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ABSTRACT

FACTORS INFLUENCING END-OF-LIFE DECISIONS REGARDING THE LIVING 

WILL AND DURABLE POWER OF ATTORNEY: AN APPLICATION OF ROY'S

ADAPTATION MODEL 

by

Weihua Zhang

Modem technology offers extraordinary life-saving opportunities that were not 

imaginable in old times. However, it also takes us to a new frontier where the challenge 

of life-saving becomes death-prolonging. More than a decade after the Patient Self- 

Determination Act which guarantees the individual's legal right to decide the end-of-life 

care, the utilization of this right has seen no significant increase.

The purpose of this quantitative study was to identify the variables that influence 

the decision-making responses related to Advance Directives (ADs).

A path model applying Roy's Adaptation Model was developed for the study. 

Publicly accessible data collected for the Longitudinal Study of Aging from 1984 to 2000 

constituted the study sample. The sample consisted of 938 participants. Items were 

extracted and scales were constmcted from survey questions to correspond to study 

variables.

The final path model showed that age and gender significantly contributed to the 

number of hospital and nursing home admissions. The number of hospital and nursing 

home admissions was significantly associated with physical impairment. Physical 

impairment had the greatest effect on the decision-making responses. Thus, more 

physical impairment predicts more AD completion. The degree of physical impairment
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also had indirect effects on AD completion through its influence on self-perception about 

health and role function mode. Although the indirect effect was very small, more physical 

impairment was related to poorer perceptions about one's health which in turn predicted 

that individuals were less likely to work or do volunteer work. Those who were less 

likely to continue working or do volunteer work were also less likely to complete ADs. In 

addition, those who perceived their health as poorer were more likely to get help from 

their children or family and were less likely to sign an AD.

The study indicated that physical impairment, self-perception about health, role 

function in work or volunteer work, and family structure explained 5% of the variance on 

decision-making responses for AD completion. The factors identified by this study could 

provide useful strategies for nurses in order to improve end-of-life care. These findings 

also provide an initial direction for further theory refinement.
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CHAPTER I 

Introduction

The 1983 President's Commission for the Study of Ethical Problems in Medicine 

and Biomedical and Behavioral Research estimated that 5,000 patients per year are kept 

alive in a permanently vegetative state by ventilators and artificial feeding tubes. Nancy 

Cruzan was one such patient. Ms. Cruzan was in a vegetative state, and her life was 

being preserved by life support systems using an artificial feeding tube for nutrition and 

hydration. After six years of life support, her parents petitioned to have life support 

discontinued. The case finally reached the Supreme Court and a decision was made in 

June 1990. The Court’s ruling “that a competent person has a liberty interest under the 

due process clause in refusing unwanted medical treatment” affirmed individuals right to 

direct end-of-life (EOT) care (The Supreme Court, 1990). Although Ms. Cruzan was not 

considered competent at that time, her expressed desire of not wanting to be kept in a 

vegetative state before the accident provided “clear and convincing evidence” of her 

wishes. This evidence resulted in the Court’s ruling that she could be withdrawn from 

life support. She finally died 12 days after the tubes were removed (Colby).

The Cruzan case and growing concerns about the impact of technology in 

preserving life, even for those in permanently vegetative states, led to the passage of the 

federal Patient Self-Determination Act (PSDA) by the Congress in 1990. The PSDA 

requires health-care providers to inform patients and families that they have the right to 

direct their own end-of-life care.
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There are two mechanisms for doing so: a living will and a durable power of 

attorney. A living will documents an individual’ wishes about medical care in the event 

that the individual is not capable of making his or her wishes known. A durable power of 

attorney for healthcare is a document appointing someone else to make decisions about 

medical care in the event the individual is not able to do so. Advanced Directives (AD) is 

the term used for either or both a living will and a durable power of attorney. Currently, 

46 states and the District of Columbia authorize the use of both living wills and durable 

powers of attomey for healthcare. Alaska authorizes only the use of a living will while 

Massachusetts, Michigan, and New York authorize only durable power of attomey for 

healthcare (Havens, 2000).

How life should end and the individual’s right over this decision are issues that 

require legal as well as ethical judgments. ADs are intended to structure EOL care in 

accordance with individual wishes. The individual decides whether to sign an AD but can 

do so only if cognitive function is intact. If an individual does not have ADs and is 

incapable of signing because of illness or incapacitation, EOL care can be problematic.

The completion (signing) of ADs is the commonly used outcome criterion to 

measure the effectiveness of the Patient Self-Determination Act (Beck, Brown, Boles, & 

Barrett, 2002; Srebnik & Fond, 1999). Studies indicate that more than a decade after 

passage of the Patient Self-Determination Act, the completion rate of ADs remains at 

approximately 21% of the population (Field & Cassel, 1997; Gilbert, Counsell, Guin, 

O’Neill, & Briggs, 2001; Ott, 1999; Weiss & Hite, 1999).
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Widespread educational programs to increase the awareness of issues related to 

EOL care and the requirement that all persons admitted to hospitals and nursing homes be 

informed about ADs have made little impact on increasing this percentage.

Significance

Caring for dying patients and alleviating suffering in the process of dying are 

fundamental nursing responsibilities (American Nurses Association, 2001; Intemational 

Council of Nurses, 2000). Helping individuals understand how AD completion can aid in 

assuring that EOL care meets their wishes is an area where nurses have a role. 

Understanding the core issues that influence whether ADs are signed or not will help 

nurses and other healthcare providers design new strategies to promote completion. By 

doing so, nurses can improve EOL care.

Purpose

The purpose of this study was to identify variables that influence end-of-life 

decision-making responses. End-of-life decision-making responses for this study were 

operationalized as the completion of ADs.

Theoretical Framework

Roy’s Adaptation Model (RAM) was the model utilized for this study (Figure 1). 

This model provides a firamework for identifying variables that influence individuals’ 

responses to stressful situations. The need to contemplate one’s own death and dying is a 

stressful situation for most people. A significant change in health status and admission to 

a hospital or nursing home where information on ADs is conveyed during the admission 

process emphasize that death is a reality for everyone.

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



Stimuli

Control
Processes
Coping
processes

Adaptive Modes Output

Contextual

Focal

Residual

Regulator

Cognator

Responses
2. Self-coticept-Group Idcntit)

3. Role function

1. Physiologic-Physical

Figure 1 Roy’s Adaptation Model

In responding to a stressful situation, individuals mobilize all mechanisms to 

adapt. Roy’s Adaptation Model views a person as a bio-psycho-social creature who is an 

open system under the influence of environmental factors. This model states that an 

individual’s ability to adapt to situations varies according to the nature of the stimuli 

confronting the person. The three stimuli are focal, contextual, and residual stimuli. Focal 

stimuli are stimuli that exert a direct and immediate effect on the individual and become 

the focus of attention for the person. The person spends energy in dealing with the focal 

stimuli in order to maintain or restore adaptation. Contextual stimuli are internal or 

external factors that contribute to the focal stimuli but do not require immediate attention 

or energy. Contextual factors influence how the person deals with the focal stimulus.
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Factors that have been studied as contextual stimuli are culture, family, development 

stage, and belief systems (Roy & Andrews, 1991b). Residual stimuli are factors that may 

be affecting the person such as gender, age, and education. But their relevancy is not 

known. A stimulus can be a residual stimulus in one situation, but a contextual stimulus 

in another.

Once a focal stimulus occurs, the individual mobilizes body control processes or 

coping processes. Body control processes strive to maintain the balance of the psycho- 

social-physio-body within the change of its environment (Figure 1). These control 

processes consist of regulator (physiological) and cognator (emotive and cognitive) 

processes (Roy & Andrews, 1999). Neural, chemical, and endocrine coping processes are 

termed regulator processes while the cognator process results from cognitive-emotive 

channels.

When regulator and cognator mechanisms are mobilized, four adaptive modes 

may result. These modes are physical, self-concept, role function, and the 

interdependence mode. The physical mode is described as the person’s physical 

responses to stimuli from the environment. The self-concept mode relates to feelings 

about one’s personal and physical self. It is defined as “the composite of beliefs and 

feelings that a person holds about himself or herself at a given time” (Roy & Andrews, 

1999, p. 382) and these beliefs and feelings are formed from intemal perceptions and 

perceptions of others’ reactions. Two components of the self-concept are the physical self 

and the personal self. Physical self-concept is the perception about the body while the 

personal self-concept is the perception about one’s moral-ethical-spiritual self (Roy & 

Andrews, 1999). The role-function mode is associated with the need for social integrity

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



6
based on roles assumed within society. A role is defined as a set of expectations about 

how a person occupying one position behaves toward a person occupying another 

position (Roy & Andrews, 1999). The interdependence mode focuses on interactions that 

fulfill the need for affection and support (Roy & Andrews, 1999). The self-concept, role- 

function, and interdependence modes are also termed psychosocial modes. It is through 

these four adaptive modes that responses are made and where the adaptation level can be 

evaluated.

Roy and Andrews (1999) emphasized that although these four modes are 

frequently viewed separately, they are interrelated. In the original Roy and Andrews’ 

illustration, the four modes were depicted as four overlapping circles. This illustration 

suggested that one mode might have an effect on or act as a stimulus for one or all of the 

other modes.

The response of the individual is a particular way that cognator and regulator 

activity and the adaptive process act to produce an outcome (the response) (Roy & 

Andrews, 1999). The response is the behavior of the person (Roy & Andrews, 1991b). 

Human behavior can be observed and indicates the dynamic balance between stimuli, 

body control processes, and adaptive modes. This dynamic balance is never constant 

because behavior produces feedback within the bio-psycho-social system. Behavior is 

defined in the broadest sense as actions and reactions under specific circumstances 

(Andrews & Roy, 1986).

Adaptation is defined as the positive response to a stimulus while a negative 

response is termed maladaptation. Individuals have the capacity to adjust effectively to 

changes in the environment so that completeness and unity is maintained (Tolson &
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McIntosh, 1996). If unity is maintained, then adaptation is effective, otherwise 

maladaptation occurs.

Roy’s framework offers a systematic way of investigating variables that influence 

whether ADs are signed or not. Application of Roy’s model assists in identifying 

variables that influence whether individuals respond to the stressful situation by signing 

(adaptation) or not signing (maladaptation) ADs. The model requires incorporation of 

individual and environmental variables that combine to lead to the behavior of AD 

completion.

Variables that either independently or jointly contributes to completing ADs have 

been studied. Studies indieate that demographic variables such as age, race, gender, and 

education are related to signing ADs (Colenda et al., 1998; Douglas & Brown, 2002; 

Dupree, 2000; Eleazer et al., 1996; Elpem, Yellen, & Burton, 1993; Gerald et al., 2000; 

Heffner & Barbieri, 2000; High, 1993b; Hoffmann, Zimmerman, & Tompkins, 1997; 

Hopp & Duffy, 2000; Levin et al., 1999; Waters, 2000). Those who are older. White, 

female, with a higher level of education, and with poor health tend to have a signed AD 

more than their counterparts. Variables such as physical function, health status, income, 

family relationships, and social support also influence the decision to sign ADs (Colenda 

et al., 1998; Gerald et al., 2000; Heffner & Barbieri, 2000; Hoffmann et al., 1997; Phillips 

et a l, 1996; Schonwetter, Walker, Solomon, Indurkhya, & Robinson, 1996; Scott, 1999). 

In general, those with less income and more social support tend to not complete ADs 

(Mezey, Lehman, Mitty, Bottrell, & Ramsey, 2000).

As shown in Figure 2, incorporating those variables that relate to the decision

making response to ADs and placing them in the RAM provide the framework used to

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



guide this study. This model should help account for the complexity of issues 

surrounding decision-making responses to ADs.
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Figure 2 Application of the RAM to decision-making response on ADs
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Focal stimuli were conceptualized as experiences with recent personal life- 

threatening situation, major illnesses, or situations where a decision must be made. 

Because all patients admitted to a hospital or a nursing home are asked about the status of 

ADs, hospitalization and nursing home admission is defined as the focal stimuli for this 

study.

Contextual stimuli were conceptualized as variables that affect the decision

making process for ADs. Health insurance status, household income, and satisfaction 

with healthcare were considered contextual stimuli in this study.

Residual stimuli were those uncertain variables that may affect the decision

making response to signing ADs. Residual stimuli for this study were age, gender, race, 

and education.

