  What is Said 

Family members stated that, although negative prognostic information is hard to 

hear, they want and need to hear it.  There was only one family member I spoke with who 

did not want to hear any “bad news” for the first couple days after her husband was 

admitted to the ICU.  She said “If there’s bad news, I don’t want to hear it.  I only want 

to hear good news.” After 2 or 3 days, however, she was able to cope with her husband’s 

critical illness, including hearing negative information. Other than this, the family 

members I spoke with of the many patients I followed wanted to receive realistic 

information first and foremost tempered with hope only when appropriate. They 

recognized a need to receive prognostic information, both the “good news” and the “bad 

news” in order to get a “perspective” of the situation, a “reality check,” so they could 

identify what to expect.  Receiving this information allowed them the opportunity to 
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process the information, make decisions, and prepare themselves for possible 

negative outcomes.  Thus, what is said is important.  

  

Conversation with a patient’s family member: 

Researcher:  “What are your expectations?” 

Daughter:  “Honestly? “  

Researcher:  “Yes, honestly.”   

Daughter:  “I don’t think he’ll wake up.  I would rather be pleasantly surprised 

than tragically uninformed.  I haven’t given up hope.  I want a full recovery… I 

want to be prepared.  I guess I’m pragmatic.” 

 

Family member: 

“We need hope, but we also need accurate information.  We would rather have 

accurate information, rather than hope.”   

 

Interview with a patient’s family member: 

Family:  “Would you be willing to take notes for us during the care conference?”  

Researcher: “Notes on what the physicians say? “ 

Family: “Yes, especially the hard stuff.  We may be emotional and it is hard to 

hear the hard stuff then.”   

Researcher:  “Are you sure you want to hear the ‘hard stuff’?  Sometimes people 

don’t remember the hard stuff because they are not prepared to hear it.”  

Family:  “Yes, we want to know it all, especially the hard stuff.” 

 

Family member:  

I spoke with two physicians today.  One seemed focused on being “hopeful” and 

made everything sounds very positive, the other physician (the critical care 

attending physician) seemed more “realistic” and said yes, he is getting better but 

he’s very fragile and is “on the head of a pin” and could go either way.  The 
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critical care doctor was being very honest and was giving me a “reality check” 

which was helpful.   

 

Family member: 

The most difficult part of communication from our point of view is “getting 

perspective.  How bad is it- 1-10?”  

 

Conversation with a patient’s family members: 

Family:  Things are better now that we have a better idea of the “context.”   

Researcher: What do you mean by that? 

Family: What the “best case scenario is and the worst case scenario.”  Because 

my brother got sick really fast we expected he would get better really fast, too.  

So, we expected since he got really sick in one day,  when he got better he would 

be sitting up talking to us in bed the next day.  The doctors told us the recovery 

would be slow and long.  We were happy to get this information because then we 

could put things in perspective.  It is really important for families to get this idea 

of “context” but physicians don’t really offer it, families need to ask questions to 

get it.  

Researcher: How can families get this “context?” 

Family: By asking about “best case and worst case scenarios,”  what to expect. 

Or “what’s the likely storyline”…. what are “the limitations in the best case 

scenario.” 

Researcher:  How did you respond when you received this information? 

Family:  It was “helpful. Depressing, but helpful.”  I wanted to know what to 

expect.   
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Family member during an end of life care conference: 

Thank you both (the critical care attending and fellow physicians) for keeping us 

continuously informed of what was going on and what you were doing.  We knew 

everything leading up to this meeting today.  “Thank you for letting us down 

easily- for making this closure rather than a crisis.” 

 

 Interview with a patient’s family member: 

Family: “The nurses try really hard to help you feel not so alarmed.” 

Researcher:  Is this helpful to you? 

Family: “Yes, but sometimes you need to be alarmed.”  

 

Patient family member: (paraphrased from my notes except for quoted areas) 

When my father was very sick and I knew, based on my experience and reading, 

that he was very ill and would probably die, the doctor told my mother something 

like, ‘With luck, he’ll probably be with you for quite a while.’ The doctor did 

qualify it by saying ‘with luck’, but I knew this was not accurate information and 

did not help my mother be able to anticipate what would happen. This made me 

very angry….. I did not like the fact that he preserved hope without giving 

accurate, honest information, in my opinion. 

 

Family member: 

People don’t want to look “unintelligent,” so they don’t always ask questions 

even though they don’t understand the information being presented to them. 

 

Family member: (paraphrased from notes excepts quoted sections) 

I was “really impressed” with the communication skills of the ICU fellow.  He 

was “straight forward, honest, open, and factual and discussed possible 

outcomes. 
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When physicians and nurses were unable to communicate their understanding 

of the patient’s situation in such a way that they are able to align family members’ 

understandings of the prognostic picture with their own, including the possible negative 

implications for quality of life long term, family members sometimes became very angry 

and blamed the physicians when they realized the full implications of their decisions: 

Critical care attending physician: 

Physician: “And I’ve had families upset that… that… kind of that we let them 

make decisions that we didn’t agree with. Meaning, about aggressiveness of care, 

when we were trying to discourage it and they came back and said that, ‘No, I 

think we need to do everything,’ and when they find out what the outcome of 

everything is….” 

Researcher:   “Then they’re angry?” 

Physician:  “Then they’re angry, yea.  Because this isn’t what they expected.  This 

isn’t… this is worse… this isn’t what they wanted.  He didn’t want to sit in a chair 

or live in a nursing home.  Why did you let us push in that direction?” 

 

Critical care nurse: 

Nurse:  There was a patient I cared for once “who was very sick and the family 

wanted everything done and she survived but the husband came back later and 

was very bitter because their lives were so changed from what it had been 

before.” 

 Researcher: Do you mean their quality of life had changed? 

Nurse:  “Yes. Socially, financially…” (counting on her fingers). 

 

Manner of Communication:  How it is Said 

The manner in which prognostic information is communicated by physicians and 

nurses to families is also extremely important to family members.  It can make the 

difference between a family member feeling supported and understood versus feeling 

isolated and afraid.  Family members expressed appreciation for physicians who didn’t 
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“talk down” to them and were “honest.”  Thus, in addition to what is said, how it is 

said is important in communication of prognostic information. 

Interview with a patient’s family member: 

Family: The critical care attending physician talked to me like I was a student.  I 

believe he was probably a “very bright man and probably did everything right,” 

but I didn’t like the way he spoke to me and my family.   

Researcher:  What would have made this difficult conversation better for you? 

Family:  “More tender words.”   

 

Discussion with a patient’s family member: 

Family: The night when the surgeon talked to us after the surgery was over he 

told us “I’m an optimist, but I’m also a realist. So you need to prepare yourselves.  

I don’t think he’s going to make it through the night.  We were shocked. He gave 

us the worst news you could ever hear but he gave it in a way that made you feel 

he was doing you a big favor.”    

Researcher: What was it about the way this physician spoke to you made you feel 

this way?  

Family:  “Some people talk to you like they’re up here (motioned above his head 

with his hand) and you’re down here (motioned low with his hand).  He talks to 

you like you’re his brother.  He is professional but caring.”   

 

Discussion with a patient’s family member: 

Researcher:  Is it possible for doctors and nurses to give bad news in a way where 

they are realistic yet preserve hope?  

Family: “Yes.” 

Researcher:   How do you think this could be done? 

Family:  They could say something like “He might not make it, let’s take it day by 

day, but survival is not out of the question.”  
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Family member:  

Families want nurses and physicians to show “that you care and that it’s not just 

your job.”  

 

Family member (paraphrased from notes): 

The patient should come first before the family and  it is more important for the 

patient to be cared for properly, but the family still has needs and healthcare 

providers should realize how important this patient is to the family and how much 

the patient means to them.   

 

Family member: (paraphrased from notes except quoted sections0 

Communication in this setting is a “balancing act.”  The surgeon was more 

positive and the critical care physician was more direct and blunt.  “You have to 

hear the hard news but it is not easy to hear.”  Physicians need to be able to ‘read 

people’ in order to figure out how family members want and need the information 

presented.  There was someone I knew who when he had a sick family member 

wanted the doctors to give him percentages and numeric chances of things. We 

found out when my brother-in-law was more stable that the critical care doctors 

only gave him a 5-10% chance of survival when he first came to the ICU. When 

his wife heard this she said she was so glad that they didn’t tell her this at that 

time.  So, different people want different information.   

 

Conclusion 

Family members’ needs for communication of prognostic information relate to 

both content of information provided as well as the manner in which this information is 

communicated.  Thus, both what information is provided and how this information is 

communicated is equally important. Families want to receive information which provides 

them with a “perspective” or “context” for the situation.  In other words, they want 

prognostic information, but not just the best case scenario, they want the worst case 

scenario as well.  They want and need this information so they can anticipate what might 
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come next and prepare for the possibility of a bad outcome.  They would rather be 

“pleasantly surprised than tragically uninformed.”   Family members want and need 

prognostic information throughout the duration of patients’ ICU stay so in end of life care 

conferences families perceive the communication is “closure rather than a crisis.” 

Families need communication regarding what the outcome of “doing everything” might 

be and have it explained to them over and over until their understanding aligns with the 

providers. They want to be spoken to with respect and compassion, spoken to “like a 

brother” not “a student” with an understanding regarding how difficult a process this is 

for the family and how important the patient is to them.  When providers perceive a 

patient’s prognosis is poor, communicating negative prognostic information in a 

compassionate and respectful manner, which allows families to anticipate what is to 

come and allows time to make necessary preparations, may be one of the best services 

critical care nurses and physicians can provide.  
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CHAPTER THIRTEEN 

PUTTING IT ALL TOGETHER 

 

Discussion 

The findings from this study illustrate a plethora of “tensions” which critical care 

nurses and physicians grapple with on a daily basis.  Some of the tensions exert a mental 

“pulling” in two opposing directions within an individual whereas the pulling of other 

tensions occurs between individuals.  These tensions are influenced by a variety of 

factors including emotions, uncertainty, time, energy, personal values, meanings, and 

understandings, and work role interpretations.  Many are “layered” one on top of another 

akin to the layers of an onion.  The tensions influence what is “said” and what is “not 

said” by critical care physicians and nurses to patients’ family members, and thus inform 

and structure communication practices.  They are “managed” in various ways and their 

influence on communication and the ways they are managed significantly impact 

understandings, decision making, and patient outcomes.  

In an effort to situate communication practices within a larger context of social, 

cultural, and professional influences, the first part of this discussion will focus on 

tensions in critical care, how they influence what is said and what is not said to family 

members regarding prognostic information, and the management of these tensions by 

critical care nurses and physicians.  I will begin by discussing tensions experienced by 

critical care physicians, move on to tensions unique to nurses, and follow this with an 

overview of tensions common to both ICU physicians and nurses. The discussion will 

conclude with a description and commentary on a preliminary theory developed as a 

culmination of integration of the research findings with previous research in this topic, 

along with recommendations for clinical practice, education, and research. 

Critical Care Physician Tensions in Practice 

Role Responsibility versus Emotional Discomfort of Giving “Bad News” 

Physicians experience a significant tension which underlies and colors all 

communication of prognostic information.  This tension is based on not wanting to be the 

bearer of negative prognostic information, which is in opposition to their perception that 
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providing this information to family members is their responsibility as a physician, 

and theirs alone (Miyaji, 1993). It is important to realize this tension between not wanting 

to communicate this information yet perceiving a “duty” to provide it underlies and 

influences all communication of negative prognostic information. Physician reaction to 

communicating this information can be extreme to the point where many have expressed 

they “loathe” to communicate prognostic information (Christakis, 1999; Christakis & 

Iwashyna, 1998). 

There are several plausible explanations for physicians not wanting to 

communicate negative prognostic information to families. One explanation is that in 

communicating a poor prognosis the physician is forced to admit to the family and to 

her/himself that there are medical limitations to “curing” patients and staving off death.  

Since most critical care physicians perceive their role focuses on “saving” patients from 

death, patient death may be viewed by the physician as medical and/or physician failure 

(Miyaji, 1993; Slomka, 1992).  American society is also very averse to discussing death 

and dying based on a fear of death, which is demonstrated in the cultural manner in 

which death and dying is “fought” medically and “hidden” in hospitals and mortuaries.  It 

is obvious even in our language and the common use of euphemisms such as “passing 

away,” instead of using the word “died” (Corr, 2006; Good, 1990; Lutfey & Maynard, 

1998; Miyaji, 1993).  Physicians are even hesitant to utilize words including “death,” 

“dying,” and “dead” in end of life family conferences (Barton, 2005; Miyaji, 1993).Thus, 

communicating negative prognostic information, with it’s correlations with death, dying, 

and medical failure, is often emotionally uncomfortable for physicians.  Physicians 

receive very little, if any, training or support in providing this communication. The 

critical care physicians in this study described communicating prognostic information and 

leading care conferences as “on the job training” learned solely by role modeling of other 

physicians and trial and error. Another explanation for physician discomfort in 

communicating negative prognostic information, suggested by several critical care nurses 

I spoke with, is physician discomfort coping with and responding appropriately to the 

emotional reactions of family members upon hearing “bad news.” Thus, in 

communicating negative prognostic information, physicians are faced with the difficult 



 318
task of coping with both their own emotional discomfort of giving bad news as well 

as the emotional reactions of family members upon receiving it.  

A comment from a critical care attending physician suggests the manner in which 

this tension is frequently managed.  Physicians “save” prognostic communication and 

“emotional stuff” for formal care conferences.  My observations generally supported this, 

although there were times when prognostic information was communicated at the 

patient’s bedside.  Overall, however, physicians generally waited to communicate this 

information, especially conversations regarding withholding or withdrawing life support, 

until they set up a formal care conference which included the ICU chaplain and social 

worker.  The chaplain and social worker roles are to support the family emotionally, 

spiritually, and logistically, by sharing words of compassion, prayer, offering services 

such as grief support, and making any necessary communications or arrangements. This, 

in turn, supports the physician by helping to meet these needs of the family.  Despite this 

support, however, several critical care physicians voiced care conferences are 

“emotionally exhausting.”   