The physical portion of the four adaptive modes was conceptualized as the degree 

of physical function and any physiological changes due to disease.

The self-concept mode was conceptualized in this study as perceptions about 

one’s physical self.

The role function mode was conceptualized as the ability to perform and maintain 

links with society through occupying certain social roles.

The interdependence mode is defined as “ the close relationships of people that 

involve the willingness and ability to love, respect, and value others, and to accept and 

respond to love, respect, and value given by others (Roy & Andrews, 1991a).” For this 

study, the interdependence mode included relationships and proximity with family.

Response or behavior is defined in the broadest sense as actions and reactions 

under specific circumstances and may be internal or external (Andrews & Roy, 1986).
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Each adaptive mode may have a set of behaviors or one behavior may reflect the 

combined effects of all modes. The collective effect of all four adaptive modes is 

required to respond to the imbalance of physical or psychosocial integrity.

Response was conceptualized as the decision-making response to signing ADs in 

this study which included a cluster of actions that are mobilized under the influence of 

focal stimuli.

Research Hypotheses 

The objective of this study was to identify variables that influence the decision

making response relevant to completion of ADs. Four research hypotheses were 

proposed:

1. Contextual stimuli (health insurance, household income, and satisfaction 

with health care) would have a direct effect on focal stimuli (number of 

hospitalization and nursing home admissions), and an indirect effect on 

the adaptive modes and decision-making response.

2. Residual stimuli (age, gender, race, and education level) would have a 

direct effect on focal stimuli, and an indirect effect on the adaptive modes 

and decision-making response.

3. Adaptive modes (physical, self-concept, role-function, and 

interdependence mode) would have a direct effect on decision-making 

response.

4. Adaptive modes would have an indirect effect on decision-making 

responses via influences on other adaptive mode.
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CHAPTER II 

Review of Literature 

In this chapter, the research literature on completion of ADs is explored. The 

studies to be described are broadly separated into demographic variables that affect AD 

completion and other variables identified in the literature as contributing to AD 

completion.

Demographic Variables Influencing the Signing o f  ADs 

When studying the demographic characteristics of those who have completed 

ADs compared with those who have not, researchers found that age, race, gender, and 

education level were associated with signing ADs (Elpem et al., 1993; Levin et al., 

1999). The general demographic picture of those who sign ADs is an older Caucasian 

female with more than high school education.

Age

Age has been studied as a variable associated with signing ADs. In their 

preliminary investigation of opinions and behaviors regarding ADs, Elpem et al. (1993) 

studied age, patients’ familiarity with ADs, reasons for completing or not completing 

ADs, and preferences for receiving information about ADs. The sample for this study 

was a convenience sample consisting of 46 inpatients and 50 outpatients from a large 

urban academic medical center. Only 21% of these participants had signed an AD. The 

authors reported that those who had ADs were older and considered themselves less 

healthy.

11
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Levin et al. (1999) studied life-sustaining treatment decisions for nursing home 

residents on signing ADs. They reported that of 413 nursing home residents whose 

average age was 84, only 32% had ADs. Using a logistic regression model, they found 

that length of stay in the nursing home, gender, geographic region, Medicaid status, 

cognitive status, mobility, cardiovascular medical diagnoses, and total number of medical 

diagnoses were not associated with having ADs. Only being older was significantly 

related to completing ADs. Other studies also indicated that the completion rates of ADs 

were higher among persons in older age groups compared with younger age groups 

(Colenda et al., 1998; Gerald et al., 2000).

Colenda et al. (1998) studied 154 participants who were recruited from 

community dwelling settings that either had a legal consulting service or that offered an 

advance care-plaiming workshop. Of those in the age 51 or older group, 57% had an AD 

compared with only 34% of those in the age 50 and under group. Overall, this was a 

higher percentage for AD completion when compared to the general population where 

21% complete ADs. The higher completion rate could be the result of study participants 

having a legal consulting service available or having attended a workshop on ADs.

Gerald et al. (2000) studied variables contributing to completion of ADs in a 

sample of 336 cardiac patients and 181 pulmonary patients. They reported that 25% of 

both subgroups (cardiac and pulmonary patients) had written ADs. The mean age for the 

cardiac group was 59.7, and the mean age for the pulmonary group was 62.5. Logistic 

regression analysis indicated that among the cardiac patients. Whites and older persons 

were more likely to have ADs. Among the pulmonary patients. Whites and women were 

more likely to have ADs. Age was not significantly related to the signing of ADs for the
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pulmonary group. Neither diagnosis nor marital status was significant for either 

subgroup, however, more widows or widowers possessed AD than those who were 

married, single, or divorced.

Race

Studies on decision-making on ADs indicate that race can make a significant 

difference for Caucasian, African-American, Hispanic, and Asian populations 

(Degenholtz, Arnold, Meisel, & Lave, 2002; Dupree, 2000; Eleazer et al., 1996; High, 

1993a; Waters, 2000).

In Eleazer et al.’s (1996) retrospective chart review, 385 non-Hispanic Whites,

364 Blacks, 156 Hispanics, and 288 Asians were recruited from a group of frail elders 

participating in the Program For All Inclusive Care Of The Elderly (PACE). PACE was 

a national demonstration project offering comprehensive geriatric care to allow frail older 

participants to remain in the community as long as it was medically, socially, and 

economically feasible. The close relationship among the participants, caregivers, and the 

interdisciplinary team made it easy to address sensitive issues including end-of-life 

planning. In this study, they found that African-Americans were significantly more likely 

to choose aggressive life-saving interventions and less likely than Caucasians and Asians 

to utilize ADs. Caucasians were significantly more likely to utilize ADs, and Asians were 

more likely to select less aggressive interventions but were also unlikely to use ADs. 

Hispanics were more likely to refuse to complete any form of ADs.

Degenholtz et al. (2002) analyzed data from a 1996 national nursing home survey. 

There were 3,747 participants in the survey who represented 0.3% of the entire 1.56 

million nursing home residents that year in the United States. Degenholtz and colleagues
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found that 20% of those nursing home residents had documentation of living wills. They 

also found that African-Americans and Hispanics were about one-third as likely as 

Caucasians to have living wills.

High (1993 a) also indicated that race was significantly associated with the 

completion of ADs. Two hundred ninety-three people aged 65 or older participated in 

this study, and 84% of them were Caucasians. High reported that 35% of the Caucasians 

had completed living wills compared with a 2% completion rate among the African- 

Americans. The author did note that the sample in this study was not representative of 

the general population.

Perplexed by low completion rates in the African-American population, Dupree 

used a qualitative method to explore the reasons (2000). In this study of 17 African- 

Americans, most had a positive attitude toward the utility of ADs. They believed that 

humans should die with dignity, family members would be expected to make the final 

decision for them, and death is in the control of the God or a god being. Participants did 

not think legally generated ADs were necessary due to their close-knit families. They 

believed ADs were for those who had no close family members. Waters (2000), too, 

found that African-Americans rely on a family-centered approach to EOL decision

making especially in the absence of written ADs.

Morrison, Zayas, Mulvihill, Baskin, and Meier (1998) studied a sample of 197 

patients aged 65 years or older and had slightly different findings. These 197 participants 

included 65 Afi-ican-Americans, 65 Hispanics, and 67 non-Hispanic Whites who were 

recruited fi-om either a geriatric or an intemal medicine outpatient clinic in a large New 

York City teaching hospital. They reported that race was not significantly related to the
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signing of a durable power of attorney. New York is one of the states that recognizes a 

durable power of attorney for healthcare but does not recognize a living will. They found 

that non-Hispanic Whites had higher completion rates than African-Americans, followed 

last by Hispanics. However, they found that race was not related to the completion of the 

durable power of attomey. Older age, availability of power of attorney, and self

perceived poor health status were significantly related to signing. They commented that 

Hispanie cultures emphasize family involvement so that healthcare proxies may be seen 

as irrelevant for people who have families.

While most studies found that Caucasians were more likely to sign ADs than 

Asians, African-Americans, and Hispanics, research investigators are not clear on the 

cause of this difference. Close-knit family relationships have been suggested as one 

eause among African-Americans and Hispanics, but other cultural differences (such as 

education and income level) may also play a role.

Gender

Douglas and Brown (2002) studied a convenience sample of 11 male and 19 

female hospitalized patients in North Carolina and concluded that participants who had 

completed ADs were mostly Caucasian, female, over age 65, and who perceived their 

health as poor.

Heffner and Barbieri (2000) studied ambulatory cardiac patients in AD 

completion and their willingness to participate in a rehabilitation program where end-of- 

life education programs were offered. Four hundred fifteen cardiac rehabilitation patients 

participated in the study from 11 states. Of these, 305 were men and 110 were women. 

They reported that 41% of the patients had a living will, and 27% had a durable power of
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attorney. Gender was significantly related to having completed ADs. Females were more 

likely to complete ADs than males.

Mezey, Lehman, Mitty, Bottrell, and Ramsey (2000) studied why hospital 

patients did and did not execute an AD in a sample of 1016 patients with a mean age of 

52. Fifty-six percent were women. They reported no differences in AD completion by 

gender. They also reported that those who were Hispanic, Spanish-speaking, no college 

education, low income, and no healthcare insurance were less likely to have an AD 

compared with those who were White, English-speaking, and college educated with 

higher incomes and health insurance.

There are contradictory findings regarding the effect of gender on signing ADs. 

Two studies (Douglas & Brown, 2002; Heffner & Barbieri, 2000) reported higher 

completion rates for women but another (Mezey et al., 2000) found no gender differences 

between those who completed ADs and those who did not.

Education

Both education and readability of AD documents have been identified as possible 

issues associated with an individual’s signing or not signing ADs. The literature clearly 

indicates that people with higher educational levels are more likely to complete ADs 

(High, 1993a; Hoffmann et al., 1997; Hopp, 2000). Those studies found that readability 

of the AD documents was too high for the general population thus adding a barrier to AD 

completion.

High (1993a) studied a sample of 431 elders from eight different senior 

congregations to search for answers as to who does or does not complete ADs. He found 

that completion rates of the living will in those with less than high school education was
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21%. In those with a high school education or higher, it was 34%. For those who had a 

college education, the completion rate was 50%. Further, he reported that completion 

rates for durable power of attorney was 7% in those with less than high school education, 

16% for those who had 12 years or more education, and 22% for those who had a college 

education.

Hoffmaim et al. (1997) studied family relationships and attitudes toward ADs and 

life-sustaining treatment. This study was conducted in the Baltimore metropolitan area 

where the sample was 110 individuals age 65 or older. The sample was composed of 

61% African-Americans and 39% Caucasians, of whom 72% were female and 28% were 

male. They reported that those with a high school education or less were significantly 

less likely to sign ADs and more likely to desire life-sustaining treatment.

Hopp (2000) used data from the Asset and Health Dynamics study which was 

conducted by the University of Michigan Institute for Survey Research. The data were 

collected during the period of 1993 to 1994 among those who were age 70 or older. She 

reported that those who had a high school education were more likely to complete a 

living will (but not a power of attorney), than those who had less than high school 

education. Those who had a college education or higher were more likely to complete a 

living will as well as a durable power of attorney for healthcare.

Mezey et al. (2000) found that level of education was the most important factor in 

differentiating between patients who did and did not execute an advance directive. In this 

study, they reported that completion rates of ADs in those with no college education were 

39%. In those with some college education, it was 61%.
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In a study with different findings, Douglas and Brown (2002) found that people 

with less than a high school education tend to complete ADs more than those who had 

high school or higher education level. However, all the participants in this study were 

hospital inpatients. The sample was small (30), and onlylO had less than a high school 

education.

How educational level affects ADs completion can be a complex issue. One 

study indicated that Asians and Hispanics are less likely to have signed ADs, but this may 

reflect AD readability plus education as well as ethnicity (Eleazer et al., 1996). Ott and 

Hardie (1997) selected ten different versions of ADs from different states and tested 

readability. They found that average readability was 11.3 using the Flesch-Kincaid 

Grade Level (indicating an equivalence of an 1 grade education). This is far above the 

eighth-grade reading level usually recommended for patient education (National Center 

for Education Statistics, May, 1999).

Income and level of education are commonly viewed as valid indicators of 

economic well-being. Education is positively related to income, and those who have 

more education are more likely to be in higher income brackets (Incomes Statistics 

Branch/HHES Division, U.S. Census Bureau, & U.S.Commerce Department, February 8, 

2001).

Older age, White race, being female, and having higher levels of edueation have 

been associated with those who are more likely to sign ADs. However, other variables 

such as AD readability may be equally an important variable influencing signing of ADs.
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Other Predictors to the Signing o f  ADs

Other variables have been assoeiated with signing ADs. As discussed below, 

those who recently experienced hospitalization may be more likely to sign ADs. While 

the studies are not always consistent, in general those who are more satisfied with the 

healthcare system, have poorer health, and less family support tend to complete AD. 

Hospitalization

Although the overall completion rate of ADs is about 21% in the general 

population (Field & Cassel, 1997; Weiss & Hite, 1999), hospitalization may precipitate 

completion of ADs. In a study of 1060 in-patients, Berrio and Levesque found that about 

20% had an AD at the time of survey, and almost half of these ADs were completed 

during or since hospitalization (1996).

Other studies also indicate that those who had a recent hospitalization completed 

ADs more than those who had not been hospitalized (Heffner & Barbieri, 2000; Lamont 

& Siegler, 2000). A study of 415 patients from 11 states found that those who were 

enrolled in cardiac rehabilitation programs had higher completion rates for living wills 

(41%) or durable power of attomey for healthcare (27%) when compared to patients with 

other medical conditions (Heffiier & Barbieri, 2000). The majority of the cardiac 

rehabilitation patients had been recently hospitalized. Another study found that 69% of 

cancer in-patients had discussed ADs with a family member, and 33% signed at least one 

AD (Lamont & Siegler, 2000).

The finding that hospitalization has an effect on AD completion might result from 

the federal mandate to inform patients of the availability of ADs during admission. 

Moreover, hospital admission can result from a life-threatening situation or a health
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problem that requires immediate attention. Thus, those with either a recent 

hospitalization or diagnosed with a serious illness seem to be more likely to complete 

ADs.

Satisfaction with the Healthcare System

Studies indicate that those who have more trust in the healthcare system and those 

who are satisfied with the current healthcare system tend to complete ADs (Bradley, 

Walker, Wetle, & Horwitz, 1998). Bradley and colleagues (1998) studied the 

relationship between the ADs and the role of health beliefs in a nursing home setting. 

They found residents who reported more trust in the medical system were more than five 

times as likely to complete ADs. Those who reported a desire for more control in 

medical decision-making were more than eight times as likely to complete ADs (Bradley 

et a l, 1998). Morrison et al (1998) also reported that Hispanics (40%) had significantly 

less trust in physicians and the healthcare system than did African-Americans (82%) and 

Whites (84%).

In a qualitative study, Waters explored African-Americans’ perspectives of end- 

of-life care plarming and decision-making on ADs. Five focus groups with a total of 27 

African-Americans participated in the study. Issues related to mistrust of the current 

healthcare system emerged as one barrier preventing utilization of ADs (2001). In 

another qualitative study, concern was noted that a lack of trust in the existing healthcare 

system and its providers caused less utilization of ADs (Felt, Early, & Welk, 2000). 

Health Status

In the study described earlier, Heffner and Barbieri (2000) reported that self

perceived health status and estimated probability of survival after cardiopulmonary
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resuscitation affected patients acceptance of mechanical ventilation. Hypothetical health 

scenarios were constructed for the study. When responding to these scenarios, 16% of 

the patients would accept life-sustaining care regardless of health status or likelihood of 

survival, and 11% would not desire life-sustaining care in any circumstance. The 

remaining 302 patients (73%) would alter their acceptance of intubations and mechanical 

ventilation depending on their baseline health status, post recovery health status, and the 

probability of surviving the acute illness for which life-sustaining care was needed. 

Decisions on accepting mechanical ventilation and other life-sustaining care is a major 

part of AD since mechanical ventilation can extend life.

In Morrison’s study among non-Hispanic Whites, African-Americans, and 

Hispanics, positive predictors of healthcare proxy completion included knowledge of 

healthcare proxies, availability of a friend or family member to serve as a proxy, previous 

exposure to ventilator support (either self or a family member), older age, and health 

status perceived as fair or poor (1998). Those who had more knowledge of healthcare 

proxies, had friends or family members available, and were in fair or poor health were 

more likely to complete durable power of attorney.

Emanuel, Weinberg, Gonin, Hummel, and Emanuel (1993) studied patients 

discharged from acute care hospital settings one month before and five months after 

implementation of the PSDA. A total of 579 adult patients with 258 patients discharged 

before the implementation of the PSDA and 321 patients discharged 5 months after 

implementation of the PSDA were included. Self-perceived health status was used to 

measure health status. They reported an increase in the proportion of patients with poor 

health who spoke with their physicians post-PSDA about end-of-life care planning. They
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also reported three variables related to the signing of ADs. These were having a regular 

estate will, being admitted to a hospital two or more times in the previous 12 months, and 

being admitted to a teaching hospital.

Phillips and colleagues (1996) identified variables related to a decision to forgo 

cardiopulmonary resuscitation (CPR). There were diagnosis, more deficiencies in 

activities of daily living, poor prognosis, and having cancer. Patients who had liver 

disease and heart failure were more likely to want CPR than those with cancer, sepsis, 

and chronic obstructive pulmonary disease. Demographic variables associated with not 

wanting CPR included being White, female, having Medicare or private insurance, and 

low family income. While foregoing CPR is only one part of ADs and does not 

necessarily indicate that ADs would be signed, it does provide evidence that discussion 

on ADs has occurred.

Family Relationships

As noted earlier, widows or widowers are more likely to possess ADs than 

married, single, or divorced people (Gerald et al., 2000).

Having children nearby was also associated with the completion of ADs. In the 

Hoffmann et al. (1997) study cited earlier, those who had a closer physical proximity to 

their children had less completion rates of ADs.

Another study showed that those who had close relationships with their families 

tended to desire less cardiac pulmonary resuscitation (CPR) than those who did not 

(Schonwetter et al., 1996). They indicated that those with close relationships tended to 

complete ADs in order to relieve the burden for their loved ones. In a similar study. 

Singer and colleagues found that most participants believed that the purpose for ADs was
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to relieve the burden from their loved ones (1998). Douglas and Brown also found that 

most participants in their study believed that using ADs was a way to avoid family 

burden and family conflict (Douglas & Brown, 2002). Eleazer and associates (1996) 

reported that patients with living children were almost twice as likely to have a durable 

power of attomey than those without children.

Social Support

Social support and its relation to decision-making on ADs has been studied 

recently (Colenda et al., 1998; Scott, 1999). Colenda et al. (1998) studied 77 subjects 

with a mean age of 51 years old drawn from community organizations including area 

churches, a legal clinic for the elderly, Alzheimer’s association groups, focus groups in 

congregate housing setting, and senior service agencies. The purpose of the study was to 

measure coping strategies used for stressful encounters of daily living. The coping 

measure used had a sub-scale to measure social support. They found that individuals 

with larger social support networks were less likely to have an AD. This interesting 

finding appears to be contradictory to the aforementioned findings. However, with larger 

social support networks, individuals might have higher expectations from family 

members for EOL care decision-making due to their social connectedness. This may also 

explain why widows and widowers are more likely to complete ADs because they have 

nobody else to rely on for their EOL decision-making.

Scott (1999) examined how the illness trajectory, social integration, role change, 

and social support influenced hemodialysis patients' mode of death. ADs address the 

hemodialysis issue, and individuals can decide if they wish to receive the hemodialysis as 

a life-sustaining measure. She used chart review for those who died following long time
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hemodialysis and then interviewed their significant others. She reported that patients 

experiencing a continuous, rapid, and downward spiraling illness trajectory were more 

likely to withdraw from hemodialysis. She also reported that social support was not 

significantly related to the withdrawal of hemodialysis.

Poor health and hospitalization have been associated with signing ADs. Having 

resources such as health insurance coverage, a close family, and a social network can also 

affect AD completion. Most studies found having a close family member nearby 

contributed to the signing of the durable power of attomey and desiring fewer life- 

sustaining measures. The relationship between soeial support and signing ADs remains 

uncertain.

Summary

Studies have demonstrated that eertain variables are related to the EOL decision

making responses. Those who had recent hospitalizations are more likely to complete 

ADs. Those who are older, female, Caucasian, or having more education are more likely 

to complete ADs than their counterpart. Those who have health insurance, more income, 

and more trust with healthcare system also tend to complete ADs. Other studies 

indicated that an individual’s physical function, perception of health status, and family 

relationships also influence the EOL decision-making responses. How those variables act 

as a whole to influence the decision-making responses needs to be studied.
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CHAPTER III 

Methodology

Causal modeling was the design and path analysis was the specific technique for 

this study. Path analysis allows the examination of the complex pathways and 

contributors to the decision to sign ADs or not. The data used for this study were 

extracted from a dataset collected for the Longitudinal Study of Aging (LSOA) by the 

Center for Disease Control’s National Center for Health Statistics (2002) and the 

National Institute on Aging. Selected items pertaining to the research variables were 

identified. Instruments were constructed from items identified as appropriate to the 

concepts in this study. The reliability of each constructed instrument was tested before 

data analysis.

Design

Path analysis was used to examine the causal effects between the focal stimulus 

(number of hospital and nursing home admissions), contextual stimuli (health insurance 

status, income, and satisfaction with healthcare), residual stimuli (age, gender, race, and 

education), physical mode (activity of daily living, history of falls, and number of 

diagnoses), self-concept mode (self-rated health), role function (working status, and 

doing volunteer work, disabled), interdependence mode (marital status, living 

arrangement, proximity of children, family relationships, and receiving money from the 

family), and decision-making responses to signing ADs (discussion and completion of 

ADs).

25
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The data for this study are publicly available (National Center for Health and 

Statistics, 2002) and were collected by the CDC’s National Center for Health Statistics 

and the National Institute on Aging beginning in 1984. Non-institutionalized U.S. 

civilians aged 55 years or older partieipated in the 1984 original Longitudinal Study of 

Aging (LSOA). Four major census regions (northeast, midwest, south, west) in the 

United States were sampled. The LSOA data has now been collected over a 16 years 

period (1984-2000). It includes the 1984 National Health Interview Survey, the 1984 

Health Insurance Supplement, and the 1984 baseline Supplement on Aging (SOA). The 

SOA was followed by three more interviews. The first follow-up interview was the 1994 

Second Supplement on Aging (SOA 11) which included those who participated in the 

National Health Interview Survey and added a new cohort of those over the age of 70. 

The second follow-up file, or wave 11, (1997-1998) included data about those who had 

died since 1994 in addition to those who were still living. The third follow-up interview 

was the Wave 111 decedent and survivor interview in 2000. Figure 3 traees these various 

sampling points. Information on those who had died (decedent interviews) was collected 

from family members of those deceased.
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NHIS (1984) HIS (1984)

LSOA (1984)

Data for this study extracted from

SOA (1984); Baseline 
(50 yrs or older)

Wave HI Interview (2000): 
Decedent file/Survivor file

Wave II Interview (1997 - 1998): 
Decedent file/Survivor file (op )

SOA II (1994): Sample expanded 
to include additional individuals 
70 yrs or older

Figure 3 Sampling points of LOSA

Information collected in this large-scale national longitudinal study eontains many 

characteristics about older Americans. Physical function, the health impairments of older 

Americans, and healthcare service utilization are included. Data on ADs are a part of the 

Wave II decedent data file (DF). Partieipants in the 1994 SOAII who had died by 1997 

or 1998 comprised the 1997 to 1998 DF. The DF contains data suited for this study. Data 

suited for the research questions but not available in the DF can be matched and extracted 

from the SOA II 1994 data file.
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Sample

The sample consisted of 938 participants in the DF. Most of the data for this 

study came from the DF. Other pertinent information about participants that was not 

available in the DF was matched and extracted from the SOA II data.