Role Responsibility versus Discomfort with Uncertainty  

Prognosticating is an uncertain business.  It requires making a prediction about a 

future outcome based only on information possessed today.  Thus, there is an additional 

tension which is another layer on the physician tension of not wanting to communicate 

negative prognostic information yet perceiving an obligation to do so.  This second layer 

of tension is based on physicians perceiving they are responsible for providing prognostic 

information and knowing the family wants this information, yet feeling uncomfortable 

with the uncertainty of prognostication.  Although physicians know they can rarely be 

100 percent certain of an outcome, they none the less prefer to wait to communicate 

prognostic information until they can provide it with some sense of confidence or 

certainty that the prediction and decisions based on prognosis will be “correct.”  Reasons 

for this, and thus sources of tension as a result of uncertainty, include concerns about 

family members holding them accountable for these predictions, especially if the 

prognosis predicted is positive but the outcome is negative, looking “silly” or “stupid” if 

the prediction of prognosis does not come to fruition and, most importantly, a desire to 
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make the “right” decision in the situation, which can also be stated as fear of making 

a “wrong” decision.  When the decisions being made are life and death decisions, as is 

the case in the ICU, this concern of making the right decision is compelling and 

understandable, since the wrong decision might be withdrawing support on a patient with 

the potential for recovery.   The lower the level of uncertainty in the prognosis the lower 

the tension, the more confidence the physician has in the accuracy of the prognosis and 

the more willing the physician is to communicate prognostic information with family 

members.  In situations where the prognosis is negative, lower levels of uncertainty 

frequently lead to physician initiated discussions with family to withdraw or withhold life 

support.  The higher the level of uncertainty the higher the tension, the lower the 

corresponding level of confidence in the accuracy of the prognosis, and the less willing 

the physician is in communicating prognostic information to families.  Thus, a high level 

of uncertainty generally corresponds with continued aggressive treatments until either the 

uncertainty level decreases or treatment options are exhausted.   

When a patient is admitted to the ICU the uncertainty level regarding how the 

patient will respond to treatments and the health event is usually at its highest level.  This 

is the case for a majority of ICU patients except those with overwhelming evidence of 

irreparable injury or illness, such as major anoxic injury (lack of oxygen to the brain) for 

which there is usually a high level of certainty in the poor prognosis early on.   When 

patients are admitted to the ICU the family members have 3 essential questions which 

they want and need to have answered:  Will the patient survive?  If so, will he/she be able 

to get back to their previous level of health and function?  If not, how will this change?  

These questions are prognostic questions.  Thus, it is very clear families need prognostic 

information in order to make appropriate decisions for the patient and prepare for the 

future. The fact that family members desire prognostic information is well supported in 

previous research (Caldwell, 2007; Clayton, 2008; Fried, 2003; Hagerty, 2005; Hanson, 

1997; Heyland, 2000; Jacobs, 2002; Kaplowitz, 2002; Kirchhoff, 2002; Teno, 2005; 

Thorne, 2006; Tilden, 1995).   

Families are desperate to have their prognostic questions answered, but physicians 

are usually hesitant to enter into this discussion as a result of the influence of these 
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tensions.  This often results in physician avoidance in initially answering these 

questions leading to “what is not said.”  When family members ask the physician for a 

prognosis, physicians want to give them some type of information, but not the type they 

are asking for, so they usually redirect the communication to focus on what they are 

certain of and what they are comfortable with, which is what they are doing, meaning 

treatments and tests, and how the patient is responding to what they are doing.  Although 

physicians describe uncertainty of prognostication as a central reason for focusing 

communication on treatments, it has been postulated this may be more accurately related 

to justification for physicians’ control of information to patients and families (Miyagi, 

1993).  Although there are exceptions where physicians clearly indicate a possibility of 

death, especially if death is perceived as likely within the next 24 hours, discussion of 

prognosis is often avoided during this initial period of low certainty with focus of 

physician communication directed to treatments and patient responses to treatments.  This 

pattern of “what is said” and “what is not said” usually continues until a time marker 

arises which either increases certainty or requires a decision and prompts physicians to 

communicate prognostic information to families. 

Physician goals in determining prognosis include identifying a patient’s potential 

for survival, as well as the level of recovery/function possible, in order to guide decision 

making.   The higher the level of uncertainty the more difficult this identification is.  

With the ever increasing number and types of patient treatment options available, what is 

“possible” in healthcare is continually expanding in response.  The culmination of these 

two forces is an increase in uncertainty in potential patient outcomes and a delay in 

identification of dying.  In a majority of the end of life care conferences I observed, 

patients were never clearly described by physicians to family members as “dying.”  This 

is because, in many of the care conferences I observed, the medical treatments patients 

were receiving prevented dying and thus, nurses and physicians did not identify patients 

as dying until after life support was withdrawn.  So, level of uncertainty is a major 

influence and tension in prognostication, including identification of dying, and 

communication of prognosis.  
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  Physicians manage uncertainty levels in several ways in an attempt to 

increase accuracy of the prognosis and their confidence that the “right” decisions are 

made.  Means to increase certainty in the prognosis and in corresponding decision 

making include utilizing prognostic research data as a guide to predicting outcomes.  

There are limitations to the usefulness of prognostic data, however.  The samples of 

patients utilized in studies may not be similar enough to a specific patient in order to be 

comparable.  Additionally, data from research produces percentages of probability based 

on groups of people, but physicians treat individuals.  As one critical care physician 

stated:  “I don’t usually use percentages ‘cause they are worthless too.   It’s a digital 

outcome.  They either get better or they don’t, you know?  The percentage doesn’t help.”  

Thus, some physicians utilize prognostic data to attempt to manage uncertainty, whereas 

others don’t.  

 Means commonly utilized by most, if not all, of the critical care physicians 

include attempting to increase certainty by allowing a patient more time to recover, 

providing additional treatments or higher levels of support, and collecting more data from 

tests, procedures and patient responses to treatments.  Often there is a focus by physicians 

on reversible problems, since these are issues which they can diagnose and treat, while 

they allow the patient more time to recover.  If the patient does not show signs of 

recovery after these measures are taken, especially if the data collected supports a low 

probability of recovery, the uncertainty regarding whether a patient will recover goes 

down.  At this point, the physicians set up a formal family care conference and discuss 

withholding and/or withdrawing life support.   

 Unless there is a significant negative health event, such as a cardiac arrest or 

large stroke which would increase certainty of a poor prognosis, the final endpoint for 

addressing uncertainty is often when “everything is done” and treatment options are 

exhausted.  This is similar to Muller and Koenig’s findings where exhaustion of treatment 

options was the time point for identification of dying (1988).  Where my findings differ, 

however, is exhaustion of treatment options is one time point which prompts end of life 

care conferences.  If certainty level is fairly high prior to this time point, then 

communication of prognosis occurs before treatments are exhausted.  Additionally, for 
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most patients, utilization of life sustaining treatments resulted in an even further delay 

in identification of dying which was not until after support was withdrawn. 

Patient Wishes versus Family Members’ Wishes 

 A significant tension for physicians, which I observed periodically, was family 

members demanding aggressive treatments which were in direct opposition to the 

patient’s expressed wishes.  The essence of this tension lies in opposition between the 

physician’s value of patient autonomy, which is respecting a patient’s right to control 

their own healthcare decisions, and a litigious/relationship concern that by refusing to 

follow family members’ demands the family might take legal action against the 

physician, at worst, or exhibit anger and animosity  towards the physician, at best.   When 

I asked a critical care attending physician about this tension his response was “Oh, I hate 

it when that happens!”  Thus, this tension results in a considerable amount of stress for 

physicians, especially if it occurs during a patient crisis when there is little time for 

communication with family members. 

 Management of this tension is communication to negotiate and align family 

members’ understandings with physicians.  If the conflict arises during a patient crisis, 

physicians usually provide the aggressive care which the family member is demanding 

and then “work” to align understandings after the crisis is resolved.  This alignment may 

require communication over several days or more.  Sometimes the physician will set up a 

family care conference to discuss the issue and, if the conflict is not resolved at this time, 

will set up another care conference in 2-3 days to “reevaluate” the situation and try again 

to negotiate a mutual understanding.  One critical care attending physician told me if 

there is one or more family members whose understanding aligns with the physician’s, 

the physician will encourage this family member to talk to the members whose views 

conflict in order to help “turn” these members and align understandings of the situation. 
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Critical Care Nurse Tensions in Practice:  

What They “Know” versus What They “Can or Should Say” 

 Nurses experience tensions related to communication of prognostic information 

which are significantly different from physicians.  These tensions center around what 

nurses “know” which is in opposition to what they perceive they “can” or “should” say to 

family members.  Nurses attempt to manage these tensions in their communication with 

physicians and family members.  

  One tension nurses experience varies from physicians’ in that it is not related to 

not wanting to communicate prognostic information but rather nurses’ perceptions of 

what they are not “allowed” to say.   Both nurses and physicians stated it is the 

physician’s role to communicate prognostic information, so nurses perceive they must 

wait for physicians to provide this information before they can discuss prognosis with 

family members.  One nurse described this as an “unspoken boundary” which nurses 

cannot cross for fear of some type of physician retaliation.  Physicians’ professional 

boundary in providing prognostic information has been described in other studies as well 

(Johnson, 2000; Schulman-Green, 2005) .Physicians acknowledge and support this 

boundary for nurses as well, saying it is not a nurse’s “job” to provide information 

regarding prognosis.  Thus, nurses described feeling stressed and frustrated when wishing 

to discuss prognosis with family, usually due to a concern regarding wanting to “prepare” 

the family for the possibility of a “bad outcome,” yet perceiving they couldn’t since the 

physician hadn’t broached the subject yet.   

A second tension unique to nurses related to communicating prognosis is most 

nurses perceive they “should not” provide prognostic information which varies 

substantially from information given by the physician even if they disagree with the 

information given to families by physicians.   Reasons for this cited by nurses include 

perceiving a need to present a “united front” to the family and not wanting to be “an 

additional voice” in order to prevent confusing and/or frustrating family members which 

might result in lack of trust that the providers “know what they are doing.”  Nurses’ 

“vigilance” in assessing and promoting consistent communication from providers to 

families has been described as important work nurses provide  (Norton & Bowers, 2001).  



 324
Nurse frustration results when the physician “paints a rosy picture” in communication 

with family members when the nurse perceives the prognosis is more pessimistic and 

believes futile care is being provided.  The two tensions for nurses are between what they 

“know,” their understanding of the patient’s prognosis, and when and what they can 

“say” about this to family members, which hinges on when and what physicians say to 

families.  Thus, these tensions revolve around physician control of information and its 

influence on nurses’ communication.  

Nurses have various methods of managing these tensions.  One method is 

encouraging the physician to speak with family members about the patient’s prognosis.  

From my observations and comments from nurses, the critical care physicians comply 

with these requests fairly readily.   If the physician presents a picture of the prognosis 

which the nurse disagrees with, the nurse will usually talk to the physician, especially the 

more experienced, confident nurses, and ask the physician to explain his or her 

viewpoint.  The less confident nurses will talk to other experienced nurses or the charge 

nurse and ask for “support” in how to manage this.  If the nurse and physician cannot 

come to a mutual understanding of prognosis and the nurse feels the physician is 

providing overly aggressive care, the next step taken by the charge or bedside nurse is 

contacting the attending physician to discuss the problem if the issue is with the fellow or 

contacting the hospital ethics committee to review the situation if the issue is with an 

attending physician.   A member of the ethics committee comes to the ICU, reads the 

patient’s medical chart, and holds a meeting to discuss the issue with the nurse(s) and 

physician(s).  Recommendations are made as a result of this discussion, which usually 

resolves the conflict.  

A third tension for nurses is based on the two different “ways of knowing,” 

discussed previously, which also influences what is said and what is not said to families 

about prognostic information.  “Intuitive knowing” results in a prognosis based on what 

is described by nurses and physicians as a “gut feeling” whereas “professional knowing” 

results in a prognosis based on an accumulation of data from a variety of sources 

including vital signs and laboratory and test results.  This is similar to Seymour’s 

identification of dying where “bodily dying” was identified intuitively and “technical 
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dying” was identified by scientific data which needed to be aligned in order for 

“natural death” to occur (Seymour, 2000).  

 The tension related to knowing is set up by different valuing of knowledge based 

on each type of knowing.   Many nurses value knowledge gleaned from intuitive knowing 

and believe this knowledge should be communicated to families.   In contrast, physicians 

generally value prognostic conclusions from professional knowing over intuitive 

knowing.  Physicians are willing to share their intuitive conclusions regarding prognosis 

with other physicians and nurses but not with family members.  Thus, what is “said” by 

physicians to other providers about prognosis based on intuitive knowing is “not said” to 

family members.  A commonly heard example is “I don’t think the patient’s going to 

make it.” The unwillingness of physicians to share with families prognostic information 

based on intuitive knowing which a nurse values and a physician doesn’t often results in 

nurse frustration.  What the nurse “knows” cannot be “said” since the physician will 

usually not broach this subject with family until prognosis is based on professional 

knowing.  Thus, the nurse is back in the situation of perceiving she/he must wait for the 

physician to initiate this prognostic conversation while wanting to appear unified with the 

physician for the sake of the family.  This tension cannot be resolved, however, by the 

nurse asking the physician to talk to the family about prognosis since the physician does 

not believe a prognosis based on intuitive knowing is valid and thus will not usually share 

this information with family even upon the request of the nurse.  The only manner I am 

aware of nurses trying to manage this tension is by trying to drop “hints” to the family by 

communicating a somewhat more pessimistic view focusing on aspects of the patient’s 

health which aren’t “going well.”  This is an effort by nurses to provide a more “realistic” 

picture of the patient’s status to families. This correlates with findings from a study of 

critical care nurses by Liaschenko et al. (2009) which identified nurses integrate large 

amounts of data from multiple sources to form a “big picture” of the patient’s status and 

communicate this to family members to help prepare them for the possibility of death.  

A fourth tension experienced primarily by critical care nurses relates to patient 

code status and resuscitation.   When a nurse perceives a patient either is unlikely to 

survive CPR, won’t benefit from CPR when compared to the pain and suffering it would 
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cause, and/or perceives the patient’s future quality of life will be very poor and 

unacceptable to the patient, the nurse will usually not want to “do” CPR on the patient.  

Critical care nurses, however, are required by hospital policy to implement CPR on any 

patient who does not have a valid order limiting resuscitation.  For patients who are full 

codes, nurses who are the providers who spend the most time in the patient’s room and  

are most likely to be the first person to witness an emergency, would be required to 

initiate CPR despite believing it is inappropriate and not in the patient’s best interest.   

This tension places nurses in a difficult position emotionally and ethically, since initiating 

CPR for these patients is either seen as “futile,” meaning wasting medical resources, or 

“doing more harm than good,” which violates the ethical principle of “do no harm.”  

Since an order limiting resuscitation must be signed by a physician in order to be 

considered valid, this requires physician agreement and cooperation.  Thus, a nurse 

cannot change a patient’s code status independently.    

I frequently heard nurses voice concern regarding this tension and observed them 

putting forth a lot of effort to manage it.  The management from nurses included frequent 

conversations with physicians urging them to discuss code status with families and to 

“get a DNR” for these patients.  The physicians usually responded to this prompting and 

spoke with the families.  Sometimes several nurses from different shifts talked to the 

physicians because code status was not followed up on after a previous request from 

another nurse.  Some of the nurses, usually the more experienced and confident ones, 

addressed code status directly with patients’ families and then called the physician to say 

the family wanted the patient to be a DNR and “please come and sign the order.”  I did 

not hear of or see any physicians objecting to this, so it appeared to be an accepted 

practice, although the less experienced nurses usually preferred to have the physician 

have this conversation with families. On rare occasions, the ethics committee was 

consulted when the physician or family refused to agree to a DNR when the nurses felt it 

was appropriate.  
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Tensions Shared by Critical Care Physicians and Nurses 

Time and Energy for Patients versus Time and Energy for Families 

Critical care physicians and nurses also share some common tensions as a result 

of working in the same environment with a similar focus and similar influences.  One 

tension which both share is balancing the time and energy needed to care for patients 

with the time and energy needed to “care” for family members by communicating 

information and providing emotional support. Although they both share this tension, 

nurses and physicians manage this tension differently.  

Critical care physicians have up to 14 patients to care for at one time, each with 

their own family, and are usually continually pressed for time to complete their work 

responsibilities which relate to life and death decisions and actions.  They are scheduled 

to work 10 days in a row which might include working all night if a patient is very 

unstable.  This results in varying degrees of stress and a high level of energy 

consumption.   Communication with family members takes time and energy for 

physicians.  Communication which is most likely emotional in nature, such as 

communicating negative prognostic information, takes even more time and energy.   

Physicians recognize a responsibility to communicate with families, including providing 

information about prognosis, but feel a tension between finding the time and energy to do 

so while still fulfilling their responsibilities to their patients.  

Interview with a critical care attending physician: 

Physician: “You’re working 12 hour days, you have no emotional reserve, you 

don’t want to talk to families.  In fact you will avoid families.  You’ll say, uh oh.  

Mr. so and so is in the room.  Let’s go round on this end.  Because you know that 

that family member will demand 30 minutes of your time and you are so burnt out 

you don’t have it… Almost any physician, if you’ve been working hard and 

through a weekend, you get to day 10 or 11 and almost anybody will tell you all 

they want to do is go home.  They want to get out of here, they don’t want to talk 

to anybody, they want to get their work done and go home.  So everything we’ve 

been talking about involves time, emotional energy.  It sucks you dry.  Do you 

know what a dementor is?” 
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Researcher: “ Yea.”  (Laughing) 

Physician:  “OK.  That’s what you feel like by day 10.  It sucks the life, soul, and 

hope out of you.  And you have to have good emotional reserve to deal with all the 

stuff you’re talking about here.” 

 

Nurses also experience this tension between balancing the time and energy 

needed to care for their patients with what is needed to communicate with and support 

family members.  Although nurses generally care for 1-3 patients at a time and thus have 

1-3 families to communicate with, their continual presence in the patients’ rooms allows 

family members frequent or even continual access to nurses.  This access can be either 

direct from family in the patient’s room or indirect by family calling the ICU and asking 

to speak with the nurse.  This increases opportunities for family members to 

communicate with nurses, which is an advantage to families, but has the potential for 

placing high demands on the nurse’s time and energy required to provide information and 

emotional support.  This is especially evident in the case of highly anxious family 

members and large numbers of family members requesting information at different times.  

The manner in which this tension of balancing time and energy is managed is 

slightly different for physicians and nurses.  Physicians and nurses will both ask families 

with a large number of members to name one “spokesperson” for the family and direct all 

communication of information to this person with the understanding that this person is to 

“share” this information with the rest of the family.  This, of course, assumes the 

spokesperson accurately interprets and communicates the information, which might not 

be the case, but this is generally over looked by the nurses and physicians.  Physicians 

sometimes attempt to avoid families all together, as indicated in the excerpt above, or tell 

families they will speak to them “later” but then seldom follow up on this.  Nurses 

frequently will put pressure on physicians to speak with families, however, either at a 

family member’s request or if the nurse perceives a need for this, which physicians will 

usually respond to and make time to talk to families.  Nurses sometimes also avoid 

families in a sense by sending family members to the family waiting room when they are 
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providing patient cares if they feel the need to focus their time and energy solely on 

caring for the patient.   

Although nurses and physicians, in general, prioritize their time and energy in 

caring for patients over communicating with families, some nurses voiced an enjoyment 

in working with families and described making a special point of communicating with 

family members frequently.  Based on comments I heard from family members, the 

nurses who spend time talking to them and express compassion are especially appreciated 

and favored by family members over nurses who don’t.  One nurse described spending 

more time talking to and answering questions with families in the beginning of each shift 

in order to be able to focus on patient care after this with only quick “tidbits” of 

information given to families thereafter. This method was said to “save time.”  Some 

nurses also try to “pick up the slack” for physicians by attempting to answer family 

members’ questions for physicians so families either no longer feel the need to speak 

with physicians, or if they do, these conversations are shorter in duration. As one critical 

care described it: “A lot of times, I’ve found more families are satisfied having just talking 

to me and don’t always need to talk to the doctor…. I don’t think the doctors appreciate 

how brief that some of their meetings are because of some of the groundwork we’ve 

done.”   Thus, a lot of this “work” with families is taken on by nurses.  The various 

management techniques described assist nurses and physicians in moderating this tension 

of managing time and energy demands between patients and families.  Many, however, 

are at the expense of families who might not receive the amount, frequency or type of 

information and support they need and desire, and perhaps also at the expense of nurses 

who do the majority of this work with families. 

 

Objectivity versus Meeting Family Members’ Needs for Compassion 

Meeting the needs of family members underlies another tension prevalent in the 

ICU common to both nurses and physicians.  ICU nurses and physicians recognize the 

need to be objective and to some extent “distance” themselves emotionally from the 

patient’s situation and family in order to adequately fulfill their job responsibilities and 

prevent burnout.  This need for objectivity is especially important in the ICU due to the 
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high number of patients who die in this setting and the amount of suffering which 

nurses and physicians observe first hand.  Based on my conversations with families, 

however, family members need and want to perceive nurses and physicians “care,” which 

implies an emotional connection.  They also need to hear communication which is 

compassionate and sensitive to their emotional state. The importance of the “process” or 

style of communication of prognosis has been determined to be equally important to 

patients and families as the content of information provided (Kirk, 2008).  Thus, there is a 

tension between providers’ desire and need to maintain objectivity to effectively focus on 

their work versus the need for families to perceive an emotional connection with 

providers.  This presents a tension between providers and family as well as a tension 

within the nurses and physicians themselves who perceive the need to provide this 

compassion.   

Receiving negative prognostic information is a critical time when families need 

compassionate communication, so this tension is very influential during this 

communication.  Based on comments and interviews with family members, families who 

do not perceive compassion from nurses and physicians are less satisfied with their 

experience in the ICU and may even be somewhat traumatized by this.  My interview 

with a patient’s daughter in the case study when she wanted to withdraw support on her 

mother at a time when nurses and physicians both perceived the patient was getting better 

illustrated the daughter’s perceptions of trauma from lack of compassionate and 

supportive communication from the physician.  In contrast, compassionate 

communication of negative prognostic information can provide immense support to 

families as illustrated in this statement from a family member:  “(The physician) gave us 

the worst news you could ever hear but he gave it in a way that made you feel he’s doing 

you a big favor.”   Effectively moderating the tension between the need for nurses and 

physicians to stay objective and prevent burnout and the need for families to feel they 

care has significant implications for families. 

Based on my observations in the ICU and discussions with family members, it 

appears some nurses and physicians are able to moderate this tension so family members 

feel supported.   It is not clear to me, however, whether their approach is effective for 
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themselves as well.  It is probable the manner in which providers manage this tension 

primarily occurs in their minds via cognitive processing, so it is not readily observable 

whether they are able to balance this tension so both the family’s and their own needs are 

being met.  I did not ask questions of this nature to providers since I did not clearly 

recognize this tension until after data collection was completed.  Additionally, burnout is 

usually an accumulation of stress over a period of time so issues may not be recognizable 

at present but may be in the future.  Other methods for managing this tension involve 

shifting responsibility for emotional support and communication to others.  The ICU 

chaplain is frequently called by nurses when family members need more “support” than 

they have time to provide.  Also, the critical care physicians sometimes consult the 

palliative care service to speak with families because they can “spend a lot of time” 

talking to families, time that the critical care physicians don’t feel they have and/or want 

to give.  Some nurses and physicians either do not recognize this need to provide 

compassion or do not moderate this tension effectively for families, since family 

members described these providers as “cold” and “detached.”  In Timmermans’ 

reformulation of Strauss and Glaser’s theory of awareness contexts (1965) which takes 

into consideration patients’ and family members’ emotional reaction to “bad news,” he 

states “the policy of physicians to make blunt direct statements enhances the chances that 

the information becomes barred.  Disbelief is an initial reaction to cope with the shock of 

disclosure” (1994, p.330).  Thus, the inability of physicians and nurses to manage this 

tension in order to communicate negative prognostic information with sensitivity and 

compassion can result in family denial of a negative prognosis and prevent preparation 

for impending death.  

Critical Care Physician, Nurse and Family Tensions 

Differing Goals for Care 

 Understandings of what “appropriate” care is for patients revolve around 

perceived goal(s) for patient care.  Individuals valuing different goals can result in 

conflict when attempts are made to align understandings regarding appropriate decisions 

for patient care.  Generally, goals for patients focus on survival, quality of life, and/or 

respecting patient wishes, which is the ethical principle of patient autonomy 
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 In multiple discussions over time with critical care physicians, physicians in 

this ICU predominately focus on the goal of patient survival.  This is not to say that the 

physicians disregard patient wishes, since if patient wishes are clearly communicated to 

physicians most will respect them in a majority of situations.  However, their first 

“response” to critical care patients is focused on keeping them alive.  This is what they 

have been trained to do; the medical training for most physicians focuses on “curing” 

patients and, for critical care physicians, the training focuses on “saving” patients from 

death.  Thus, physicians’ medical education and training structures and informs their 

cognitive processes and resulting clinical practices.  

Discussions with critical care nurses, however, reveal a different focus which has 

the potential to conflict with physicians’ focus on survival.  Many nurses I spoke with 

focused their goals for patients on respecting patient autonomy and considerations 

regarding long term quality of life. As one very experienced critical care nurse explained: 

“Their (physicians) job is to cure.  Our job is to take care.  You know. And .. that’s a 

difference. I mean, that’s a huge difference at times at the end of life. You know, in the 

middle process, it’s not such a big thing, but when you’re at the end of someone’s life it’s 

a huge chasm, sometimes.”  So, the perspective of nurses in providing “care” which 

generally focuses on comfort, quality of life, and acting as a patient advocate, differs 

from the focus of critical care physicians whose goal is to “cure” the patient or “save” the 

patient from death and can result in conflict between these providers.  

Differing family members’ goals for patient treatment can conflict with those of 

providers, as well.  Sometimes family members are focused on patient survival whereas 

the physicians and nurses are focused on respecting patient wishes.  Conversely, in the 

two case studies on temporal issues in withdrawal, both sets of families in these studies 

were focused on quality of life and respecting patient wishes, whereas the nurses and 

physicians were focused on patient survival, especially since both patients were 

demonstrating that survival was very likely.  So, differing goals for patient care between 

and amongst family members, critical care physicians, and/or nurses frequently leads to 

conflict since the “appropriateness” of treatment decisions varies considerably depending 

on the goal for treatment.   
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 Conflicting goals for treatment can result in considerable angst for those 

individuals involved, as was demonstrated in the case studies of temporal issues in 

withdrawal.   Aligning of understandings is often very difficult in these situations, 

especially if those involved are not cognizant of the basis for the conflict, which is 

commonly the case.  Attempts at aligning understandings involve negotiation of meaning 

of the situation through the process of communication.  Other researchers have described 

this process of aligning differing goals and perspectives as a “sharing of narratives” 

(Johnson, 2000; Robichaux & Clark, 2006).  It has been suggested that “narrative 

competence” in the form of being able to “acknowledge, absorb, interpret, and act on the 

stories and plights of others” is necessary for effective communication and healthcare 

practice (Chavron, 2001 as quoted in Robichaux & Clark, 2006, p.488). 

Power relations come into effect in these negotiations.  Since physicians’ have 

been granted a higher level of professional, cultural, and institutional power and authority 

as compared to nurses,  if a nurse’s understanding conflicts with a physician’s, it is the 

nurse who must attempt to align the physician’s understanding with her/his own rather 

than the other way around.  The more experienced nurses usually communicate their 

disagreement with physicians and attempt to arrive at a common understanding, which 

after sharing of information, might end up being the physician’s view.  The less 

experienced nurses, however, often do not feel comfortable approaching the critical care 

attending physicians, and instead talk to the critical care fellow, whom they perceive they 

have a more “equal” power level with since the fellow is technically a “student;” discuss 

their concerns with another more experienced nurse; consult the hospital ethics 

committee; or choose not to do anything. Another way of managing this type of conflict 

was described by a very experienced nurse.  After attempting to align a critical care 

attending physician’s understanding with her own via communication, the nurse 

recognized her level of power in the situation would not allow her view to dominate   

Consequently, she enlisted the “help” of a nephrologist (kidney doctor) whom she knew 

shared her value of patient autonomy and had a higher level of power than the critical 

care physician based on his well established relationship with the patient.  The nurse was 

able to convince the critical care physician to call the nephrologist and after discussion of 
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the situation, the nephrologist’s and nurses’ goal of patient autonomy predominated 

over the goal of survival promoted by the critical care physician.  Thus, physicians with 

the most well established relationship with a patient generally have the most power in the 

negotiating process with other physicians, and nurses knowledge of this allows them the 

opportunity to collaborate with other physicians to assist in aligning critical care 

physicians’ goal for care with their own.  

 The results of negotiating differing understandings with family members varies 

depending on the power the family member either assumes or gives away in the 

negotiation of meaning with physicians and the role nurses assume in these discussions 

(Slomka, 1992). If even one family member is very assertive and persistent in negotiating 

their view, especially if their view is “backed up” by a healthcare directive and/or power 

of attorney status, and/or suggests a legal threat, this family member usually assumes the 

most power in the negotiation process with providers and her/his view predominates.  

There are exceptions to this, of course, but most physicians stated they “cave” to family 

members who are insistent.  There are many family members, however, who give away 

their power due to a lack of medical knowledge and understanding of the situation, 

feelings of “reverence” for physicians, and/or feeling emotionally overwhelmed.  Nurses 

recognize physicians have the knowledge and power to potentially dominate negotiation 

with family members, as was described by this experienced critical care nurse:  “If  it’s a 

situation where very easily people will be allowed and be talked into things they don’t 

want because they either respect a person so much they can’t disagree with them or 

they’re a little afraid to do that.  And so, to me, then that’s turns into a bullying situation 

and that’s not what medicine is about. And those doctors aren’t about that either, they 

really aren’t.  It’s just they aren’t seeing themselves in that position. And they’re trying to 

do the best.”  Thus, assertive nurses often act as advocates for family members and 

negotiate the family member’s position when they perceive family members are being 

“talked into” something which is either not in the best interest of the patient or is in 

opposition to the expressed wishes of the patient (Robichaux & Clark, 2006). If nurses 

are either not available when these discussions occur or choose not to advocate for the 

family, the physician’s understanding of the situation dominates. 
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Withdrawing or Withholding Support versus Euthanasia and “Killing” 

 Another significant tension experienced by critical care nurses, physicians, and 

family members is the common practice in the ICU of withdrawing and/or withholding of 

life sustaining treatments when patients are not showing significant signs of recovery 

versus concerns regarding euthanasia and “killing” of patients.  The concern regarding 

euthanasia and killing is both a legal issue and a moral one.  Both are illegal in this 

country except for physician-assisted suicide in the state of Oregon, and morally no one 

wants to be responsible for “killing” another person, especially if the person is a loved 

one or you work in a role as a nurse or physician and are charged with caring for people. 