Sample Selection

ADs and EOL care are difficult and sensitive subjects for patients and their 

families to discuss. Because difficulties in acquiring IRB approval and accruing 

participants were anticipated, publicly available data sets were assessed for suitability for 

this study. Three databases met the special interests of this study. They were the LSOA 

data files, the PACE from National PACE (Programs of All-inclusive Care for the 

Elderly) Association (National PACE Association, 2002), and the Medical Expenditure 

Panel Survey—^Nursing Home Component (Agency for Healthcare Research & Quality, 

2001). The second database site did not respond to this author’s inquiry, and the third 

database contained only nursing home residents rather than people from the general 

population. Therefore, the decision to use the LSOA dataset was made.

Although there was a Wave III decedent file, the sample is smaller (n = 906) and 

the time between the 1994 original interview and the time of the Wave III interview is 

approximately 7 years. The Wave II DF was used here because the sample is larger, and 

the time interval between the SOAII and the Wave II interview is four years at the most.
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Procedure

All data from the CDC’s National Center for Health Statistics are in a CD-Rom 

format. The DF is on one CD-Rom. The original SOAII dataset was in the Statistical 

Export and Tabulation System (SETS) format and without an SAS (Statistical Analysis 

System) program file. Therefore, extracting the data from SOA II CD-Rom was difficult. 

The contact person (K. A. Zevallos, personal communication, July 24, 2003) at the 

National Center for Health Statistics indicated that the 1998 Wave HI Survivor File 

contained the entire 1994 SOA II data set as well as the Wave III data. Following his 

instruction, all data collected in the 1994 SOA II dataset were successfully retrieved for 

all participants also in the 1997 to 1998 DF. For clarification in this study, SOA I I 1994 

data extracted from the Wave HI Survivor file and matched to the DF is called the SF.

To recapitulate, the abbreviation DF refers to the Wave II decedent dataset and the 

abbreviation SF refers to the SOA II dataset. Data in the SF were collected from the 

interviews with the participants. Data in the DF were collected from interviews with 

participants’ family members.

All data were converted from SAS to SPSS format. Finally, the DF and SF were 

merged into one file by this author by matching the participant public identification 

numbers. An IRB approval for studying human subjects was obtained from the 

University Institutional Review Board at the author's institution before using the data for 

this dissertation study (Appendix A).

Instruments

Like other large national databases, data were not collected in the context of a 

theoretical model or by using instruments with known validity and reliability (Shepard et
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al., 1999). Thus, investigators using secondary data sets combine selected items into 

constructed scales that meet definitions for their own particular studies (Moriarty et al., 

1999). The selection of variables and construction of scales in this study were based on 

closeness to the conceptual definitions used in this study. All constructed scales were 

assessed for reliability. Where multiple instrument scales are to serve as indicators for 

the variable, multicollinearity was also assessed.

Focal Stimuli Measurement

The focal stimuli for this study were defined as hospitalization experiences. 

Admission to a hospital or to a nursing home dictates that the individual is asked about 

ADs and prompted to make a decision regarding ADs. In the DF dataset, questions are 

asked regarding the number of short stay hospital episodes the person had and the number 

of nursing home admissions since the last interview in 1994 (Appendix B). The number 

of admissions to the hospital and the number of nursing home admission were summed to 

measure the intensity (the number of time persons were asked about ADs) of the focal 

stimulus.

Contextual Stimuli Measurement

Contextual stimuli were variables that affected the decision-making process for 

ADs for this study. The variables to measure for contextual stimuli were health insurance 

status, income, and satisfaction with healthcare. Health insurance and income have 

effects on the quality and extent of healthcare delivery. Satisfaction with healthcare was 

thought to be one indicator of trust in the correctness of healthcare provider’s decisions 

and advice. All were believed to contribute to AD decision-making.
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Items in the dataset for health insurance included insurance coverage with 

Medicaid, Medicare, military insurance (CHAMPUS, VA), and private insurance. For 

this study, one point was given for those who had Medicaid, and two points were given 

for having Medicare. Having military insurance and private insurance were each 

awarded three points. Thus, the more insurance coverage a respondent had, the higher the 

number. Respondents with no insurance received a 'O' and respondents with Medicare, 

military, as well as private insurance received a score of 8. The higher the score, the 

more the insurance coverage they had.

In the DF dataset, annual household income was measured from a range of less 

than $5,000 to more than 50,000 per year. Nine income categories are used. The nine 

categories are ‘ 1’ for ‘less than $5,000’, ‘2’ for ‘$5000 to $6,999,’ ‘3’ for ‘$7000 to 

$9,999,’ ‘4’ for ‘$10,000 to $14,999,’ ‘5’ for ‘$15,000 to $19,999’, ‘6’ for ‘$20,000 to 

$24,999,’ ‘7’ for ‘$25,000 to $34,000,’ ‘8’ for ‘$35,000 to $49,999,’ and ‘9’ for ‘$50,000 

or more’. The higher the insurance status score and the higher household income, the 

better the individual’s financial situation was presumed to be.

In this study, insurance and income scores were analyzed individually, correlated, 

and summed to provide a score for financial situation if the analysis indicates this was 

feasible.

Satisfaction with the healthcare system used two questions from the SF dataset. 

The first item was ‘medical care is needed but did not get it’ with answers in a ‘yes’ or 

‘no’ format where yes equals ‘ 1 ’ (did not get the needed care) and no equals ‘2’ (did get 

the needed care). The second question asked the participants to rate their physicians. 

Responses range from ‘1’ for excellent, ‘2’ for good, ‘3’ for fair, and ‘4’ for poor. The
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score on the second item was reversed and then summed with the first item so that a 

higher number indicates more satisfaction with healthcare.

Residual Stimuli

Age, race, education, and gender were residual stimuli for this study.

The baseline age collected in 1994 instead of the age at death in the DF dataset 

was used. By 1998, all participants in the DF dataset had passed away, so age at the 1994 

interview would be a better predictor in terms of time for AD completion in 1997 to 

1998.

Race is entered as White, Black, and other in the database. White is a ‘ 1’, Black 

is a ‘2’, and others is a ‘3’. Education was measured as completed years of education and 

then recoded in the DF dataset. Education is shown as a 'T  for none or kindergarten only, 

‘2’ for elementary school, ‘3’ for high school, ‘4’ for high school graduate, ‘5’ for college 

education, ‘6’ for college graduate, and ‘7’ for postgraduate education. Gender is 

measured as male and female in the DF dataset. Male is a ‘ 1’ and female is a ‘2’.

Age, race, education level, and gender are all good predictors according to review 

of literature and were analyzed as individual variables for their contribution to decision

making response.

Adaptive Modes

Physical, self-concept, role function, and interdependence modes were 

operationalized for this study as discussed below.

Physical mode. As noted earlier, the physical adaptive mode was conceptualized 

in this study as degree of physical function and the absence or presence of disease. In the 

DF dataset, questions were asked concerning activities of daily living (ADLs), history of

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



33
falls, and the presence or absence of a series of diseases (cancer, heart disease, and the 

like). For this study, the physical mode indicator includes items measuring ADLs, items 

indieating the number of falls, and the total number of diseases.

ADL items in the DF contain information on difficulty with eating, getting in and 

out of bed, and ability to walk over the past 6 months. Respondents indicate if there is or 

is not difficulty in these areas by indicating a ‘1’ for yes and a ‘2’ for no. Scores were 

reversed so that the higher the score, the more physical limitation exists. The possible 

subtotal score for these three items ranged from 3 to 6.

If the responses to any of the above question are ‘y^s,’ then respondents were 

asked to answer the degree of the difficulty in each ADL. The degree of difficulty is 

measured as a 'O' for having no difficulty, ‘ 1’ for some, ‘2’ for a lot, and ‘3’ for unable to 

do. The higher the score attained, the more severe the functional impairment. The 

subtotal score for degree of difficult ranged from 0-9. Last, the total scores of these six 

items were summed for each respondent. Thus, the total seore for ADL limitation ranged 

from 3 to 15 with higher scores indicating more physical limitation.

A history of falls also directly reflects physical function. Falls since the last 

interview and having had more than one fall since the last interview were included in the 

DF dataset. Both were measured in a ‘yes’ and ‘no’ format. The first question asked 

uses a ‘ r  as having a fall and a ‘2’ as not having a fall. The second question was 

measured as a ‘ 1’ for those who had more than one fall and a ‘2 ’ for those who only had 

one fall. Data was transformed into an ordinal scale. A ‘ 1’ was for those who had no 

fall, and a ‘2’ for those who had one fall, a ‘3’ for those who had more than one fall. The 

higher the score, the more the falls and the poorer physical function was presumed to be.
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The physical mode also included the total number of diseases indicated in DF 

dataset. Twenty-three variables are entered for diseases varying from cataracts to cancer. 

There are no indicators for severity of disease; therefore, the total number of diseases 

marked was used. Where one ‘disease’ clearly resembled another, only one disease was 

counted. For example, participants could check both ‘cataract’ and ‘eye problem’, 

however, only one disease was counted instead of two for this study.

ADL score, fall score, and total number of diseases were summed to give an 

indicator for the physical mode. The higher score indicated more impairment. The 

constructed physical mode scale was tested for reliability separately from the ADL 

subscale and the fall scale. The disease questions formed a single item and so could not 

be tested for reliability.

Self-concept mode. The self-concept mode is perceptions about one’s physical 

and personal self in general. Only the portion of perception about the physical self was 

measured in this study. Perception about the physical self was operationalized as self- 

rated health status.

Perceptions about one’s health can be validly measured by self-reported health 

status questions (Chandola & Jenkinson, 2000; Cousins, 1997). Youngblut and Casper (as 

cited in Shepard et al., 1999) stated that using a single-item to measure an individual’s 

global perception can be more valid than using multi-item instruments.

Self-rated health is in the SF dataset but not in the DF dataset. The DF dataset 

only contains proxy-rated health status; thus, the SF dataset was used. Self-rated health 

status was measured from 1 to 5 where a ‘1’ is excellent, a ‘2’ is very good, a ‘3’ is good,
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a ‘4’ is fair and a ‘5’ is poor. The score then was reversed so that the higher the self-rated 

health status score, the better perception about the physical self.

Role function mode. The role function mode was conceptualized as the ability to 

perform and maintain links with society through social roles. Working status, doing 

volunteer work, and being retired due to health problems were defined as role function 

for this study. Working was presumed to give more opportunities for social engagement 

than being retired. People doing volunteer work also would be more likely to maintain 

connections with society. On the other hand, being retired due to a health problem, 

impairment, or disability would limit social engagement for most people. The SF dataset 

includes information on participant status of still working, working as a volunteer, and 

retired due to health problems.

The three items of still working, working as a volunteer in the last 12 month, and 

retired due to ongoing health problem, impairment, or disability were each measured as 

‘ r  for yes and ‘2’ for no. The values for the first two questions were reversed so that the 

higher scores indicated the individual was more actively engaged with the society. The 

answer for the last question already indicated more engagement with society and was not 

reversed. The higher the total score, the better the role function mode was thought to be.

For this study, still working, working as a volunteer in the last 12 month, and 

retired due to ongoing health problem, impairment, or disability were summed to give an 

engagement with society scale (the role-function scale). The range of the scale was from 

3 to 6.

Interdependence mode. The interdependence mode was conceptualized as close 

relationships and proximity to family.
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For this study, marital status, living arrangement, proximity of children, family 

relationships, number of living children, and financial assistance from children and 

family were considered as parts of the interdependence mode. The pertinent data 

measured in the SF dataset were marital status, living arrangement, family size, number 

of living children, proximity of children, family relationships, and financial assistance 

from child(ren) and family.

Marital status was measured as a ‘ 1’ for being married-spouse in household, a ‘2’ 

for married, spouse not in household, a ‘3’ for widowed, a ‘4’ for divorced, a ‘5’ for 

separated, and a ‘6’ for never married. For the purpose of this study, marital status was 

transformed so that a ‘2’ indicates being married, i.e. a spouse is in the household and the 

likelihood of a close relationship exists. The remaining choices (2 to 6) were recoded as 

a ‘ r  as each of these responses indicates the absence of a spouse in the household. Then, 

the score was reversed so that the higher score indicated a presumably close relationship.

Living arrangement was measured as a ‘ 1’ for living alone, a ‘2’ for living with 

only non-relatives, a ‘3’ for living with spouse, and a ‘4’ for living with relatives. For 

this study, ‘2’ and ‘4’ were combined to a ‘2’, so the higher score again indicated a close 

relationship.

Family size was measured by how many people including the participant were 

living in a family. The family size and the total number of living children were indicated 

by the exact number in the SF dataset and were used in that manner.