This tension results in considerable stress for family members and may or may not result 

in stress for providers depending on their view of limitation of treatment and the specific 

patient situation.   

 Management of this tension involves the cognitive processes of reframing and 

shifting of responsibility thoroughly described in chapter 10.  Providers and families 

cognitively frame the situation in a way which makes death “acceptable” and shifts 

responsibility for decision making and death and dying off of themselves on onto others, 

including the patient. (See chapter 10 for more detail.)  These cognitive processes have 

been described by other researchers as well (Seymour, 2000; Slomka, 1992). The finding 

in this study that the primary role of the living will as a tool to shift responsibility off 

families and providers and onto patients is supported by previous research (Johnson, 

2000).   

Desire for Hope versus Need for Realism 

 Nurses and physicians experience tension in balancing their own and family 

members’ desire for hope with a need for realism.  The basis of this tension is most 

people, including nurses and physicians, are hopeful in nature and are reluctant to readily 

“give up” hope.  In order to make “appropriate” patient care decisions and provide time 

for families to prepare for negative patient outcomes, however, providers perceive family 

members need to possess a “realistic” understanding of the situation and of probable 

future outcomes.   Thus, providers “play the role of healer but must explain to patients 

(and families) that healing is improbable or impossible; they recognize the therapeutic 
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value of hope but must provide information that undermines patient hope in recovery” 

(Hines,1997, p.203). This tension is complicated by the inherent uncertainty of 

prognostication as well as on-going “break-throughs” in medical treatments, which 

makes determinations of what is “realistic” much more difficult.   Uncertainty is also 

potentiated by beliefs in a “higher power” such as beliefs in “miracles” and “God” 

controlling life and death and a belief in “fate” which determines when it is a person’s 

“time” to die.  Struggle with this tension and identifying an “appropriate” balance 

between hope and realism was illustrated repeatedly by nurses and physicians who spoke 

of a concern regarding avoiding “false hope” which was hope for something which was 

perceived as “unrealistic.”  

Although nurses and physicians usually described this tension as trying to balance 

hope and realism for family members by balancing hope and realism in their 

communication, their actual practices and comments suggests something slightly 

different.  Nurses and physicians made many comments regarding their own level of hope 

and suggested it is often difficult not to be hopeful.  One critical care attending physician 

voiced people, in general, are “just hopeful in nature.”  A nurse stated “That’s human 

nature, you want to be hopeful.”  When I asked physicians and nurses their 

“expectations” for certain patients the responses consistently began with “Well, I’m 

hoping….”  Thus, even when the question was what do they think will happen, they 

responded with what they hoped would happen.  So the initial struggle for nurses and 

physicians appears to be balancing their own individual needs for hope with a realistic 

perception of the situation.  Second, nurses and physicians attempt to align family 

members’ perceptions or understandings of the situation with their own, including 

aligning the family’s level of hope with theirs.   So, they attempt to bring family 

members’ level of hope for recovery up or down as needed to align it with their own 

level. This was evident in many comments from physicians, including one from a critical 

care fellow physician: “I try to bring them to a middle ground, which is where my 

thinking is because this is where I am at.”   When nurses and physicians perceive it is 

time to withdraw life support, which is when they no longer have hope for recovery, as 

one nurse put it, they “try to keep the hope out of it.”  A critical care attending physician 
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commented, “If I feel they (family) are moving in the right direction, it’s counter- 

productive and cruel to give hope.” These comments illustrate nurses and physicians are 

not actually trying to balance family members’ perception of hope with realism.  The real 

nature of this tension is attempting to align family members’ understandings with those 

of nurses and physicians while these providers attempt to balance hope and realism for 

themselves.   

It is not clear how physicians and nurses manage their own individual tensions of 

hope and realism.   Some people are more hopeful in nature than others, so it is plausible 

this may be more difficult for some than others.  It is possible it is managed in a 

negotiation of meaning between providers such that individuals adopt the view which is 

best promoted.  The management of the tension between family members’ perceptions 

and physicians’ and nurses’ was readily observable, however, and providers verbalized 

being consciously aware of their own management tactics.  When they believe there is 

still some hope for recovery, both groups are careful to communicate information to 

family members regarding both what is going “well” and what is not going well.  This is 

their way of “balancing” the information.  This often includes an “organ recital,” as one 

attending physician called it, going through each organ system and describing the 

positives and negatives about each, which I observed from both nurses and physicians on 

a consistent basis.  Thus, the positive information is meant to give the family hope while 

the negative information suggests the possibility of a “bad outcome.” If family members 

are less hopeful than nurse or physicians, providers stress information which is hopeful in 

their communication, focusing on what is going “well” or even by telling family directly 

“There is still hope.” If family members are more hopeful than nurses or physicians then 

providers stress the negative aspects of the patient situation.  Some physicians use 

statistics to help align family members’ levels of hope, stressing the positive aspect of 

statistics when the family is less hopeful than they are and the negative aspect of the 

statistics when the family is more hopeful than the physician.  When families are 

focusing on a small piece of information which is hopeful and neglecting the other 

negative information, nurses will keep communicating the negative information in order 

to “put this other piece in there.”   
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Aligning Understandings Regarding Hope and Realism 

Nurses, with their frequent contact and communication with families, are 

especially “tuned in” to family members’ understandings of the situation, as well as 

understandings of the physicians.  If the nurse perceives inadequate alignment of 

understandings between and amongst the family, nurse, and physicians, the nurse usually 

requests a care conference to “get on the same page.”   The primary concern voiced by 

nurses which prompts these care conferences is “unrealistic” family members.   Thus, in 

these situations, family members have a higher level of hope for patient recovery than the 

nurse and possibly the physicians.  Physicians also initiate care conferences when they 

perceive this same concern with families.   The communication with families is structured 

and managed in a manner so physicians and nurses “actively (shape) those expectations 

when relatives are ‘unrealistic’”(Timmermans, 2005, p. 998).   Some nurses stated they 

occasional perceive a lack of adequate alignment between their level of hope for recovery 

and the critical care physicians’ and thus describe the physicians as unrealistic.  This 

prompts either a discussion with the physician, a request for a care conference, or less 

frequently, a consult for the hospital ethics committee. Many nurses, however, including 

some of the most experienced in the ICU, describe the critical care physicians in this ICU 

as being realistic.  This suggests the understandings of nurses, including levels of hope, 

correspond, for the most part, fairly well with the physicians. This is probably related to 

extended experience working with patients in the critical care setting.  With ongoing 

communication with each other over an extended period of time, providers usually begin 

to trust each other, or at least recognize who they can trust.  Thus, aligning 

understandings regarding levels of hope between nurses, physicians, and family members 

is a significant concern in the ICU which is actively managed. 

It is interesting to note none of the physicians or nurses voiced recognition that  

“realistic” means different things to different people.  It is essentially an opinion, sculpted 

by an individual’s history; a weighting of hope influenced by a personal understanding of 

the situation.  For example, I spoke with a less experienced nurse (less than 5 years in the 

ICU) who complained about a physician ordering treatments which this nurse felt were 

“futile,” meaning the nurse did not think it was realistic to think the treatment would 
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benefit the patient.  In speaking with the physician, however, the physician’s previous 

clinical experience suggested “patients can surprise you,” so the physician believed it 

was realistic to think the treatment might help the patient and it was worth giving it a try. 

This isn’t to say one person is “right” and the other is “wrong,” but rather to point out 

people with different backgrounds and experiences may have different understandings.  

Thus, although one might perceive the resolution of this conflict is to determine right 

from wrong, in practice it is a matter of who is most persuasive in presenting their 

understanding.  This view will generally predominate over the other.  Slomka (1992) 

described similar negotiation practices in the ICU between families and physicians and 

identified the influence of power differentials in promoting understanding, with 

physicians possessing the most power and thus, the most persuasion in promoting their 

position. In essence, nurses, physicians, and family members have their own individual 

views of what is realistic.  There is an ongoing negotiation process between these 

individuals in an attempt to align understandings, including what the situation means and 

what is “realistic” in terms of expectations for patient outcomes and appropriate 

treatments or non-treatments (i.e., withdrawal or withholding of support).  

 The end of life care conference is a point where alignment of understandings, and 

thus negotiation of understanding, is critical in facilitating decision making.   The 

primary “players” whose understandings must be aligned are the critical care physician(s) 

and patient’s family. In the many care conferences I attended, the patient’s bedside nurse 

attended a majority of the time but none of the nurses spoke during the conferences. 

Since the core understanding which must be aligned in the end of life conferences is 

prognostic in nature, which nurses view as the physician’s role to communicate, and by 

the time these conferences occur the nurses and physicians generally agree it is time for 

withdrawal, this may be why the nurses did not actively participate in the conferences 

since their understanding of the situation was already aligned with the physicians. 

 Many end of life care conferences are initiated when the physician has lost hope 

for patient recovery and decides it is time to withdraw and/or withhold support. Thus, the 

physicians go into the conference having already decided what they want for the outcome 

of the conference.  This was clearly documented in numerous patients’ medical records 
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and was verified in discussions with several critical care attending physicians.  This 

supports Timmermans’ description of “death brokering” where physicians “distinguish 

the acceptable line between curing or letting go” amongst other judgments and “manage 

the expectations of relatives and patients in an attempt to align them with a medically 

acceptable notion of dying” (2005, p. 994, p.1000). This brokering is based on medical 

professionals’ “cultural authority” which ensures the “probability that particular 

definitions of reality and judgments of meaning and value will prevail as valid and true” 

(Starr, 1982, p.13).  In this situation, even though physicians communicate to families the 

purpose of the care conference is to make a decision regarding how to proceed, the reality 

is the physician has already made this decision prior to the conference.  The real objective 

of the conference is to align family members’ understandings with the physicians’ so they 

arrive at the same decision as the physician.   In this way, end of life care conferences 

appear to be a ritual, similar to the ritual of CPR identified in Timmerman’s study of the 

emergency department (1999).  In Timmerman’s study, nurses and physicians 

implemented CPR even when they did not believe it would revive patients.  It was carried 

out to help family members cope with a patient’s death. So CPR was not expected by 

nurses and physicians to benefit the patient even though families perceived this was why 

it was being done, just as the care conference is not for the purpose of the family making 

a decision, even though families believe this is the purpose, it is for the physician(s) to 

present information in such a way that the family arrives at the same decision the 

physicians have already made.  Thus, even though the physicians present it in such a way 

family members believe they have “choices” to make, the decision has already been 

made, and the physicians work hard to guide and frame communication of information so 

this decision will be implemented.  This finding supports Slomka’s work who also 

identified empty “choices” which families were presented by critical care physicians 

which were only offered when treatments options were exhausted (1992).  

 In Slomka’s work (1992) she described these “choices’ as offered to families in 

order for physicians to share responsibility for decision making with families and thus 

share the responsibility for patient outcomes, including death.  This assisted physicians 

by sharing the moral burden with family members.  My findings vary from Slomka’s in a 
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significant way.   Physicians I observed in end of life care conferences framed 

communication of information in a way which promoted their understanding and tried to 

lead the family to the decision the physicians had already made without sharing 

responsibility with the family for decision making.   Instead, physicians clearly shifted 

responsibility for decision making off of themselves and onto families by telling families 

“It is your decision” and not making a recommendation until after the family 

communicated their decision to withdraw support, at which point the physicians usually 

recommended changing the patient’s code status to DNR.   So instead of sharing 

responsibility and the moral burden for decision making and the patient’s outcome, the 

physicians shifted responsibility off of themselves and onto the family members. This 

was also clearly communicated in patients’ medical records where physicians usually 

recorded “Family requests withdrawal of support” with no mention of the physicians’ 

part in the decision making process.  Thus, physicians are able to “hasten death without 

being held accountable for the actual death” (Timmermans, 2005, p.1000).   

Decision making requires a sharing of understandings and a process of 

negotiation to reconcile differing views to achieve consensus of meaning.  Previous 

content analysis of physician-family communication during end of life family 

conferences in ICU delineated phases in the communication process with a mutual 

decision to withdraw support only occurring if the physician was able to convince family 

of the terminal status of the patient (Barton, 2005). An analysis of the content utilized in 

end of life communication in order to align physician-family understanding has been 

neglected up to this point.  Based on observations and analysis of  communication in the 

end of life conferences I observed, the tension between the family’s understanding and 

the critical care physicians’ was resolved and understandings and meaning aligned by 

physician communication which focused on negative information, including patient 

history, patient responses, and negative prognostic information, avoiding any 

communication which suggests hope or uncertainty, which can be construed as a basis for 

hope, and avoiding discussion of any other treatment options.   Previous research has 

demonstrated communication of pessimistic statements correlate with higher levels of 

patient agreement with physicians’ understanding of prognosis, although Robinson’s 
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study also found statements of optimism and uncertainty were not influential in either 

agreement or lack of agreement with physicians regarding prognosis (Robinson, 2008). 

Often discussion of patient quality of life and the patient’s living will are used as 

‘tools’ for negotiating physician viewpoint, as well.   Physicians ask family members to 

describe the patient’s previous quality of life, focusing on any negative aspects and 

explaining quality of life will decrease further if the patient survives.  They go on to 

interpret the usually vague verbage in most living wills in a manner which promotes their 

viewpoint, stating something similar to “The living will tells me she wouldn’t want to 

continue like this.” Decisions to withdraw and withhold support are framed by both 

physicians and nurses as “respecting” the wishes of the patient who has already made 

these difficult decisions and recorded them in the directive.   The living will is, thus, 

utilized by physicians in this conference, and by nurses outside of conferences, as a tool 

to align family members’ understandings with their own and shift responsibility for 

decision making and moral burden for death off of the physicians, nurses, and family and 

onto the patient.  This aids in reducing family members’ guilt for ‘pulling the plug.’ 

In summary, physician management in end of life care conferences of  tension in 

understandings between family and physicians and effort to align understandings results 

in what is ‘said’:  a focus on negative aspects of the situation: what is going wrong, lack 

of improvement, poor quality of life if patient recovers, and an interpretation that the 

living will supports withdrawal and withholding treatment; and what is ‘not said’:  

uncertainty in the prognosis and future outcomes including quality of life, the possibility 

of hope and recovery, and other treatment options.  In this way, the physicians “lead” the 

family where they want them to go while shifting responsibility for decision making off 

of themselves and onto the family and, in the case of patients who have living wills, onto 

patients.  Thus, the purpose of the care conference is two fold:  to control the 

communication process in order to lead the family to make a decision which matches the 

physicians, and shift responsibility for decision making and its outcomes off of the 

physicians and onto the patient and the family.    