The proximity of children and family members other than children was measured 

by how quickly a child or family member could get to participants’ homes. The data 

were recoded in the SF dataset. A ‘1’ is for less than one hour, a ‘2’ is for 1-96 hours.
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and a ‘3’ is for 97 or more hours. Then, the score was reversed so that higher scores 

indicated that it would take less time for children or family members to get to 

participants’ home or had closer proximity with their children or family members.

Contact with family members was indicated by how often participants saw 

children and family members, how often they talked on the phone with children and 

family members, and how often they got mail from children and family members. Each 

of these three items is recoded as a ‘ 1’ is for less than once a month, a ‘2’ is for 1 to 90 

times a month, and a ‘3’ is for more than 91 times or more a month. The higher the 

number, the greater the interaction between participants and children or family members 

was thought to be.

Children or family members other than children or a spouse who routinely give 

money to help pay bills for the participant was measured by a ‘ 1’ for ‘yes’ and ‘2’ for 

‘no’. Scores were reversed so that high scores indicated that participants received 

financial help from children or family members.

The literature indicated that those who have more living children tend to complete 

ADs (Eleazer et al., 1996) while other studies indicated that those who have more social 

support or have closer proximity to their children or family members tend to be less 

likely to complete ADs (Colenda et al., 1998; Hoffmann et al., 1997). For the purpose of 

this study, the interdependence mode scale has two subscales and one single item. The 

subscale reflected the close family relationship or family structure and it included the 

marital status, living arrangement, family size, the proximity of children and family 

members, and contact with children and family members. The second subscale was the 

financial support from children and family members. The single item was the number of
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living children. Last, the two subscales and one single item were totaled for the 

interdependence mode scale. The higher the score on the interdependence mode, the 

stronger the family relationships were presumed to be. The constructed scale was tested 

with and without the ‘financial assistance’ items, as this may not have been an indicator 

of strong relationships but rather of financial need.

Decision-Making Responses

Decision-making responses were operationalized as having expressed a desire for 

limited comfort but no extreme care or having a written AD for this study. Although most 

studies use completion of ADs as the measured variable, verbally expressing to family 

members or relatives desire about ADs can be just as important as having written ADs.

Items in the DF dataset ask if discussion on EOT care occurred, if so, to what 

degree, and if ADs have been signed or not. Participants answered a ‘ 1’ for yes and a ‘2’ 

for no for each of the following five items: (a) expressing desire for all care possible, (b) 

expressing desire for limited care, (c) expressing desire for comfort care but not extreme 

care, (d) having written instruction on ADs, and (e) having signed a durable power of 

attorney. These five items was transformed into an ordinal scale for this study. Thus, a 

‘ 1 ’ was for those who neither discussed EOL care nor signed ADs, a ‘2’ was for those 

who discussed EOL care but did not sign ADs, a ‘3’ was for those who singed an AD but 

did not discuss EOL care with their family, and a ‘4’ was for those who discussed EOL 

care with their family as well as signed an AD.
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Plan for Data Management 

Before data analysis, the statistical assumptions for path analysis were verified. 

The data cleaning process included treating values in the dataset classified as ‘unknown’, 

‘don’t know’, ‘refused’, ‘uncertain’, and ‘blank’ as missing data.

Path analysis was used to identify the direct and indirect effects of the study 

variables on the dependent variable of AD completion. The decision-making response 

path model (Figure 4) evolved from Figure 2 and was used as a blueprint for the data 

analysis.
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CHAPTER IV 

Results

The results of the data analysis are presented in this chapter. First, the sample 

characteristics are presented, followed by a discussion of the items and scales used to 

measure concepts in Roy's model. Next, the data analysis and the path model are 

examined. Last, the final path model is presented.

Sample Characteristics 

As shown in Table 1, the mean age of the participants was 80.38 years old. The 

data on age was based on the information collected in the first interview (SOA II, 1994) 

because age at death was not available in the second database. Of the 938 participants, 

460 (49%) were male, 478 (51%) were female, and 828 (88%) were Caucasians. More 

than half of them (53%) had at least high school education. About 480 (51%) were 

married and living with their spouses, and 295 (31%) lived alone. The rest 163 (17%) 

lived either with their relatives or non-relatives. The most common family size was two 

people per household (51%). About 256 (27%) of participants did not report their 

household income. For those who did report their income, 396 (58%) had a household 

income less than $20,000. Nearly 934 (99.6%) had some sort of health insurance.

41
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Table 1

Demographic Characteristics

Characteristic N (Percent)

Age (Range=70-99, M=80, SD=6.84) 938

Gender

Male 460 (49 .0 )

Female 478 (51 .0 )

Race

White 828 ( 88.3 )

Black 93 ( 9.9)

Others 17 ( 1-8)

Education Level

None, kindergarten only 7 ( 0.7)

1-8 years 265 (28.3 )

9-11 years 141 (15.0)

12 years 301 (32.1)

1-3 years college 105 (11.2)

4 years (college graduate) 54 ( 5.8)

5+ years (post-college) 37 ( 3.9)

Marital Status

Married, living with spouse 481 (51.3)

Widowed 357 (38.1)

Divorced 38 ( 4.1)

Never married 37 ( 3.9)

Married, not living w/ spouse 12 ( T 3)

Separated 4 ( 0.4)

(Table 1 Continues)
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Characteristic N (Percent)

Living Arrangement

Living with spouse 480 (51.2)

Living alone 295 (31.4)

Living with relative 154 (16.4)

Living with non-relative 9 ( 1.0)

Family Size

One person 304 (32.4)

Two persons 481 (51.3)

Three persons 90 ( 9.6)

Four persons 34 ( 3.6)

Five to ten persons 29 ( 3.1)

Household Income

< 5,000 23 ( 3.4)

5,000 -  6,999 44 ( 6.5)

7,000 -  9,999 83 (12.2)

10,000- 14,999 142 (20.8)

15,000- 19,999 104 (15.2)

20,000-24,999 73 (10.7)

25,000 -  34,999 92 (13.5)

35,000 -  49,999 62 ( 9.1)

$50,000 or more 59 ( 8.7)

Did not report 256 (27.3)

(Table 1 Continues)
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Characteristic N (Percent)

Health Insurance (Assigned score)

No insurance (0) 4 ( 0.4)

Medicaid only (1) 3 ( 0.3)

Medicare only (2) 722 (76.9)

CHAMPUS, VA only (3) 2 ( 0.2)

Private only (3) 6 ( 0.6)

Medicare + Medicaid only (3) 145 (15.5)

Medicare + CHAMPUS, VA (5) 51 ( 5.4)

CHAMPUS, VA + Private (6) 1 ( 0.1)

CHAMPUS, VA + Medicare + 4 ( 0.4)

Medicaid (6)
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Scale Construction and Analyses

As noted in Chapter III, each concept was to have been measured by certain items 

from the original database thought to correspond with Roy's adaptation model. The 

original plan for measurement is stipulated here, and changes made to the instrument are 

explained. Each constructed scale was tested for reliability except for those with three 

items or less. When appropriate, factor analysis was used to assist in making the final 

decisions on which items would remain in a given scale (Table 2). Finally, the ranges, 

means, and standard deviations are presented for each instrument (Table 3). The items 

and measures are all shown in the Appendix B.

Focal Stimulus

Only two items, number of hospitalization and number of nursing home 

admission were used to measure the focal stimulus. Of the 938 participants, the range for 

number of hospitalizations was 0 to 24, and the mean was 2.30 (SD = 2.00). The range 

for nursing home admissions was 0 to 4, and the mean was 1.13 (SD = .50). The range 

for the 2-item focal stimulus scale was 0 to 24, and the mean was 2.51 (SD = 2.09). 

Contextual Stimuli

Health insurance status, household income, and satisfaction with healthcare were 

used to measure the contextual stimuli.

Health insurance status was scored so that the higher the number, the more 

insurance participants had. One point was given for those who had Medicaid, and two 

points were given for having Medicare. Having military (CHAMPUS, VA) insurance 

and private insurance were each awarded three points. The range for health insurance 

status was 0 to 6, and the mean was 2.34 (SD = .80) indicating that the majority had at
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least some kind of insurance coverage. Nearly all (99.6%) of them were covered by 

some health insurance that varied from Medicaid, Medicare, to military insurance or 

private insurance. Only four participants had no health insurance. Of those who had 

insurance, 922 of them (98.3%) had at least Medicare coverage.

Only 682 (73%) of the participants reported their household income. Of those 

who reported, more than half of them (58.1%) had less than $20,000 annual household 

income. The range for household income was 1 to 9, and the mean was 5.22 (SD = 2.15), 

which translates to mean of between $15,000 to $19,999 household incomes. Two out of 

four uninsured participants had incomes less than $9,999. One uninsured person was in 

the income bracket of more than $50,000, and the other one did not report income.

Satisfaction with the healthcare system was measured with items that included 

whether or not the participants got the care they needed and the satisfaction rating they 

gave to their physicians. One point was given for those who did not received the needed 

medical care and two points were awarded for those who received the needed medical 

care. The range for getting the care they needed was 1 to 2, and the mean was 1.99 (SD = 

.10) which indicates that most got the care they needed. The range for satisfaction rating 

for their physicians was from '4' for excellent, '3' for good, '2' for fair, to T' for poor. The 

mean was 3.45 (SD = .64) which suggests that most rated their physicians as good to 

excellent. The sum for the two item satisfaction with healthcare scale was 1 to 6. The 

mean score was 4.80 (SD = 1.46). This indicates high satisfaction with healthcare for 

most participants.

As proposed in Chapter III, if health insurance was found to correlate with 

household income, the two scores would be added together. When the correlation was
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performed, health insurance and household income had an inverse relationship and were 

not significantly correlated (r = -.05, p = .16). Therefore, health insurance, household 

income, and the two-item satisfaction with healthcare scale were used as individual 

variables to measure contextual stimuli.

Residual Stimuli

Age, race, education, and gender were defined as residual stimuli. Each were 

studied as individual variables. The descriptive data on age, gender and race were 

presented in Table 1.

Education level. Most of the participants had less than a college education 

(78.5%). The range on education was 1 to 7 with a T  for none or kindergarten only, ‘2’ 

for elementary school, ‘3’ for high school, ‘4’ for high school graduate, ‘5’ for college 

education, ‘6’ for college graduate, and ‘7’ for postgraduate education (Appendix B).

The mean score was 3.60 (SD = 1.40). This indicates that average years of education 

were between 9 to 11 years.

Adaptive Mode

Physical mode. Questions concerning activities of daily living (ADLs), history of 

falls, and the presence of certain diseases were summed to indicate the physical mode.

On the ADL scale, the higher the score, the more limited the person was in 

activities. With the possible range of 3 to 15, the mean ADL score was 5.98 (SD = 3.52). 

A mean score of 5.98 suggests that majority had few limitations on physical function. In 

addition, nearly half of the participants (44%) reported no limitations on activity of daily 

living.
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The range of the fall scores was 1 to 3, and a higher score indicated more falls. 

The mean was 1.78 (SD = .89). Of those who responded to the questions, 474 of them 

(52.9%) did not have a fall, 147 of them (16%) had one fall, and 275 (31%) had more 

than one fall.

The number of diagnoses for each respondent was summed. For example, 

someone with a diagnosis of cancer and hypertension would receive a score of 2, With 

the possible range of 0 to 10, the actual range of number of diagnoses was 0 to 8, and the 

mean score was 3.19 (SD = 1.53).

ADL score, fall score, and number of diagnoses were added together to create a 

physical mode score. The higher the score, the more physical problems individuals had. 

The reliability for the entire physical mode scale (ADL, fall, and diagnosis) was .72 

(Cronbach's alpha).

Self-concept mode. This is a one-item measure measuring the global rating of 

perception about one's physical health. The range of this scale was 1 to 5, where a 'T  

indicated poor health to a '5' indicated excellent health. The mean score was 2.62 (SD = 

1.17). Most participants rated their health status as good. Only 20.6% (N =191) reported 

their health as poor.

Role function mode. Three items were to have been used to measure this mode. 