This isn’t to suggest physicians are always able to “win” the negotiation battle 

with families.  Negotiating an alignment of understandings with family members can be 
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difficult and sometimes impossible.   Most family members do not have the education 

or experience to prepare them for dealing with the decisions necessary in the ICU 

(Kaufman, 1998, 2005).  They are emotionally attached to the patient and thus are usually 

in an emotional crisis as a result of the patient’s acute illness.  This reduces 

comprehension and retention of information communicated by physicians and nurses.  

(Azouley, 2000).  The culmination of these factors, along with the life and death nature of 

decisions, make decision making extremely difficult for family members.   Families 

realize their lives will change in a fundamental way if the patient should die, which 

makes the possibility of death very threatening for them personally.  Thus, the education, 

life experiences and perspectives of family members are very different from nurses’ and 

physicians’ (Swigart,1996). There is a large distance between family members’ 

understandings and physicians’ and nurses’ understandings which makes the negotiation 

process much more complex (Kaufman, 1998, 2005). Additionally, cultural and/or 

religious views may conflict with physician perspectives as well as family goals.   

Sometimes physicians need to make repeated attempts to negotiate their understandings 

with families.  In the cases of families with cultural and religious views which respect life 

at all costs, this alignment is frequently impossible.  Thus, physicians usually give in to 

family “demands,” which means continued aggressive long-term care. In the cases of 

families focused on goals of quality of life and respecting patient wishes, they may 

request withdrawal at a time when it is difficult for physicians to adequately distance 

withdrawal from euthanasia and/or justify withdrawal as “appropriate.”  This requires 

ongoing attempts at negotiation, since it is “easier” for physicians to continue aggressive 

treatments against their better judgments when families are demanding this than to 

withdraw support on a patient without adequate justification, which they perceive as akin 

to “killing” the patient.  

 



 344
Theory of Communication of Prognostic Information in the Intensive Care Unit 

Summary of Family Needs for Prognostic Communication 

 

“Thank you for letting us down easily- for making this closure rather than a crisis.”  

(ICU family member) 

 

“I would rather be pleasantly surprised than tragically uninformed.  I haven’t given up 

hope.  I want a full recovery… I want to be prepared.”  (ICU family member) 

 

 Based on informal and formal discussions with family members in this ICU, 

families of critically ill patients want and need prognostic information.  They want to 

hear the “hard stuff,” including the possibility of death, so they can anticipate the future 

and make decisions and preparations based on this information.  Although hope is 

important to families, they prefer “realistic, honest” information over hope, especially 

“false hope.”  Families need negative prognostic information communicated with 

compassion and sensitivity throughout the patient’s trajectory instead of just prior to 

requests to withdraw support.  This restructures the end of life care conference for 

families to an experience of “closure” rather than “crisis.”   Families who are informed of 

the patient’s prognosis in relation to the possibility of death and dying “all along the 

way,” are less likely to be “caught off guard” receiving information which they did not 

expect and being asked to make end of life decisions they did not anticipate and prepare 

for.  Thus, it is clear “what” information ICU family members want and need, “how” they 

want it presented in relation to style of communication, and “when” family members 

need this information.  But, how do these needs described by families compare with 

actual communication practices of critical care nurses and physicians in this ICU?  This 

question can be answered by addressing the 2 research questions which were the 

foundation of this study. 
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Answering the Study Research Questions 

 

  Research Question:  What are the actual communication practices of 

prognostic information at end of life between and among critical care nurses, 

physicians, and patient family members in an Intensive Care Unit throughout 

patients’ trajectories? 

 

This study focused on identifying and describing patterns of communication of 

prognostic information among and between nurses, physicians and family members of 

patients at high risk for death in an intensive care unit.  The culmination of 9 months of 

observation in an intensive care unit, informal and formal discussions with ICU nurses, 

physicians, and patient family members, and review of patients’ medical records resulted 

in identification of general patterns of communication practices as well as areas of 

variability in practice.   

Patterns in practice included fairly consistent provider roles in communication of 

prognostic information in the ICU.   Nurses and physicians perceive it is the physician’s 

responsibility for initial communication of prognostic information to family members.  

Nurses, then, “fill in the gaps” in family understandings, especially in relation to 

implications of treatments and long term quality of life.  Nurses also play a critical role in 

facilitating discussions between and among family and providers to align understandings 

of the patient’s status and prognosis, and in initiating discussion of patient code status, 

which is frequently a first step towards end of life communication.  The basic content and 

order of content presented in physician communication follows a fairly consistent 

structure based on whether the communication was “informal,” (at the patient’s bedside) 

or “formal,” (in the family room with the chaplain and social worker present).  Nurse and 

physician communication of statements of uncertainty; positive (“hopeful”) statements, 

including treatment options; and negative statements (“reality”) are carefully balanced in 

order to facilitate family member understanding which corresponds with the 

understandings of the providers, including their level of hope. Many nurses and 

physicians also consistently demonstrate reframing of meaning and shifting of 

responsibility for decision making and outcomes of decisions at end of life to avoid the 
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moral burden of patient death.  Table 13.1 describes consistent patterns in the timing 

of communication of prognosis and identification of dying which are primarily 

influenced by providers’ perceptions of prognosis and level of certainty in the prognosis.  

This table clearly illustrates providers’ perceptions of certainty in the prognosis prompts 

communication of negative prognoses, whereas uncertainty discourages it.   More 

detailed temporal patterns of certainty in prognosis were also identified, as described in 

chapter 7. 

Although there were many patterns in communication of prognostic information 

related to roles, structure and wording of content, and timing, there was also variability in 

provider communication in other areas.  Most nurses and physicians individualize their 

communication to some degree based on their observations of responses to previous 

communication.  Physicians also vary on whether they utilize statistics in prognostic 

discussions, with some stating they “always” utilize statistics, and others saying they 

“never” use them, although most physicians confirmed they avoid a quantitative 

prognosis of life expectancy.  The style of communication also varies, with some 

providers communicating compassion and understanding to families via words and/or 

touch, and others communicating in a “rough” and direct style without statements or 

gestures of empathy or support.  Thus, although patterns exist in communication of 

prognostic information, there is individual variability in practice, as well. 

Family members described a desire to be informed of the “possibility” of a poor 

outcome.  Table 13.1 illustrates, however, that when a provider perceives a patient’s 

prognosis as “death is possible/probable or recovery is unlikely,” prognostic 

communication is generally avoided.   During this timeframe, providers, especially 

physicians, perceive uncertainty in the prognosis due to lack of a “sufficient level of 

proof” from an accumulation of scientific data (eg., patient vital signs, laboratory results, 

patient responses to treatments).  This does not mean providers are unaware of the 

possibility or probability of death or lack of recovery.  Indeed, most providers have a 

sense of patients’ prognoses at an earlier time point in their trajectories than when 

communication of prognosis based on “professional knowing” from scientific data 

occurs.   Providers’ knowledge for this sense of prognosis is based on “intuitive 
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knowing,” the foundation of which is usually years of clinical experience, as well as 

information gleaned from nebulous sources described by both nurses and physicians as a 

“gut feeling.”  So, prognosis is not altogether unknown during this time period, yet most 

providers are very hesitant to communicate it to family members.  This prompts the 

question: What are the influences which promote and sustain avoidance of 

communication of prognostic information from providers to family members during this 

time period?  This leads to the study’s second research question: 

 

Research Question: What are the social, cultural, institutional, professional, 

and political influences which inform and shape these practices?  

 

 Table 13.2 presents the foundation for a theory regarding influences and tensions 

related to the current practice of avoiding discussion of negative prognostic information 

when providers’ perceive uncertainty.  The foundation for this hesitancy lies in core 

influences revolving around a cultural view of fear of death, medicine’s value of science, 

the influence of the ICU environment, a desire for hope, and provider training and 

sources of stress.  These influences will be discussed in turn, beginning with the societal 

view of fear of death and how it influences healthcare in general, and the ICU, 

specifically, in relation to communication of prognosis at end of life. 

 Fear of death and dying is the central driving force in American healthcare.  This 

fear has resulted in a social taboo of discussing death and dying.  As a result, “In this 

context, where neither doctors nor patients have developed cognitive structures for 

thinking about and understanding death and dying, ambiguity, uncertainty, and ignorance 

abound.  Moreover, the pervasive avoidance of the topics of death and dying must 

necessarily normalize avoidance and delegitimize frank discussion of these topics” 

(Hines,1997, p.205).  Societal and cultural discomfort and avoidance of discussing death 

and dying discourages discussion of end of life issues and makes prognostic 

communication emotionally difficult for both family members and providers (Corr, 2006; 

Hines, 1997). Fear of death is paired with a corresponding societal value of life, with a 

primary goal of prolonging life as long as possible by “fighting” death and disease. This 
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was clearly illustrated by the large number of elderly people in their 80’s I observed 

receiving aggressive treatments in this ICU.  

  The primary weapon in the fight against death and dying is science.  Billions of 

dollars are spent each year to fund the application of scientific concepts for research with 

the purpose of expanding knowledge of the human body and its functions, identifying 

pathophysiology of diseases, and discovering new medicines, technologies, and other 

methods to prolong life and prevent death.  This has led to specialization of medicine and 

even nursing, the purpose being increasing overall knowledge related to fighting disease 

and promoting research for new treatments in specialty areas (Good, 2000). “(I)n the 

United States, where science and technology are esteemed as tools to control threatening 

natural forces, medical-technological responses are likely to be the preferred topics of 

talk when patients are faced with life-threatening illness” (Hines, 1997, p.204). Thus, the 

value of and focus on science in medicine is one of many influences which promotes 

focus of end of life discussions on treatment options, rather than prognosis and long term 

outcomes. 

 Specialization has dramatically increased the number of providers involved in the 

care of patients with complicated health conditions, with many ICU patients I observed 

being cared for by 5-10 different physicians.  The effect of multiple providers hinders 

communication between providers, which was demonstrated by some of my experiences 

in the ICU described earlier.  Medicine’s “success” in extending the human life span has 

resulted in a societal “value” of medical knowledge and practices gleaned from use of 

scientific methods.  The crux of science is identification of “truths” supported by 

scientific principles.  Thus, physicians’ strive to identify prognoses which are 

scientifically based and “certain,” which corresponds with medicine’s value of science.  

Unfortunately, this value of truth and certainty promotes a contrasting discomfort with 

uncertainty, along with lack of valuation in other means of knowledge production.   This, 

in turn, leads to a hesitancy to communicate negative prognostic information, despite an 

intuitive sense of knowing, until late in patients’ trajectories when certainty is higher.  

This is often when physicians are ready to discuss withdrawal and withholding of 
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treatments with families, which gives family members little time to consider end of 

life choices and prepare for the patient’s death.  

The intensive care unit is a Petri dish for the utilization of science to prolong life.  

This environment, with its availability of advanced technologies and treatments, along 

with highly trained and skilled nurses and physicians, serves to drive utilization of 

aggressive life sustaining treatments.  This “drive” to utilize technology has been termed 

else where as the “technological imperative” (Fuchs, 1974).   Several critical care 

physicians spoke of use of the ventilator in the ICU as “standard care,” with the same 

term used in relation to dialysis for patients with kidney failure.  The day to day use of 

these advanced treatment modalities serves to “routinize” these aggressive treatments for 

providers (Koenig, 1988)  Aggressive treatments, with their ability to maintain life for 

prolonged periods of time, serves to “mask,” delay, and prevent dying and identification 

of dying until late in patients’ trajectories.  Thus, the ICU, with its accessibility to and 

routinization of  life sustaining treatments, serves to muddy perceptions of what is 

possible and  obfuscate perceptions of dying.   This lack of clarity significantly increases 

uncertainty in prognostication, which leaves room for family member and provider hope 

for patient recovery.  The culmination of uncertainty in prognosis combined with hope 

for recovery based on availability of aggressive treatments, discourages providers from 

communicating negative prognostic information and instead focuses communication on 

treatment and hope.    
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Table 13.1   Patterns in Communication of Prognostic Information in ICU 

PROGNOSIS CERTAINTY/ 
KNOWING 

 

EVIDENCE RESULTS 

Death is 
imminent 
(within 24 
hrs) 

High level of 
certainty and 
knowing  

Heart rate, blood pressure, 
and/or oxygen levels unable to 
be maintained despite maximal 
treatments; and/or 
Progressive multi-organ failure 

Patient identified as 
“dying” by 
providers; 
Then prognostic 
information 
communicated with 
discussion of 
withdrawal/ 
withholding 
treatments. 

Death is 
inevitable, 
but not 
necessarily 
imminent 

High level of 
certainty and 
knowing 

Diagnosis with well known 
trajectory leading to death 
either without curative 
treatments or curative 
treatment options exhausted 

Patient identified as 
“dying” by 
providers;  
Then prognostic 
information 
communicated with 
discussion of 
hospice/palliative 
care. 

Recovery is 
highly 
unlikely 

High level of 
certainty and 
knowing 

1) Conclusive evidence 
(catastrophic event: major 
heart attack, bleed, stroke); 
2) No significant signs of 
recovery despite:  
* exhausting all curative 
treatment options and/or  
* 2 weeks of aggressive 
treatments; 
*  aggressive treatment >2 
weeks due to uncertainty from 
conflicting information, lack of 
awareness of cause and/or  
reversibility of 
symptoms/problems 
 

Prognostic 
information 
communicated with 
discussion of 
withdrawal, 
withholding 
treatments. 
 
If life sustaining 
treatments 
withdrawn, then 
patient identified as 
“dying” by 
providers. 
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Death is 
possible/ 
probable; 
  
OR 
 
Recovery is 
unlikely 

Uncertain 
(lacking 
“professional 
knowing”) 
but 
 Not 
Unknown 
(‘intuitive 
knowing’ 
present) 

1) Providers have a “gut 
feeling” the patient will either 
not recover or will die. 
2) Not enough data yet to 
“back up” intuitive knowing in 
order to form a “professional 
opinion” based on 
“professional  knowing” 

 

Prognostic 
communication 
often avoided until 
certainty level 
increases and 
prognosis moves to 
another category in 
the table. 
 
Certainty level 
increased with 
more time for 
recovery, 
treatments, and data 
collection 

Prognosis Certainty/ 
Knowing 

Evidence Results 

Recovery is 
prolonged/ 
Successful 
weaning off 
ventilator 
unknown or 
unlikely/ 
Long term 
quality of life 
diminished  

High level of 
certainty and 
knowing for 
prolonged 
recovery and 
diminished 
quality of life. 
Varying 
levels of 
uncertainty 
regarding 
ability to 
wean from 
ventilator. 

2 weeks of intubation without 
successful weaning off 
ventilator and no signs 
weaning will be successful in 
next week 

Prognostic 
information 
communicated as 
result of 
“tracheotomy/trach
eostomy time 
marker ; 
 If family decides 
on tracheotomy; 
patient identified as 
long term care, 
tracheotomy and 
feeding tube 
performed, and 
transferred to a 
skilled 
rehabilitation 
facility; 
If family decides to 
withdraw 
ventilator, patient 
identified as 
“dying” by 
providers if signs 
and symptoms of 
respiratory distress 
develop after 
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extubation. 