As noted in Chapter III, working status, doing volunteer work, and being retired due to 

health problems were to be added to create a role fimction mode scale. Analysis 

indicated that all those who answered 'yes' to 'being retired due to health problem' also 

answered 'no' to 'still working.' Because 'still working' had a higher correlation
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coefficient with doing volunteer work (r = .10, p = .00), the item on 'retired due to health 

problem' was removed.

The range of the 2-item role function scale was 1 to 4. The higher the score, the 

more social contact through work the person was presumed to have had. The mean score 

for the role-function mode (the summation of still working and doing volunteer work) 

was 2.03 (SD = .49).

Interdependence mode. The instrument was originally constructed from 14 items. 

Evaluation of the items numbered 53 to 60 in the codebook (see Appendix C) indicated 

that those items were problematic and should be removed. For example, some items 

addressed the response time of their children, how often they saw their children, and 

frequency of talking with their children. None of these items were appropriate questions 

for respondents who lived with their children. Therefore, those items were eliminated 

from the scale. The remaining six questions (items 49 to 52 and items 61 to 62) were 

marital status, living arrangement, size of the family, number of children, and financial 

assistance from children or family members. In order to avoid item redundancy, bivariate 

correlations were performed. If the bivariate correlation for any two items was greater 

than .80, it suggested that the two items shared at least 64% of their variance with each 

other (Munro, 2000a). This would indicate that one of the items was redundant and 

should be removed. The bivariate correlations indicated that only marital status items 

and living arrangement had a correlation higher than .80 (r = .92, p = .00). Thus, these 

two questions shared 81% of the variance. Factor analysis was performed and showed 

marital status had a lower loading than living arrangement. Therefore, marital status was 

eliminated. The original plan for measuring the interdependence mode included items on
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family structure and financial assistance received from children and family members. 

Factor analysis was performed again on the remaining items in order to identify the 

presence of more than one dimension (factor) in the constructed scale (Table 2). 

Table 2

Factor Loading Matrix fo r  the Interdependence Mode

Items Factors

I II h '

1. Living arrangement -.17 .85 .75

2. Size of family .26 .78 .68

3. # of living children .33 .31 .20

Variables 4. Financial assistance .80 -.05 .64

(children)

5. Finaneial assistance .78 .10 .62

(family)

Eigenvalue 1.45 1.44

% of variance .29 .29

As shown in Table 2, there were two principal factors using varimax rotation.

The eigenvalues indicated that approximately 29% of total variance is accounted for by 

the first factor and 29% by the second factor (financial assistance). Items 1 to 3 refer to 

family structure, and items 4 and 5 refer to finaneial assistance, both of which make 

conceptual sense. Family structure was the sum of living arrangement, size of the family, 

and number of living children. The higher the score, the more family members or people 

in the household they had.
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For living arrangement, the potential score was 1 to 3 with a '1' indicating living 

alone to '3' indicating living with spouse. The size of the family and the number of living 

children were the actual number reported by the participants. As mentioned above, the 

most common size of the family was two. The actual range for family structure was from 

2 to 45 and the mean was 6.92 (SD = 3.62). It should be noted here that few participants 

indicated that the total number of living children was more than 13, and all participants' 

responses were included for this study.

For the two financial assistance items, a '1' was a no assistance received and a '2' 

was assistance received. The range for the financial assistance scale was from 1 to 4.

The mean was 1.84 (SD = .59) suggesting that the majority of participants did not receive 

financial assistance from either children or family members.

These family structure and financial assistance items were totaled to equal a five- 

item scale measuring the interdependence mode. The higher the score, the more 

physically close family members were assumed to be and the more financial support from 

family members they had.

The range for the interdependence mode was from 2 to 49 and the mean was 8.71 

(SD = 3.93). The reliability for the entire interdependence mode scale was .25 

(Cronbach's alpha).

Decision-making responses. The items on decision-making responses were also 

modified. The original five items were reassessed, and only two core questions 

remained. The original scale was to assign those who wanted all care possible to a lower 

number and to assign those who desired either limited care or comfort care a higher 

number. However, the core concern of implementing ADs is to allow individuals to
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exercise their right to make a decision on their own cnd-of-lifc carc. Thus, no one 

decision is better than the other as long as the right to decide is exercised. Therefore, 

those who had neither a living will nor a durable power of attorney were assigned 'T and 

those who had either a living will or a durable power of attorney or had signed both 

documents were assigned '2.'

The range for the decision-making response scale was from 1 to 2. The mean 

score was 1.57 (SD = 0.49) indicating that more than half of them had signed ADs. The 

descriptive data indicated that 56% of the participants had completed either one or both 

documents (living will or durable power of attorney).
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Table 3

Descriptive Statistics for Variables in the Model

Variable Possible
Range

Obtained
Range

M (SD)

Focal stimulus

Number of hospitalizations NA 0 - 2 4 2.30 (2.00)

Number of NH admissions NA 0 -  4 1.13 (.50)

Total NA 0 - 2 4 2.51 (2.09)

Contextual stimuli

Health Insurance 0 - 8 0 -  6 2.34 (0.80)

Household income 1 -  9 1 -  9 5.22 (2.15)

Satisfaction with HC 2 - 6 1 -  6* 4.88 (1.34)

Residual stimuli

Education 1 -  7 1 -  7 3.60 (1.40)

Physical mode

ADL score 3 -  15 0 -1 5 * 5.98 (3.52)

Fall score 1 -  3 1 -  3 1.78 ( -89)

# of Diseases 0 - 1 0 0 -  8 3.19 (1.53)

Total 4 - 2 8 0 -  25* 10.87 (4.45)

Self-concept mode 1 -  5 1 -  5 2.62 (1.17)

Role function mode 2 -  4 1 -  4* 2.03 ( -49)

Interdependence mode

Family structure NA 2 - 4 5 6.92 (3.62)

Financial assistance 1 -  4 1 -  4 1.84 ( .59)

Total NA 2 - 4 9 8.71 (3.93)

Decision-making responses 1 -  2 1 -  2 1.57 ( -49)

*Not all participants answered all items, thus a 'O' represents non-response.

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



54

Path Analysis

The data set for this study contained 938 cases. All variables except the 

categorical variables (race and gender) were continuous and normally distributed. The 

assumptions of normal distribution, homoscedasticity, and linear relationships were met 

for the multiple regressions.

Three unique assumptions to path analysis were also verified. The relationships 

between two observed variables in the model must be significant. The flow of causation 

in the model must be recursive or unidirectional. All variables in the model but race and 

gender are measured on an ordinal level.

Path Analyses and Reduced or Modified Model

Six endogenous variables (focal stimulus; the physical, self-concept, role- 

function, and interdependence mode; and decision-making response) along with seven 

exogenous variables (insurance, household income, satisfaction with healthcare, age, 

gender, race, and education level) were included in the original model. First, the 

bivariate correlations were examined to give a sense of which variables might be 

important. Next, a multiple regression with all variables predicted by the theoretical 

model was performed. By using multiple regressions, spurious relationships could be 

identified and then eliminated. Multiple regressions were performed again with only 

those significant variables entered to obtain the coefficients for the significant paths.

Last, the final model with all path coefficients is presented.
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Assessing Contributors to the Focal Stimulus

Bivariate relationships o f the focal, contextual, and residual stimuli. Table 4 

shows the bivariate relationships of contextual, residual, and focal stimulus. Pearson's 

correlation coefficients were calculated to assess bivariate relationship among the 

independent variables and the focal stimulus. As shown in Table 4, only gender (r = .08, 

p = .02) and age (r = -.07, p = .03) were significantly related to the focal stimulus. 

Although gender and age were significantly related (r = .12, p = .00) to each other, this 

correlation coefficient could not be interpreted meaningfully. It only suggests that female 

participants were older than male participants. Munro stated that r-value less than .49 

was low and an r-value less than .25 indicated little if any correlationship existed (Munro, 

2000a).

Multiple regressions fo r  identifying predictors to the focal stimulus. First, a 

multiple regression including all contextual and residual stimuli as dependent variables 

was performed. The result of this multiple regression (all variables entered 

simultaneously) is shown in Table 5 and indicates that only gender had a direct influence 

on the focal stimulus (P = .09, p = .04). This suggested that gender should be entered as 

an independent variable to the focal stimulus for the next multiple regressions to obtain a 

path coefficient. However, age should also be entered along with gender as another 

independent predictor because it too was significantly correlated to the focal stimulus.
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Table 4

The Bivariate Correlation of Contextual Stimuli and Residual Stimuli to the Focal Stimulus

Variables Focal
stimulus

Having
Insurance

Household
Income

Satisfaction 
with HC

Race Gender Age

Focal stimulus

Having Insurance .02

Household Income -.03 -.06

Satisfaction with HC .20 -.03 .10**

Race .04 .03 -.10** -.01

Gender .08* -.08* - 12** .05 -.01

Age -.07* -.04 - -.08* -.04 .12**

Education Level .01 -.06* .37** .05 -.13** -.05 -.12**

* p < .05 (one tail)

** p < .01 (one tail)

0\
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Table 5

Multiple Regression Analysis for Contextual, Residual Stimuli to the Focal Stimulus (N -  

938)

Outcome Variable Predictor Variables B p Adj.R^

Multiple regression analysis (all predictors)

Focal stimulus Health insurance .03 .44

Household income -.03 .51

Satisfaction with HC .02 .65

Age -.06 .18

Gender .09 .04*

Race .05 .31

Education level .02 .74

'=p<.05.

.00

Multiple regression analysis (only significant predictors)

Focal stimulus Gender .08 .03*

Age -.08 .04*

.01
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The result of the second multiple regression only including those significant 

variables predicted by the first multiple regression (gender and age were entered 

simultaneously) shown in Table 5 indicates that both gender (P = .08, p = .03) and age (P 

= -.08, p = .04) were significant predictors to the focal stimuli. Therefore, both gender 

and age remained in the path as predictors to the focal stimulus.

Assessing Contributors to the Four Adaptive Modes

Bivariate relationship o f  the adaptive modes to the focal stimulus. According to 

the original model, the focal stimulus should be related to all four adaptive modes. First, 

the relationships among the four adaptive modes were examined. Roy's adaptation model 

does not provide specific directional relationships among the four modes. Instead, the 

original path model predicted overlapping relationships among the four adaptive modes. 

For this study, it seemed reasonable to predict that the physical mode would negatively 

affect perceptions about health and negatively affect the likelihood of still working or 

doing volunteer work. In turn, those who perceived their health to be poor were expected 

to be more likely to be dependent on others and less likely to work or do volunteer work. 

As shown in Table 6, the physical mode was significantly related to self-concept mode (r 

= -.24, p = 00) and role-function mode (r = -.18, p = 00). The self-concept mode was also 

significantly related to the role function mode (r = .14, p = 00) and the interdependence 

mode (r = -.09, p = 00). The bivariate relationships between the focal stimulus and the 

four modes were assessed. Table 6 indicates that the focal stimulus was significantly 

related to the physical mode (r = .28, p = 00) and the self-concept mode (r = -.07, p -  

.02).
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Table 6

The Bivariate Correlation of the Focal Stimulus and Four Adaptive Modes

Variables Focal
stimulus

Physical
mode

Self
concept

Role
function

Focal stimulus

Physical mode .28**

Self concept -.07* -.24**

Role function -.06 - 18** 24**

Interdependence .04 .04 -.09** .02

* p < .05

**p<.01

Multiple regressions for identifying predictors to the four modes. Each of the 

four modes was regressed in turn onto the focal stimulus and the other modes predicted 

by the path model (see Figure 4). As shown in Table 7, the focal stimulus contributed 

directly only to the physical mode (P = .28, p = .00). When self-concept, role function, 

and interdependence modes were regressed on the focal stimulus, the focal stimulus was 

no longer a significant predictor to the self-concept mode.

The interrelationship of the four modes was also verified by multiple regression. 

As shown in Table 7, the physical mode had an inverse relationship with self-concept 

mode (P = -.24, p = .00) and the role function mode (P = -.16, p = .00). The self-concept 

mode has a positive relationship with the role function mode (P = . 11, p = .01). The 

interdependence mode did not predict role fiinction (P = .03, p = .40) nor did the focal
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stimulus contribute to the interdependence mode (3 = .03, p = .36). These results indieate 

that the paths between the focal stimulus to the three adaptive modes (self-concept, role 

function, and interdependence modes) and the interdependence mode to role function 

were not significant as theorized in the original path model. The bivariate correlation 

table (Table 6) and multiple regression results suggest that there were two more 

significant paths than were originally predicted. One path was between the self-concept 

mode and interdependence mode and the other was the path between the physical mode 

to role function mode. Therefore, two additional multiple regressions were performed 

(Table 7). As shown in Table 7, the self-concept mode was a significant predictor to the 

interdependence mode (P = -.09, p = .01) and the role function mode (P = .10, p = .00). 