Recovery is 
unknown; 
Death is 
unknown 

High level of 
uncertainty ; 
Unknown 

Not enough information for 
“intuitive knowing” or 
“professional knowing” 

No prognostic 
information 
communicated. 

 
 
Additional Prognostic Communication Prompts: 
 
*  Need for treatment decision (dialysis, surgery, etc…) 
 
*  Need for code status discussion due to perception CPR is futile/inappropriate (most 
often initiated by nurses, but also by physicians);  Often a first step towards re-evaluating 
overall treatment plan, and discussion of prognosis and withdrawal. 
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Table 13.2   Influences and Tensions in Communication of Prognostic 

Information 
Providers perceive responsibility is physician’s for initial communication of prognosis; 
Families desire prognostic information; 
Families need prognostic information to make end of life decisions and “prepare” for 
possibility of death. 

T  E  N  S   I O  N  S 
Medical Training for Physicians 
• Lack of training in 

prognostication, end of life, 
and communication. 

• Trained to “fight” death with 
goal being patient survival; 
thus patient death perceived as 
medical “failure.” 

• Medical specialization leads to 
specialized knowledge with 
increased number of treatment 
options; increases uncertainty 
for “what is possible,” this, 
along with training focuses 
communication on treatment. 

• Medical value of science 
 

ICU Environment 
• Availability of technology 

and skilled providers;  
• “Technological imperative” 

to use technology available;  
• “Routization” of aggressive 

care to “standard care;”  
• Assumptions that if a patient 

comes to ICU, then wants 
“full course” of treatments; 

• Serves to promote use of 
technology/aggressive 
treatments:  increases what 
is “possible” which 
“masks,” delays, prevents 
identification of dying until 
late in patient trajectories 
and increases uncertainty of 
prognosis;  discomfort with 
uncertainty often results in 
communication centered on 
treatments.  

Hope 
* Provider 
hope for 
survival, 
recovery 
  
*Collusion 
with family 
to promote 
family’s hope 
 

 
Hesitancy/ 
Avoidance 

Of 
Communica-

ting 
Prognosis to 

Family 
Members  

 
 

Cultural 
 

*Societal fear 
of death and 
discomfort 
discussing 
death and 
dying 
 
*Media 
portrayal of 
medical 
possibilities 
and death as 
medical-
physician  
“failure”  

 

Sources of Physician 
Stress  

 * Balancing time/energy between  
 patients  and families  
*  Discomfort with emotions  
related to discussing death and 
dying (own and family members’) 
*Discomfort realizing, 
communicating medical “failure”
    
*Lack of training in 
prognostication, end of life, and 
communication 
* Discomfort with uncertainty of 
prognosis related to accountabilility 
(concerns of being “wrong,” 
looking “silly,” or “stupid,”)  
* Discomfort with 
moral/ethical/legal responsibility 
for decision making and death 
(moral burden and distancing 
withdrawal from euthanasia) 
 
 

Sources of Nurse Stress 
• Balancing time/energy 

between patients and 
families 

• Lack of training in 
communication and end of 
life care 

• Discomfort with 
moral/ethical responsibility 
for decision making and 
death 

• Perceived need to “wait” 
for physician to initiate 
prognostic communication 
first 

• Perceived need to maintain 
a “united front” with 
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physicians to prevent 
family confusion/frustration 
even if disagrees with 
physician prognosis 

• Value “intuitive” 
knowledge gleaned from 
extended time spent with 
patients; may conflict with 
physicians’ value of science 

 
 

The fact that previous generations of critical care nurses and physicians have 

received essentially no formal training in caring for patients at end of life or 

communicating poor prognoses illustrates the fact that death was not expected in this 

setting.  This is not to say death did not occur in this setting, but rather it was not 

expected.  With the vast majority of patients who currently die in the ICU after 

withdrawal of life support, which is a significant change from 20 years ago when 

withdrawal of support was much less common, death is now not only expected, it is 

actively managed by providers negotiating with families the withdrawal and withholding 

of life sustaining treatments (Cook, 1999; Johnson, 2000; Norton & Bowers, 2001; 

Slomka, 2002). Thus, the need for effective provider communication to assist families in 

anticipating this possibility and negotiating this practice is crucial.  

Lack of physician and nurse training in providing this communication has failed 

to prepare providers for these conversations, including coping with both their own and 

family members’ anxiety and grief related to death and dying.  Active management of 

dying with withdrawal of life sustaining treatments has also resulted in new complexity 

and additional stress for ICU providers and family members related to the need to 

cognitively distancing withdrawal from euthanasia and cope with the moral burden for 

decision making and patient death.  Thus, provider discomfort with uncertainty, coping 
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with emotions, giving up hope and admitting “medical failure,” and the 

moral/ethical/legal aspects of withdrawal, combined with a lack of training in 

communication of prognostic information at end of life, results in significant stress for 

providers.  Nurses experience unique stressors related to perceptions of needing to “wait” 

to communicate prognostic information until physicians initiate this discussion and a 

desire to maintain consistent communication with other providers to avoid frustrating and 

confusing family members.  These stressors represent tensions between providers’ 

perceptions that it is their responsibility to communicate prognostic information to family 

members and their preference to not communicate negative prognostic information.  It all 

boils down to one simple truth:  “No one really wants to give bad news.”   And when the 

“bad news” relates to death and dying, multiply this exponentially.  

In summary, this study identified patterns in communication of prognostic 

communication in the ICU, as well as areas of variability.   Multiple influences and 

tensions inform and sustain communication practices of prognostic information between 

and among critical care nurses, physicians, and patient family members in this setting. 

The concern regarding disclosure of prognosis to families centers primarily around the 

style of communication or “how” information is communicated, as well as the content 

and timing of this communication or the “what and when” of prognostic communication.  

In situations where death or lack of recovery is likely or probable but not certain, 

providers tend to control family members’ access to prognostic information by 

withholding and/or avoiding communicating this information.  Layers of tensions 

influencing this pattern of practice have been identified.  As Field and Copp (1999) note, 

“The challenge is to ensure that the combination of the professional’s desire for control 

and the emotional discomforts of working with dying people are not resolved by taking 

the ‘easy way out’ of nondisclosure.  Rather, doctors and nurses must hold on to and 

manage the inevitable tensions between professional control and patient control, 

emotional discomfort (and) the advantages of openness and respect for the individual 

emotional and informational needs of patients….” (p.468).   Acknowledging that the ICU 

environment presents unique challenges regarding identification of dying related to what 

is possible in this setting, this same concern can be applied, none the less, to family 
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members of critically ill patients in the ICU and their need for individualized, timely, 

honest prognostic information presented in a compassionate, sensitive manner.   

The theory presented as a result of this study is a preliminary description of 

prognostic communication patterns in ICU situated within a context of cultural, 

professional, institutional, and social influences. As such, it is will require additional 

research in different intensive care settings to test its transferability and usefulness for 

practice. Ideally, raising provider awareness of their own communication practices and 

means of managing tensions in practice will be a first step toward improving 

communication of prognostic information between providers and family members in the 

ICU.  
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Recommendations for Clinical Practice 

Based on the findings from this ethnographic study, recommendations for clinical 

practice in relation to communication of prognostic information in the intensive care unit 

include: 

1) Compassionate communication/actions: Providers need to recognize and effectively 

moderate the tension between objectivity (maintaining some distance in order to do their 

job) and demonstrating compassion and sensitivity in their actions and communication 

with family members.  Family members are usually emotionally overwhelmed, 

frightened, confused, and exhausted and are in dire need of compassion and 

understanding from providers.  Add “more tender words” when communicating with 

family members, especially when the content of the communication is negative.  

Compassionate communication is a source of comfort and a general feeling of hope for 

families.  In addition to compassion and consideration of family members’ emotional 

needs, families do not want to be “looked down” upon or spoken to in a manner which 

makes them feel stupid.  They need patience and understanding in communication from 

providers especially when they lack comprehension. 

 

2) Honest, realistic information, including the possibility of death, communicated 

with compassion early in the patient’s trajectory: Family members want and need 

prognostic information which is “honest and realistic,” foremost, balanced with hope 

only when appropriate.  This needs to be communicated throughout patients’ trajectories 

rather than waiting until there is a high level of “certainty” in the prognosis, which occurs 

late in patients’ trajectories, often just before withdrawal/withholding.  It is the “style” of 

the communication (compassion and sensitivity) which is most important in supporting 

family members, not avoiding giving bad news until there is “certainty.”   Discuss the 

possibility of a poor outcome, including the uncertainty of patient outcomes in situations 

of uncertainty, throughout patients’ trajectories to help family members get 

“perspective,” aid decision making, and allow time for families to “prepare” for this 

possibility (emotionally, spiritually, practically…).  This helps families feel less anxious 

and more in “control.” 
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3) Question the assumption that all patients want “full” ICU care: In health crises, 

events occur so quickly family members have difficulty “making sense” of what is 

happening.  If 911 is called, patients are placed on aggressive treatment pathways, 

starting with resuscitation by paramedics, continuing in the Emergency Department, and 

ending in the ICU, without structured pauses to discuss patient wishes and quality of life.  

It is not until families have time to calm down and think through what has happened, 

which is often when the patient is already in the ICU and on life support, that they are 

able to recall and consider patient wishes and quality of life.   Thus, just because a patient 

comes to the ICU does not necessarily mean they want a “full course” of ICU care.  The 

“Don’t come to the ICU unless you want ICU care” saying does not take into 

consideration this whirlwind treatment trajectory which family members usually do not 

comprehend and cannot control.  Additionally, family members lack comprehension 

regarding what a “full course” of ICU treatments means or the physical and long term 

implications of this. 

 

4) Time point for tracheostomy decision: The 2 week time marker for 

tracheostomy/tracheotomy is based on outdated research.  Thus, it is currently 

perpetuated by routine practice and/or institutionally driven.  Variability in this practice 

at other local hospitals supports this claim.  Consideration of whether 2 weeks is an 

appropriate time marker for this decision is deserved, especially given the nature of the 

decision required at this time point:  tracheotomy/ostomy with long term rehabilitation 

versus end of life with extubation with the intention of not replacing the endotracheal 

tube.  

 

5) Wording of options presented at 2 week time marker: The treatment options 

presented to family members at the 2 week tracheostomy time marker is communicated 

by some critical care physicians and fellows in such a way that the wording implies there 

is no option of withdrawal of the ventilator at any point after tracheostomy.  Thus, 

patients and family members interpret this to mean if the patient is unable to be weaned 
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from the ventilator at a rehabilitation facility, he or she may be “stuck” on a ventilator 

and forced to live in a nursing home for the rest of his or her life.  The wording of the 

communication implies there is “no way out” after tracheotomy if things don’t “go well.”  

Providers need to clearly communicate to patients and family members at the time point 

for the tracheostomy decision, if the patient is unable to be weaned off the ventilator after 

tracheostomy or if it becomes “too much’ for the patient, they have the option of 

withdrawing the ventilator at that time.  

 

6) Moving to shared decision making/use of “we” instead of “you”: Discussions at 

end of life demonstrate provider shifting of responsibility to family members for the 

burden of decision making and outcomes, rather than shared decision making.  This is 

communicated to families when providers say “The decision is yours” or “You have to 

make the decision,”  rather than “We need to decide…” which demonstrates collaborative 

decision making and shared responsibility for the moral burden of decision making and 

patient outcomes, including death.  Since many times providers enter care conferences 

having already decided the best course of action and direct communication towards this 

end, it is appropriate to share the responsibility for decision making and shoulder some of 

this burden with the family.  Thus, this shared responsibility needs to be communicated to 

families by using the word “we” in relation to decision making, rather than the word 

“you.” 

 

7) Lack of understanding of temporal patterns: There are many temporal patterns in 

critical care which are understood by ICU providers but not by family members.  When 

critical care physicians say “Take your time” in relation to decision making, families do 

not understand this usually means “You have 72 hours to make a decision.”  Then when 

families do not decide within that timeframe, which was never explicitly communicated 

to them, providers become frustrated and angry with families.  Families need clear 

communication from providers such as “We have a 72 hour window to make this 

decision….” (demonstrates collaborative decision making) to clearly communicate 

expectations and avoid frustration and conflict. This same concept applies to timing of 
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withdrawal:  “It is best if we try to schedule withdrawal within the next 72 hours…..” 

or whatever timeframe is desired. 

 

8) Temporal dimension of withdrawal: Families also do not understand the temporal 

dimension of withdrawal of life support in the ICU, including the need for providers to 

ethically and professionally justify withdrawal and distance the act of withdrawal from 

euthanasia.  Thus, when families ask for withdrawal when patients are “getting better,” it 

may be a result of this lack of temporal understanding as well as focus on a goal(s) for 

care which differs from the goal(s) focused on by providers.  Families focused on 

respecting patient wishes and quality of life, which do not hinge on indications of 

recovery, will conflict with providers’ with goals focused on survival and recovery.  So, 

providers should ask family members’ to discuss their concerns and goals for care with 

them when this type of situation arises (or preferably at patient admission to the ICU) 

instead of jumping to the conclusion that the family’s motives are sinister.  Additionally, 

it is not completely accurate to communicate to families:  “You can stop at any time,” 

because attempting to stop at a point when patients are getting better will usually result in 

conflict with providers. 

 

9) Assess need for the privacy, information content, and emotional support 

structured into formal care conferences: Discussions regarding negative prognostic 

information and family members’ requests for discussing living wills and withdrawal 

need to be consistently structured as “formal” care conferences, which occur in a family 

waiting room, with the support of the chaplain and/or social worker, and with time 

allotted for discussing the content included in these formal conferences, including 

patient’s previous history, treatments, and responses, family concerns, patient wishes, and 

quality of life. “Care conferences” at the bedside do not allow for the privacy and time 

needed for in depth communication necessary to facilitate providers and family members 

to “get on the same page” regarding the patient’s current status before moving on to 

discussions regarding decision making.   Also, the absence of the chaplain and social 

worker at bedside discussions prevents families from receiving the emotional, spiritual, 
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and practical support they usually need during these very difficult conversations.  

Thus, there are significant differences which need to be taken into consideration between 

“care conferences” at the bedside and “care conferences” in the family waiting room.  

 

10) Priority of continuity of nurses to facilitate trusting relationships: Family 

members voiced frustration at lack of continuity with nurses. Communication in general, 

especially at end of life, is most effective when trusting relationships have been 

developed between family and providers.  Trusting relationships take time, so assuring 

continuity of care between nurses and patients/families should be a paramount goal.   

 

11) Preparation before or at beginning of care conferences: Families need to be 

prepared, preferably prior to care conferences, regarding what the purpose and general 

content of the care conference will be and what expectations physicians have regarding 

families (e.g., are families expected to make a decision at the end of the care conference; 

why are they being given this information, what is their role, etc…).  Families want to be 

told clearly what decisions they need to make and the timeframe for making these 

decisions.  

 

12) Knowledge deficits and need for continual assessment of 

understanding/perceptions: Keep in mind, family members may have HUGE 

knowledge deficits related to anticipating patient responses, medical and nursing 

practices, treatment implications, etc… and make assumptions which are inaccurate.  

They often “Don’t know what they don’t know” and so do not know what questions to 

ask.  Plus they are often too proud to admit they don’t understand information which is 

presented.  Thus, most family members are in need of frequent assessment of their 

understanding (Tell me your understanding of how the patient is doing, what the 

physician told you, the purpose of this treatment and how it affects the patient, etc…) 

Some of the family member assumptions I heard include:  the patient got sick fast, so 

should get better fast; patient wasn’t getting better after 5 days in ICU so the care 

conference was thought to be about “transferring” the patient to another unit (it was about 
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withdrawal); patients who are sedated are thought to be in a persistent vegetative state 

or a coma; if information regarding tests aren’t communicated to families then the 

assumption is they haven’t been done; tracheostomy is when a “hold is drilled” in the 

patient’s throat, which may not heal; inconsistent communication between providers 

means the staff don’t know what they are doing….. Some of these assumptions were 

from very educated family members, so level of education is not relevant unless it is 

education related specifically to critical care.  

 

13) Facilitating resources: Families usually are not aware of resources available to 

them, including the chaplain, social worker, palliative care, etc… Family members 

described going through the ICU experience “blind-folded,” not knowing how to 

advocate for themselves and thinking in “slow motion.”  They are overwhelmed by the 

emotions, uncertainty, and fast pace inherent in critical illness and the foreign language, 

processes, and practices in the ICU. Providers need to assess/anticipate their needs and 

facilitate the connections with these resources. 

 

14) Encouraging and listening to family members’ “narration”: Provider efforts to 

align family members’ understandings of the patient situation (how the patient is doing 

and likelihood of recovery) with their own can require a lot of time and energy and result 

in considerable stress for providers.  Encouraging significant decision makers’ to 

“narrate” their experiences in relation to the patient’s quality of life and health trajectory 

prior to coming to the ICU and confide their concerns and hopes regarding the patient 

and the treatment plan will facilitate this process of alignment.  This “narrating” should 

be encouraged at the beginning of care conferences, as well.  It not only helps illuminate 

family members’ goals for care (which may differ from providers’), but also 

demonstrates caring and encourages trust.  Lack of trusting relationships with providers is 

a significant influence for family members inability to “let go” at end of life.  

 



 363
15) Addressing difference between survival and quality of life as well as 

uncertainty of treatment outcomes upon ICU admission: Family members do not 

understand that patient “survival” is not the same as “quality of life.” As one critical care 

attending physician explained, “The concern is not if they die, it is if they live.” 

Discussions of the patient’s previous quality of life, his/her likely future quality of life 

(even if this means simply the patient won’t get back to the same level where he or she 

was before), family members’ concerns about the patient’s quality of life, and the 

uncertainty of treatment outcomes ( for example, just because vasopressors increase 

blood pressure measurements doesn’t necessary mean the patient’s brain is being 

adequately perfused and the patient will regain consciousness, etc..) need to be addressed 

upon patient admission to the ICU and throughout the patient’s trajectory, instead of 

focusing primarily on treatments, which does not address goals for care or long term 

outcomes.  

 

16) Communicating the nature of change in critical illness:  Family members do not 

understand the labile nature of critically ill patients in the ICU, how a patient’s health 

status can change dramatically from one minute to the next, or one hour to the next, etc… 

One family described being told a patient was doing “good” and was off bi-pap and then 

were “shocked” when the patient was back on bi-pap a couple hours later.  “Good” to 

families often means, in the words of a family member, “Hooray, let’s have a party, the 

patient is recovered!” whereas to the provider it means the patient is stable at this 

moment, but things may change at any point.  The possibility for and nature of rapid flux 

in a patient’s status needs to be clearly explained to family members, especially during 

the initial period of patient instability in the ICU.  

 

17) Openness to questions:  Families described their need to feel providers are “open” to 

answering family member questions without getting frustrated, impatient, or defensive.  

This openness facilitates aligning understandings between providers and family members 

as well as promotes trusting relationships, which is in the best interest of both families 

and providers.  
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18) Physician awareness of nurse stress regarding patient code status:  Many ICU 

nurses expressed frustration regarding critical care physicians either delaying discussions 

of code status with families or initiating this discussion but then not following up on it 

and leaving it “hanging.”  Nurses stated something similar to “I’m the one in the room 

who will be stuck initiating CPR on a patient who either won’t make it through CPR or 

whose quality of life won’t be worth living if they do.”  Nurses described considerable 

stress related to this.  Thus, physicians need to be aware this is a significant source of 

stress for nurses and strive to follow up on code status issues in a timely manner.  

 

19) Encouraging nurse/physician collegiality to foster communication and 

collaboration and providing emotional/spiritual support:  Although the more 

experienced, confident nurses in the ICU verbalized comfort discussing concerns with 

critical care attending physicians, including divergent views regarding patient treatments, 

etc…., many of the less experienced nurses stated they are not.  These younger nurses 

also voiced struggling with the emotional aspects of death and dying, and concerns 

regarding providing futile treatment.  Fostering nurse/physician relationships would serve 

to promote trust and potentially increase nurse comfort in discussing difficult clinical 

issues with physicians, including concerns regarding futility. An experienced nurse on the 

unit described having a “potluck” on the weekend she works where the nurses and 

physicians bring in food and eat together.  This could be encouraged on other weekends 

or during the week to promote physician-nurse rapport.  Other joint activities where 

nurses and physicians can socialize in an informal manner would also facilitate rapport.  

Regarding difficulty coping with death and dying, emotional/spiritual support for both 

physicians and nurses would be beneficial and might help prevent provider burnout.  

Support might be in the form of periodic joint end of life education for nurses and 

physicians from the ICU chaplain or a palliative care provider (physician or chaplain), 

and/or weekly or every other week provider debriefings to share end of life concerns and 

emotions. 
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Recommendations for Education 

1) Nurses and physicians need educational content related to communication at end of 

life focusing on communication with both patients/families, and other providers (e.g., 

discussing divergent views and resolving provider conflicts).  This education should be 

integrated into the medical and nursing curricula in universities and colleges, and include 

observation of expert communicators and role playing/simulations. Understanding and 

coping with emotions, including anger, frustration, and grief, both personal and those of 

patients/families, should also be included. 

 

2) Physicians need educational content related to prognostication and communicating a 

poor prognosis, both in relation to timing, content, and style of communication. This 

education should be incorporated into medical school programs, residency programs, and 

fellowship programs and should include observation of expert communicators and role 

playing/simulations. 

 

3)  Nurses need educational content for caring for patients at end of life, preferably 

woven throughout multiple courses in nursing undergraduate curriculums or, if this isn’t 

feasible, as a separate course.  This should be a required course and not an elective.  The 

course should include frank small group discussions of personal fears related to death, 

dying, and mortality, and discussion of cultural influences on death and dying, including 

how culture influences what can be said and what can’t be said in this regard. 

Recommendations for Research 

1) Study ICU physicians’ and nurses’ cognitive processing for delineating their own 

understanding of the balance between hope and realism for patients at high risk for death 

in the ICU. 

2) Repeat this study in another ICU with the intention of assessing the “fit” of the 

prognostic communication theory for this new environment and refining/extending the 

theory as needed.  
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3)  Study ICU physician and nurse death anxiety and compare this to their 

communication patterns focusing on their willingness to communicate prognostic 

information during the period of death being probable/recovery unlikely.  

4)  Conduct an intervention study whereby patients and families are offered the 

opportunity to be assisted in completing a healthcare directive which focuses on quality 

of life indicators (developed by the researcher) rather than the current standard format.  

Assess the willingness of individuals to consider this format as well as the perceptions of 

nurses, physicians, and families regarding the helpfulness of this format in assisting in 

making end of life decisions.  

Conclusion 

The intensive care unit is a fast-paced, highly technologized, environment where a 

large array of providers function in complex, often intertwined, roles with significant 

responsibilities centered primarily on maintaining human life and staving off death.  

Medical specialization has led to a plethora of providers all caring for discrete body 

systems which are viewed as separate entities and disassociated from the human body as 

a whole.  Communication in this setting is challenging for a multitude of reasons 

including the sheer number of providers, the complex nature of knowledge utilized to 

diagnose, prognosis, and treat patients, and uncertainty related to what is possible as a 

result of the rapidly increasing number of treatment options. 

Problems with communication at end of life prompted the spending of millions of 

dollars on research which failed to improve communication in the ICU (The Support 

Researchers, 1995).  Causes for this failure have been speculated, but what has been 

missing in these critiques, and in the research itself, is consideration of the complex 

nature of social, cultural, and professional influences on communication practices in this 

setting. As the saying goes: You can lead a horse to water but you cannot make him 

drink.  You can provide physicians with prognostic information, as the SUPPORT 

researchers did, but you cannot make them communicate it to families and patients.   

The results of this study identified a multitude of tensions which influence ICU 

nurse and physician communication practices and the outcomes of these practices.  The 

tensions delineated in this study suggest there are layers of complexity which underlie 
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what “can” and “can’t” be said, was well as “what is” and “what isn’t said” to 

families.  It is only in peeling back these layers and analyzing them and their implications 

that we can move forward in attempting to identify means to improve communication of 

prognostic information to families in the ICU setting.   Since patient family members 

come to the intensive care unit confused, fearful, and usually totally unprepared for 

making the critical decisions they will be asked to make, the crucial importance of 

effective communication between providers and family members in the intensive care 

setting should not be underestimated. 
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Appendix A 

 
STUDY CRITERIA LITERATURE SCREEN 

 
Study ID ________      Year published __________ 

Discipline_______________________ 

Author ___________________________________________________________ 

Title of Publication________________________________________________________ 

Publication Form and Citation 

1.Journal 

______________________________________________________________ 

2.Book/Book chapter/editor 

________________________________________________ 

3.Thesis 

_______________________________________________________________ 

4.Conference presentation/poster 

____________________________________________ 

5.Unpublished manuscript 

Country of Origin:    1.United States    2. Other 

___________________________________  

Content:  1. Decision making process or related;  2.  Communication  process or related   

NO:(neither)    

Setting:   Adult  ICU  setting:      NO       YES  

Sample Characteristics 

1.Adult ICU  patients 

2. Families of adult ICU patients 

3.Nurses in an adult ICU 

4.Physicians in an adult ICU 

5.Surrogate/Health care proxy of adult ICU patients 

6. NO: None of the Above 
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Appendix B. 

LITERATURE DATA EXTRACTION TOOL  

 

 Sample Characteristics:  number of participants 

_______________________________________________ 

Sampling:  convenience     simple random      systematic random     stratified random  

    clustered random          theoretical         purposive 

Sampling:  blinded control     double-blind control     concurrent control     self control 

   no control     NA 

Study Design 

1.Ethnography       2.  Phenomenology       3. Grounded Theory   

4.Hermenutics       5. RCT     6. Quasi-experimental  (non-randomized 

controlled)     7.  Observational   8 Prospective   9.  Retrospective    

10. Longitudinal   11.  No study design described 

 12  Other 

_______________________________________________________________    

Data Source:  1.In-person interview    2. Telephone interview    3.  Mail survey    

4. Record/review   5. Observation    6. Focus group    7. None specified    

8. Other ____________________ 

Data Analysis/Statistical Method 

________________________________________________________ 

Intervention______________________________________________________________

______________ 

Measured Outcomes 

_____________________________________________________________________ 
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Appendix C. 

 

METHODOLOGICAL QUALITY LITERATURE SCREEN 

 

Qualitative Methodological Rigor:  

 

1)Research generation process explicit and logical:   high…2    medium….1   low….0     

2) Data analysis process explicit and logical:    high….2     medium….1     low….0  

3) Linkages for data/findings/ interpretations clear & logical:  high..2  medium..1  low..0 

4) Steps taken to reduce bias and ground results in data:    No…0   Yes..1  

5) Utility:  Are results meaningful and useful?   Yes…1     No…0   

6) Fittingness:Attempt to fit results within similar contexts/populations? Yes…1    No…0 

 

 

Quantitative Methodological Rigor:  

 

1) Research question and variables clearly stated    Yes…1     No…0 

2) Explicit inclusion and exclusion criteria     Yes…1       No…0 

3) Data collection process explicit and logical   Yes…1      No…0 

4) Data analysis method explicit and logical     Yes…1      No…0 

5) Evidence given for validity/reliability of data sources    Yes…1    No…0 

6)  Strengths and weaknesses of study stated    Yes…1     No…0 

7)  Confounders controlled    No…0    Yes…1  

8.) Adequacy of response rate discussed    Yes…1     No…0 

 

Total Score=__________            High  6-8                 Medium  4-7            Low  0-3 
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Appendix D 

Intensive Care Unit Flyer Announcing Study 
 

Study:   Communication of Prognostic Information in Intensive Care:  Practices 
Among and Between Nurses, Physicians and Family Members 

Researcher: Karen Gutierrez, RN, MS, PhD candidate University of Minnesota 
 

• I am an experienced critical care nurse conducting research in the 
ICU for my PhD dissertation. 

• I am seeking to describe communication practices of prognostic 
information between ICU nurses, physicians, and family members 
of patients throughout their illness trajectories and identify social 
forces which influence these practices. 

• The end result of this study will be a theory describing 
communication practices of prognostic information to serve as a 
guide for practice and identifying future research needs. 

 
Patient Criteria for Including Family in Study: 
 
MSOF, sepsis, high dose pressors, end stage CA, major head injury, 
persistent vegetative state, brain death, “Big Sick”.  If in doubt, Call Karen 
612/889-9203. 
 
Study Protocol: 
1) I will communicate with charge nurse/ICU fellow daily to identify  
      patients who meet study criteria. 
2) After talking to me, charge nurse or bedside nurse will give family of 

patients who meet criteria a study information sheet and ask family if 
interested in learning more about the study.  If  ‘yes’, then the nurse will 
contact me and I will talk to them in person to explain the study.  

     ( 612/889-9203).  Use tracking tool on charge nurse clipboard to record 
     who is given information sheet. 
3) I will also talk to ICU nurses/ICU physicians providing care for these 

patients about the study. 
4) Those interested in participating will be asked to sign a consent form and 

fill out a basic demographic form. 
5) I will observe communication of prognostic information between nurses, 

physicians, and family members participating in the study and ask 
questions occasionally to check my understanding. 

• I realize your job is very hectic and stressful.  I will not 
interfere with you getting your work done.  