The physical mode contributed to both the self-concept mode (P = -.24, p = .00) and the 

role-function mode (P = -.16, p = .00).
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Table 7

Multiple Regression Analysis for Focal Stimulus to the Four Modes (N -  938)

Outcome Variable Predictor Variables B P Adj.R^

Multiple regression analyses (all predictors)

Physical Mode Focal stimulus .28 .00*

.07

Self-Concept Mode Focal stimulus -.01 .81

Physical mode -.24 .00*

.06

Role-Function Mode Focal stimulus -.01 .77

Physical -.14 .00*

Self-coneept .11 .01*

Interdependence .03 .39

.03

Interdependence Mode Focal stimulus .03 .36

Self-concept Mode -.09 .01*

.00

Multiple regression analyses (only significant predictors)

Physical mode Focal stimulus .28 .00* .07

Self-concept mode Physical mode -.24 .00* .06

Role-function mode Self-concept mode .10 .00*

Physical mode -.16 .00*

.04

Interdependence mode Self-concept mode -.09 .01* .01

*p < .05
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It is worth noting that some variables with a statistically significant relationship to 

the dependent variable became non-significant predictors after entering into the multiple 

regressions with other independent variables. For example, the focal stimulus was 

significantly related to self-concept mode; however, it became a non-significant predictor 

once it was entered with the physical mode into the multiple regression. This indicates 

that the focal stimulus had a spurious relationship with self-concept mode and that 

relationship was confounded by the physical mode (Munro, 2000d). Pedhazur and 

Kerlinger (1982a) stated that one advantage of using multiple regression as opposed to 

bivariate correlation is that multiple regressions can bring out those spurious 

relationships.

Assessing Contributor to Decision-Making Responses

Bivariate relationships o f the adaptive modes to the decision-making responses on 

ADs. The relationships between the four adaptive modes and decision-making responses 

were examined. As shown in Table 8, the physical mode and interdependence mode 

were both significantly related to decision-making responses to ADs.
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Table 8

The Bivariate Correlations o f Four Adaptive Modes and Decision-Making Responses

Variables Physical
mode

Self
concept

Role
function

Interdependence
mode

Physical mode

Self concept -.24**

Role function -.18**

Interdependence .04 - 09** .02

Decision-making -.02 .03 - 10**

* p < .05 (one tail)

**p<.01 (one tail)

Multiple regressions for identifying predictors to decision making responses. 

First, all four modes were entered into the multiple regressions. As shown in Table 9, 

decision-making response is influenced by the physical mode (p =.20, p = .00), role 

function (P =.07, p = .03) and the interdependence mode (P =-.10, p = .00). The self- 

concept mode was not a significant predictor to decision-making responses (P =.01, p = 

.86). A second multiple regression analysis was again performed and only the physical, 

role function, and interdependence mode were entered as independent variables (Table

9).

Some variables with no statistical significant relationship to the dependent 

variable become signifieant predictors to the endogenous variables after entering into the 

multiple regressions with other predictors. For example, the role-function mode was not
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significantly related to the decision-making response but became a significant predictor 

to the decision-making response once it entered into the multiple regressions with other 

adaptive modes.

Table 9

Multiple Regression Analysis for the Four Modes to Decision Making Responses (N = 

938)

Outcome variable Predictor variables 13 p Adj.R^

Multiple regressions analysis (with all predictors)

Decision-making Physical mode .20 .00*

Responses Self-concept mode .01 .86

Role function .07 .03*

Interdependence mode -.10 .00*

‘'p < .0 5 .

.05

Multiple regressions analysis (only significant predictors)

Decision-making Physical mode .19 .00*

responses Role function mode .07 .04*

Interdependence mode -.11 .00*

.05
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Reduced and Modified Path Model

First, those paths that were not significant in the original model were deleted. The 

path from the self-coneept mode to the interdependence mode was added because a priori 

theoretical framework supported this path. Munro (2000b) noted that a path with a priori 

support of a theoretical framework can be added. The final path model is shown in 

Figure 5.
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According to the modified model, six endogenous variables remain when 

compared to the original path model. The path coefficients in Figure 5 were obtained by 

six multiple regressions as described in the analyses. To reiterate, these six multiple 

equations are as follows:

1. The focal stimulus was regressed onto gender and age.

2. The physical mode was regressed onto focal stimulus.

3. The self-concept mode was regressed to the physical mode.

4. The role-function mode was regressed to the self-concept and physical modes. 

This is an added path from the original path model in Chapter III.

5. The interdependence mode was regressed to the self-concept mode. This is 

also an added path from the original path model in Chapter III.

6. The decision-making response was regressed on the physical, role function 

and interdependence modes.

Predictive variables were entered simultaneously for each dependent variable in 

these six multiple regressions Table 10. Standardized betas or path coefficients are 

reported with p at the .05 level for the final model.
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Table 10

Path Coefficients in the Final Model (N = 938)

Outcome Variable Predict Variables 13 P Adj.R'

Focal stimulus Gender .08 .03*

Age -.08 .04*

.01

Physical mode Focal stimulus .28 .00* .07

Self-concept mode Physical mode -.24 .00* .06

Role-function mode Self-concept mode .10 .00*

Physical mode** -.16 .00*

.04

Interdependence mode Self-concept mode** -.09 .01* .01

Decision-making responses Physical mode .19 .00*

Role-function mode .07 .04*

Interdependence mode -.11 .00*

.05

* p ^  0.05.

Table 10 indicates that the physical, role function, and interdependence modes 

jointly explain 5% of the variance in predicating decision-making responses related to 

ADs (adjusted = .05). The physical and self-concept modes explain 4% of the 

variance in role-function mode. The physical mode explains 6% of the variance in the 

self-concept mode. The self-concept mode explains only 1% of the variance in the 

interdependence mode. The focal stimulus explains 7% of the variance in the physical 

mode. Age and gender jointly explain 1% of the variance in the focal stimulus. This 

suggests that the variance explained by the study variables is not very strong.
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Using the path coefficients obtained in Table 10, the direct and indirect effects of 

the independent variables to the outcome variable (decision-making responses) were 

calculated to compare with the bivariate correlations to confirm the soundness of the final 

model. The effect between age and gender to the focal stimulus is simply the bivariate 

correlation (r) (Munro, 2000c). The effect between the focal stimulus and the physical 

mode is also a bivariate correlation. Although the beta values for age and gender do not 

match their respective correlation coefficients, the values remain very close (age P= -.08, 

p = .04; r = -.07, p = .07) and (gender P= .08, p = .03; r = .08, p = .04).

The process of calculating the direct and indirect path causal effects is shown in 

Table 11.

First, Figure 5 was used to identify the values of the paths that needed to be 

multiplied to determine the values for the compound paths (i.e. more than one path). Only 

decision-making response had compound paths. These paths were from the three 

adaptive modes (the physical, role function, and interdependence modes), therefore, 

decomposition of the bivariate correlations between each mode and the decision-making 

responses was performed. Each bivariate correlation coefficient was decomposed into 

three components: the direct, indirect, and non-causal effects. Both direct and indirect 

effects are causal effects. Pedhazur (1982b) stated that one advantage of using path 

analysis is being able to utilize the decomposition of bivariate correlations. 

Decomposition elaborates both the relationship between the variables and the pattern of 

the causal effect of one variable on the other. Table 11 shows each independent variable 

and the values (path coefficients) for direct, indirect, and non-causal effects on decision

making response related to ADs. Wright's components of a correlation method (as cited
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in Munro, 2000c) were used to calculate the direct, indirect, and causal effects of the 

independent variables on decision-making response related to ADs. Table 11 shows the 

numerical values of the direct, indirect, and non-causal effects for each correlation 

coefficient. As shown in Table 11, the value of the total effect (including causal and non- 

causal) from the physical mode to decision-making response was the same as the 

bivariate correlation coefficient between the physical mode and decision-making 

responses (.17). The value of the total effect from the role-function mode to decision

making response and the bivariate correlation coefficient between the two were also 

equal (.03). The total effect of the interdependence mode to decision-making response 

and the bivariate correlation coefficient of those two was also the same (-.10). This 

suggested that the paths identified in the model are supported by the data.
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Table 11

Calculating the Direct and Indirect Causal Effects o f Independent Variables

r = Direct + Indirect + Non-causal Total effect +
non-causal

Effects from the physical mode on decision-making response

Tp,d Pd,p + (Ps,p)(Pr,s)(Pd,r) + + None

(Ps,p)(Pi.s) (Pd,i) +

(Pr,P)(Pd,r) -
.17 - .19 + (-.24)(.10)(.07) + + None

(-.24X-.09) (-.11) +

(-.16) (.07)

.17 = .19 + -.02 + None .17

Effects from the role function mode on decision-making response

r̂.d = Pd,r + None + (P,s) (Ps,p) (Pd,p) +

(Pr,p) (Pd,p)

.03 = .07 + None + (.10)(-.24)(.19) + (-

.16) (.19)

.03 = .07 + None + -.04 .03

Effects from the interdependence mode on decision-making response

ri.d Pd.i + None + (Pi,s) (Ps,p) (Pd,p)

-.10 = -.11 + None + (-.09)(-.24)(.19)

-.10 = -.11 + None + .004 -.106
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The results indicate that the direct effect of the physical mode had the greatest 

effect (. 19) on the decision-making responses. Thus, more physical impairment predicts 

more AD completion (direct influence). The correlation coefficient between the physical 

mode and the decision-making responses was 0.17. The total effect from the physical 

mode to the decision-making responses was .17. Here, the total effect from the physical 

mode to the decision-making responses was reduced because of the negative indirect 

effect from the compound paths on the decision-making responses. The physical mode 

had indirect effects through its influence on perception about one’s health and role- 

function. Although the indirect effect is very small (-.02), more physical impairment 

predicts poorer perceptions about one's health, which in tum leads to less likely to 

function in roles such as continuing to work or doing volunteer work. Those who are less 

likely to continue working or do volunteer work are less likely to complete ADs. In 

addition, those who perceived their health as poorer were more likely to get help from 

their children or family and were less likely to sign an AD.
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CHAPTER V 

Discussion

This chapter begins with a general discussion on the advantages and 

disadvantages of using secondary data encountered during this study. Next, there is a 

discussion on findings from this study. It is followed by the implications for theory 

development and nursing practice. Finally, suggestions for future nursing research are 

provided.

Using Secondary Data

The advantage of using a secondary database is that it contains an abundance of 

information, provides a large sample size, and allows for the collection of hard-to-get 

data such as that needed for this study. However, the problems encountered are also 

worth noting.

It took an enormous amount of time to extract the pertinent data needed for the 

study. The dataset selected for this study had more than 500 survey items. Items selected 

for this study came fi'om questions collected at different points of time because the 

original study was longitudinal, and the data were collected over the period of 14 years. 

To merge all the items needed for the present study required matching items fi'om one 

dataset into a master dataset using participants' identifiers. After merging, all data in the 

master dataset had to be converted from SAS format to SPSS format in order to be 

analyzed in the SPSS software.

Scale construction was also challenging. The national database is used to tap 

multiple broad areas while using only a few questions. The questions included in the

73
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national study to measure functional status only partially utilized the Katz index of 

independence in aetivities of daily living (Katz & Akpom, 1976). Therefore, the 

instrument measuring this one concept could not be as robust as when using the eomplete 

instrument. In addition, some of the concepts for this study were measured by selecting 

items that related to the conceptual definitions used in this study and were constructed as 

new scales. Single items were used to measure other concepts. The construction of new 

scales was complieated by some items appearing to fit the conceptual definition initially 

but later becoming problematic. An example of this was the questions related to how 

often children or family members telephoned. The dataset did not separate those who 

had no telephone eontact from those who lived with their children or family.