• If you choose not to participate nothing you say or do will be 
recorded in my notes, transcripts or published manuscripts. 
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Family Information Sheet 

 
 

IMPROVING COMMUNICATION FOR FAMILY MEMBERS OF  INTENSIVE 
CARE UNIT PATIENTS: 

 
Family Information Sheet 

 
 

 
1) I am a doctoral student at the University of Minnesota doing 

research on trying to find the most helpful ways for nurses and 
doctors to talk with family members of patients in the intensive 
care unit. 

 
2) For the study, I am listening to nurses and doctors talk with 

family members about how the patient is doing. 
 
3) Since you are a family member or other significant person to a 

patient in the ICU I am wondering, while I listen to the nurses 
and physicians talk with you, if I can include your part of the 
conversation in my research. 

 
4) If you decide that you do not want this, nothing you say or do 

will be written in my notes or be included in the study.  Only the 
nurses and doctors conversations will be noted. 

 
5) If you think it would be OK to have your part in the conversation 

with nurses and doctors included in the study, please let the 
nurse know who gave you this information sheet and she/he will 
tell me.  Then I will answer any questions you may have. 

 
Thank you. 
 
Sincerely, 
 
Karen Gutierrez, University of Minnesota PhD student 
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Appendix F 

 
FAMILY MEMBER CONSENT FORM 

 
Communication of Prognostic Information in Intensive Care: 
Practices Among and Between Nurses, Physicians, and Family Members 
 
 
Principal Investigator:  Karen M. Gutierrez, doctoral student 
                                      University of Minnesota 
Co-Investigator:  Dr. Joan Liaschenko, PhD, doctoral advisor 
                             Professor, University of Minnesota 
 
------------------------------------------------------------------------------------------------------------ 
 

You are invited to join a research study looking at communication practices 
between nurses, physicians, and family members/significant others of patients in an 
Intensive Care Unit (ICU).  This study is being conducted by Karen M. Gutierrez, a 
doctoral student at the University of Minnesota to meet the requirement for her doctoral 
research.  It is being supervised by her doctoral advisor, Dr. Joan Liaschenko, PhD.  You 
are being asked if you want to participant in this study because you are a family member 
or significant other of a patient in the ICU.  
 
Purpose of the Study 
 
 The purpose of the study is to look at the way nurses, physicians, and family 
members/significant others of patients in an ICU talk to each other about how the patient 
is doing.  Information which focuses on how the patient is doing is called prognostic 
information.  This study will also look at how feelings of hope affect discussion of 
prognostic information. 
 
Study Procedures 
 
 For this study, the researcher will observe nurses, physicians, and family 
members/significant others talking to each other.  She will ask them questions about their 
thoughts and feelings about their experiences with communication practices in the ICU.  
She will also ask them questions about what hope means to them. 
 

If you agree to be in this study, you will be asked to allow the researcher to watch 
you while you are talking with nurses, physicians, family members and significant others 
about how the patient is doing.  You will also be asked to allow the researcher to ask you 
questions about your thoughts and feelings about communication and hope.  If you agree 
to participate in the study but there are times when you do not want to be observed or 
certain questions which you do not want to answer, you may tell the researcher this and 
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she will follow your wishes.  The researcher may request to audiotape discussions 
with you, which you may refuse if you wish. 
 
 
Cost and Compensation 
 
 There is no cost to you for participating in the study.  You will not receive any 
money or other compensation for participating in the study. 
 
Possible Risks to Participants from Participating in the Study 
 

There is little risk to being a part of this study.  You may feel different types of 
emotions when you talk to the researcher about how the patient is doing, possibly 
including uncomfortable emotions like feeling concerned or sad.  However, you are free 
to decide when you are willing to talk to the researcher and when you are not and which 
questions you are willing to answer and which you are not.  If after talking to you the 
researcher believes there is a significant problem which needs to be followed up on, she 
will encourage you to discuss this with the patient’s nurse and/or doctor and she will 
communicate this information to the ICU charge nurse as well. 
 
 
Possible Benefits to Participants from Participating in the Study 
 

There are no direct benefits to you by being a part of this study.  However, 
participation will help ICU nurses and physicians learn the most helpful ways to talk with 
family members and significant others about how the patient is doing. 
 
Personal Health Information 
 
 Personal and health related information are facts that identify an individual 
directly, information from medical records, and information that is collected during the 
study.  All together, this information is called Protected health Information (PHI). 
 
 PHI is collected by the researcher for the purposes listed at the beginning of this 
consent form and is necessary to accomplish the study’s objectives.  Because your PHI is 
necessary to conduct the study, if you do not wish to give permission for the use and 
disclosure of your Protected Health Information you will not be able to participate in the 
study.  
 
 Your information may be combined with information from other study 
participants to learn more about the subject being studied and improve the design of 
future studies. This combined information is part of the study results and may be 
published in a medical book or journal or presented at meetings for educational purposes.  
Neither your name nor any PHI that specifically identifies you will be used.  
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 Your PHI can be used for this study only if you sign this consent form.  Your 
signed consent authorizes the researcher to record, use, and disclose your Protected 
Health Information for the purposes of this study.  The researcher may disclose your 
information to the sponsor and their associates or to regulatory and research oversight 
agencies as part of conducting the study. 
 
 To protect your health information, the data that are disclosed will not include 
your name, address, social security number or any other information that could directly 
identify you.  Any information about you that might be shared will use only pseudonyms 
or code numbers.  
 
 The only time your identity might be known is for quality review purposes.  Your 
records may be inspected by trained monitors from the study sponsor or by regulatory 
authorities in the United States, such as the Office for Human Research Protections.  
These reviews are done to ensure the quality and integrity of the study.  Your records 
may also be reviewed by the Park Nicollet Institute Institutional Review Board (IRB), a 
committee which oversees research and protects the rights and welfare of participants.   
 
 The researcher and the sponsor will make every effort to keep your PHI private, 
however, after they share information from the study it technically may no longer be 
protected by federal privacy laws. 
 
 Your PHI will be used and disclosed until all necessary study-related information 
has been collected, analyzed, and verified.  Because many factors affect the research 
process, it is not known how long this will take. After all necessary use and disclosure is 
completed, any PHI collected about you for this study will be destroyed. To ensure the 
reliability of the study, you will not be able to see or copy study-specific records until the 
sponsor has completed all work related to the study. 
 

You may withdraw from the study at any time. A decision to withdraw from the 
study should be communicated to the researcher.  If you start the study and then decide to 
withdraw from it, the researcher will stop collecting your PHI and your participation in 
the study will end.  The researcher will use the information she has already collected to 
evaluate the study results but will stop collecting new information about you.  She may 
continue to observe other participants while they are around you but will not record or 
publish anything you say or do from the point of your withdrawal from the study.  
 

Information written in notes or recorded digitally will be securely stored in a 
locked cabinet and locked office outside of the hospital which only the researcher can 
access. Taped conversations will be erased immediately after transcription.  Data from 
notes and recordings will be transcribed into a laptop computer which is password 
protected and will be securely stored in the same manner listed above. No information 
which can identify you will be collected.  Pseudonyms or number codes will be utilized 
instead of names. 
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Voluntary Participation 
 
 Participation in this study is voluntary and you may withdraw from participating 
at any time without affecting your relationship with Park Nicollet or the University of 
Minnesota.  You will be advised of any new information that may affect your willingness 
to continue to participate. 
 
Who to Contact for Additional Information and Questions 
 
 If you have any questions or concerns regarding this study please contact the 
Primary Investigator, Karen Gutierrez, at  at any time during the study. 
 
 If you have any questions or concerns about your rights as a research subject, 
please call the Park Nicollet Institutional Review Board (IRB) Administrator at (952) 
993-3015.  The IRB is a committee that reviews research to help ensure that the rights 
and welfare of the participants are protected and that the study is carried out in an ethical 
manner. 
 
 
 
 
Consent to Participate 
 
 I have read the information provided in this document regarding the procedures, 
risks, and benefits of participating in this research study.  I have had the opportunity to 
ask questions and have received satisfactory answers.  My signature below is an 
indication that I voluntarily choose to participate in this study.  
 
 
I will receive a copy of this signed consent form. 
 
 
 
 
__________________________          __________________________      ____________ 
Participant Name     Participant Signature   Date 
 
 
 
 
______________________________      ___________ 
Signature of Investigator Obtaining Consent      Date 
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Appendix G 

Demographic Sheet for Family Members 

 

Demographic Sheet for Family Members: ( I fill out ) 

1) Gender:  male _____    female ______   

2) Ethnicity___________________________________ 

3) Approximate Age ___________ 

4) Relationship to patient __________________________________ 

5) Have they been in an ICU before, either as a patient or as a visitor.  If so, describe: 

________________________________________________________________ 

6) Patient’s interactional capacity 

__________________________________________________________ 

7) Age of the patient______________ 

8) Patient’s level of function prior to admission 

_____________________________________________________________ 

9) Chronic illness vs. sudden illness: describe 

________________________________________________________________________

____________________________________________________________ 

10)  “Biographical life” information deemed important 

________________________________________________________________________

____________________________________________________________  

11)  Family members’ roles in decision making. 

________________________________________________________________________

___________________________________________________________ 
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Appendix H 

 
Consent Form for Healthcare Providers 

 
 
CONSENT FORM FOR HEALTHCARE PROVIDERS 

 
Communication of Prognostic Information in Intensive Care: 
Practices Among and Between Nurses, Physicians, and Family Members 
 
 
Principal Investigator:  Karen M. Gutierrez, doctoral student 
                                         University of Minnesota, School of Nursing 
Co-Investigator:  Dr. Joan Liaschenko, PhD, doctoral advisor 
                              Professor, University of Minnesota, Schools of Nursing and Bioethics 
 
 
------------------------------------------------------------------------------------------------------------ 
 

You are invited to participate in a research study looking at communication 
practices of prognostic information between nurses, physicians, and family 
members/significant others of patients in an intensive care unit.  This study is being 
conducted by Karen M. Gutierrez, a doctoral student at the University of Minnesota, 
School of Nursing, to meet the requirement for her doctoral research.  It is being 
supervised by her doctoral advisor, Dr. Joan Liaschenko, PhD.  You were identified as a 
possible participant in this study because you are a nurse or physician caring for a patient 
in the Intensive Care Unit (ICU) who meets the study criteria.  
 
Purpose of the Study 
 
 The purpose of the study is to identify communication practices among and 
between nurses, physicians, and family members/significant others of patients in an ICU. 
The study will focus on communication of prognostic information and its relationship to 
hope. Influences which affect communication practices will also be studied.   
 
Study Procedure 
 
 For this study, the investigator will observe communication of prognostic 
information between nurses, physicians, and family members/significant others of 
patients in the ICU.  She will talk with participants and ask them questions regarding 
their thoughts and feelings about their experiences with prognostic communication 
practices in the ICU.  She will also ask them questions about what hope means to them. 
 

If you agree to be in this study, you will be asked to allow the researcher to 
observe you when you are communicating with nurses, physicians, family members and 
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significant others about prognostic information.  You will also be asked to allow the 
researcher to ask you questions regarding your thoughts and feelings about prognostic 
communication and hope. If you agree to participate but certain situations arise when you 
do not wish to be observed or certain topics arise which you do not wish to discuss, you 
may tell the researcher this and your request will be honored.  The researcher may request 
to interview you and request to audiotape the interview, which you may choose to allow 
or refuse. 

 
Information written in notes or recorded digitally will be securely stored in a 

locked cabinet and locked office outside of the hospital which only the researcher can 
access. Taped conversations will be erased immediately after transcription.  Data from 
notes and recordings will be transcribed into a laptop computer which is password 
protected and will be securely stored in the same manner listed above. No information 
which can identify you or the institution will be collected.  Pseudonyms or number codes 
will be utilized instead of names.  In any published work no information will be provided 
which will identify you or the institution.  

 
You may withdraw from the study at any time.  A decision to withdraw from the 

study should be communicated to the researcher.  If you start the study and then decide to 
withdraw from it, the researcher will use the information she has already collected to 
evaluate the study results but will stop collecting new information from you.  She may 
continue to observe other participants while they are around you but will not record or 
publish anything you say or do from the point of your withdrawal from the study.  
 
Cost and Compensation 
 
 There is no cost to you for participating in the study and no compensation will be 
provided. 
 
Possible Risks from Participating in the Study 
 

If you agree to be audio-taped during an interview, your voice may be a means of 
identifying you.  Thus, the digital recorder and data will be securely stored in a locked 
cabinet and locked office outside of the hospital which only the researcher can access, 
and taped conversations will be erased immediately after transcription.  Additionally, in 
the unlikely event that the researcher observes a medical error or inappropriate behavior, 
this will be verbally communicated by the researcher to the ICU charge nurse.  
 
Possible Benefits from Participating in the Study 
 
 There are no direct benefits to you for participating in this study.  However, 
participation will contribute to a larger benefit to society by helping nurses and 
physicians learn the most helpful ways to communicate prognostic information with 
family members and significant others in the ICU. 
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Voluntary Participation 
 
 Participation in the study is voluntary.  You may withdraw from participating at 
any time without affecting your relationship with Park Nicollet or the University of 
Minnesota.  You will be advised of any new information that may affect your willingness 
to continue to participate. 
 
 
Who to Contact for Additional Information and Questions 
 
 If you have any questions or concerns regarding this study please contact the 
Primary Investigator, Karen Gutierrez, at  at any time during the study. 
 
 If you have any questions or concerns about your rights as a research subject, 
please call the Park Nicollet Institute IRB Administrator at (952) 993-3015.  The IRB is a 
committee that reviews research to help ensure that the rights and welfare of the 
participants are protected and that the study is carried out in an ethical manner. 
 
 
 
 
Consent to Participate 
 
 I have read the information provided in this document regarding the procedures, 
risks, and benefits of participating in this research study.  I have had the opportunity to 
ask questions and have received satisfactory answers.  My signature below is an 
indication that I voluntarily choose to participate in this study.  
 
 
I will receive a copy of this signed consent form. 
 
 
 
 
__________________________          __________________________      ____________ 
Participant Name     Participant Signature   Date 
 
 
 
 
______________________________      ___________ 
Signature of Investigator Obtaining Consent      Date 
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Appendix I 

Demographic Sheet for Healthcare Providers 

 

Demographic Sheet for Healthcare Providers 

“Communication of Prognostic Information in Intensive Care:  Practices Among and 

Between Nurses, Physicians and Family Members” 

 

1) Gender: (circle one)    male     female   

2) Ethnicity ___________________________________ 

3) Age (check one)  18-29 ____  30-39____  40-49____  50-59____  60-69____ 

4) Highest level of education _________________________________ 

5) Position/ Role in the hospital/unit    __________________________________ 

6) Length of time working in your profession ________________  

7) Length of time working on this ICU ______________________ 

8) Have you worked in other critical care settings?  If so, list type and length of 

experience for each_______________________________________________ 

9) Describe any education or training specifically in communication skills 

_________________________________________________________________

_________________________________________________________________ 

10)Describe any education or training specifically in coping with death and dying or 
helping others to cope with death and dying 
____________________________________________________________________
______________________________________________________________ 

 