Findings

The Final Model

This study indicated that the physical, role function, and interdependence modes 

explained 5% of the varianee on decision-making responses through direet effeets on 

decision-making response on AD eompletion. The fourth mode, self-coneept mode, had 

only an indireet effeet through the interdependence and the role funetion modes. The 

physical mode had the most positive effect on decision-making responses. Greater 

physieal impairment was related to more AD eompletion. In addition to its direet effect, 

the physical mode indirectly influenced the decision-making responses through the other 

three adaptive modes. Here, the greater the physical impairment, the less likely the 

person was to work or do volunteer work, and the less likely to complete ADs. Further, 

those with greater physical impairment were less likely to perceive their health as good 

(self-concept mode), and in tum, more likely to rely on their children and family
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(interdependence mode) if they were available. If children or family members were 

available, ADs tended not to be completed. Similarly, if participants perceived their 

health as poor (self-concept mode), they were less likely to continue to work or do 

volunteer work (role function mode), in tum, were less likely to complete ADs.

Of all proposed stimuli, only two of the residual stimuli (age and gender) were 

significant contributors to the number of hospital and nursing home admissions (focal 

stimulus). None of the contextual stimuli were found to be significantly related to the 

number of hospital and nursing home admissions.

Focal Stimulus

At every hospitalization and nursing home admission, individuals are required to 

be informed of the availability of ADs. Presumably, such information on ADs would be 

more meaningful to them at those times. It was thought that a greater number of 

hospitalization and nursing home admissions would affect adaptive modes, which in turn 

would positively affect responses to signing ADs. According to the model, the focal 

stimulus was directly and positively related only to activities of daily living, number of 

falls, and number of diagnoses (i.e. the physical mode). More hospitalization and nursing 

home admissions predicted more deficits in physical impairment. The more the physical 

impairment, the more ADs were completed.

Berrio and Levesque (1996) stipulated that hospitalization could precipitate the 

process of decision-making on AD's. Other studies also indicated that those who had a 

recent hospitalization were more likely to complete ADs than those who had not been 

hospitalized (Heffner & Barbieri, 2000; Lamont & Siegler, 2000). This dissertation study 

supports these reports but only these decrements in physical function. It is logical to
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expect that more hospitalization and nursing home admissions would be due to or result 

in more physical impairment, and more physical impairment should make individuals 

more aware of issues and more receptive of AD information.

Contextual Stimuli

Contextual stimuli were expected to influence decision-making responses 

indirectly through the influence on the focal stimulus. Here, the contextual stimuli of 

health insurance status, household income, and satisfaction with healthcare were not 

related to the number of hospitalization and nursing home admissions. The application of 

Roy's Adaptation Model in this study did not support a direct path from these factors to 

the decision-making responses on ADs either. Regardless, separate multiple regressions 

were performed to see if these factors (independent variables) might directly influence 

the decision-making responses (dependent variable) but no significant relationships were 

found. It should be noted, however, that nearly 99.6% of the participants had some 

medical insurance and 98.3% had at least Medicare coverage so that little variance 

resulted for the insurance scale.

This finding does not support findings reported in some studies. Mezey et al. 

(2000) found that those who had higher incomes and more insurance coverage were more 

likely to complete ADs. Rosnick (2003) identified factors associated with AD 

completion as being older and in a high-income bracket. Bradley et al. (1998) found that 

residents who reported more trust in the medical system were more than five times as 

likely to complete ADs.
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Residual Stimuli

Age and gender. Those who were young and female were slightly more likely to 

have more frequent hospitalizations and nursing home admissions. Information on length 

of stay was not a part of the data set, however, and only using number of hospitalizations 

and nursing home admissions without taking length of stay into account can be 

misleading. One might have fewer admissions but stay longer compared to one who has 

more admissions but has shorter stays. The path model also suggested that those who 

were older had fewer hospitalizations and nursing home admissions. This seems not to 

make sense but some study participants might have been permanent nursing home 

residents already. This information was not available in the dataset. But, the American 

Association of Retired People (AAR?) (2001) reported that 64% of the nursing home 

residents are long-term residents who stay in nursing homes for a period from 1 to 5 years 

or more. So that may have been the case for some of these participants.

According to the literature, those who are older and female are more likely to 

have completed ADs (Colenda et al., 1998; Gerald et al., 2000; Rosniek & Reynolds, 

2003). In this dissertation study, 523 (55.8%) participants completed ADs compared to 

21% in the general population (Field & Cassel, 1997; Weiss & Hite, 1999). The average 

age for this group was 80, which is much higher than the mean age of the general 

population. A separate multiple regression was performed to see if age and gender 

predicted AD completion and thus support findings from the literature. The multiple 

regressions for age and gender indicated those who were older and female were more 

likely to have completed ADs which does support findings from the literature.
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Ethnicity. There was no significant relationship between ethnicity and the number 

of hospitalizations and nursing home admissions in this study. There was no signifieant 

direct relationship between ethnicity and the AD completion rate either.

Studies on decision-making on ADs indicate that ethnicity can make a signifieant 

difference for Caucasian, African-American, Hispanic, and Asian populations 

(Degenholtz et al., 2002; Dupree, 2000; Eleazer et al., 1996; High, 1993a; Waters, 2000). 

Those studies indicated that Caucasian Americans were more likely to complete ADs 

than African, Hispanic, or Asian Americans. African-Americans were more likely to 

choose more aggressive interventions. Asian and Hispanic Americans were more likely 

to forego the aggressive interventions but unlikely to utilize ADs.

The study sample only approximated the racial distribution found in the United 

States (U.S. Census Bureau, 2001). Here, most participants (88%) were Caucasian 

compared to 75% in the 2000 census. Only 93 (9.9%) were Black in the dataset 

compared to 12.3% Black in the general population. The 'other' category had 17 (1.8%) 

participants and did not specify whether they were from Hispanic, Asian, or any other 

racial background. The 2000 census showed that 12.7% were from these groups. Thus, 

the 'other' category was basically not represented in this sample.

Education. Education was defined as a residual stimulus and the data from this 

study showed that education had no direct relation with number of hospital and nursing 

home admissions. Here, too, a multiple regression with education as an independent 

variable and AD completion as a dependent variable indicated that those with more 

education were more likely to sign ADs.
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This finding was supported by some of the literature. Most studies indicated that 

people with higher educational levels are more likely to complete ADs (High, 1993a; 

Hoffmann et al., 1997; Hopp, 2000). In the Mezey et al. study (2000), level of education 

was found to be the most important factor associated with those who had completed ADs 

compared to those who not completed ADs.

Adaptive Modes

Physical mode. The path model shows that the physical mode had the greatest 

positive influence on decision-making on ADs. This is supported by the literature. Those 

who were diagnosed with more deficiencies in activities of daily living, had a poor 

prognosis or had cancer were more likely to refuse life-saving measures such as CPR 

(Phillips et al., 1996). Another study demonstrated that patients tend to withdraw 

treatment when they are in poor health, in pain, or experience a downward spiraling 

illness trajectory (Scott, 1999).

Self-concept mode. Perceived health status did not have a direct influence on the 

decision-making responses on ADs in this study. A multiple regression with self-eoncept 

as an independent variable and AD completion as the dependent variable was not 

significant. Path analysis, however, identified the indirect effeet and aided in 

interpretation. Perceived health status ultimately influenced decision making through its 

effect on the role function and interdependence modes (indirect effects). Using path 

analysis for this study identified the self-concept mode as a factor that had an indirect 

effect on decision-making responses on ADs.

Kempen and associates (1998) reported that self-rated overall health was strongly 

related to bodily pain, chronic medical morbidity, and physical functioning. In another
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study, AD completion rate was higher among people with lower self-reported health 

status compared with higher self-reported health status (Elpem et al., 1993; Levin et al., 

1999). Other studies indicate that those who perceive their health as poorer were more 

likely to complete ADs (Emanuel & Emanuel, 1993; Heffner & Barbieri, 2000; Morrison 

et al., 1998). As noted above, however, in this study only an indirect relationship to AD 

completion was identified.

Role-function mode. Participants in this study who stayed connected with society 

by still working or by doing volunteer work were also more likely to have completed 

ADs.

There are no studies to support this finding. One possible reason for this finding 

could be that those who are connected with society through work had opportunities to 

express and discuss a variety of health concerns including EOL care. Another possible 

reason is that those who are still working or doing volunteer work after retirement may be 

demonstrating that they enjoy maintaining a social role and independence and want to 

maintain that independence in making EOL decisions as well.

Interdependence mode. Participants who had more family members, were living 

with their family, or received financial assistance from their children or family were less 

likely to have completed ADs.

This finding illuminates findings from other studies. Colenda et al. (1998) 

reported that those who had larger social support networks were less likely to complete 

ADs. Those individuals might have higher expectations for family members to decide 

EOL care due to their social connectedness. This may also explain why widows and
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widowers are more likely to complete ADs because they have nobody else to rely on for 

EOL decision-making (Gerald et al., 2000).

In summary, age and gender significantly contributed to the number of hospital 

and nursing home admissions. The number of hospital and nursing home admission was 

significantly associated with physical impairment. Physical impairment had the greatest 

effect on the decision-making responses. Thus, more physical impairment predicts that 

AD completion will be more likely. The degree of physical impairment also had indirect 

effects on AD completion through its influence on self-perception about health and role 

function. More physical impairment was related to poorer perceptions about one's health 

which in tum predicted that individuals were less likely to work or do volunteer work. 

Those who were less likely to continue working or do volunteer work were also less 

likely to complete ADs. Further, those who perceived their health as poorer were more 

likely to get help from their children or family and were less likely to sign an AD.

Implications for Nursing Theory Development 

With the limited items from the database extracted to measure each concept, all 

identified study variables could only explain 5% of variance to the decision-making 

responses to AD completion. Using more robust instruments to measure the concepts in 

Roy's model might have very different results from those in this study. Thus, implication 

for theory developments is limited.

However, some positive experiences with using Roy's model need to be 

discussed. Roy's Adaptation Model (RAM) provided a theoretical framework that led the 

way to a system analysis of factors that could affect the decision-making responses to AD 

completion. Although, the RAM itself did not indicate explicit directionality for the four

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



82

adaptive modes (Roy & Andrews, 1999), this study showed how the modes related to 

each other for AD completion. Directional effects for the four adaptive modes were 

illuminated by the path analysis. However, path analysis only allows non-recursive 

directions, therefore, other statistical methods should be considered to identify the 

recursive (bi-directional) relationship among the modes in future studies.

Possible theory refinements should also be noted. According to the RAM, 

contextual and residual stimuli influence only the focal stimulus. However, Robinson

(1995) added a direct path from the contextual stimuli to the adaptive modes. She 

described the stressful event (focal stimulus) as the trigger mobilizing all adaptive modes. 

She also noted that individuals would respond differently to the same focal stimuli 

because of different contextual factors. Therefore, direct paths from contextual stimuli to 

the adaptive modes and from residual stimuli to the adaptive modes should also be 

studied.

Implication for Nursing Practice 

This study provides some encouraging findings. One significant finding from this 

dissertation study is that these older people had high AD completion rates (55.8%). This 

is more than double the completion rate in the general population (21%) (Field & Cassel, 

1997; Weiss & Hite, 1999). The striking difference between the data for this study and 

the general population is the older average age. Obviously, older people are more likely 

to die than younger people, and the relatively high completion rate in this study indicates 

that this population cared about how they died. Then, too, being older is associated with 

having more functional limitation (Stuck et al., 1999), and physical impairment has the
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greatest influence on AD completion in this study. This too, might explain the higher AD 

completion rate in this population.

It is evident that so far, our policies on AD implementation are problematic. 

Underutilization of the documents, failure to respect the documents (patients' ADs not 

honored by family members and physicians) (Teno, Fisher, Hamel, Coppola, & Dawson, 

2002), and the inconsistency of patients' treatment preferences with those of their 

surrogates' are all reasons.

Hospitals and nursing home settings would be good environments to start a 

teaching program on ADs to make individuals aware of the advantages of utilizing ADs. 

Information on ADs provided to those who are hospitalized and their family members 

should be in more detail and more comprehensive. The education program should 

address the individuals' legal, ethical, medical, and family concerns. Assessing patient 

knowledge of ADs and initiating the programs on ADs could be helpful. To incorporate 

this assessment, nurses should provide AD information as well as the resources patients 

and families need in order to better understand ADs. Nurses should educate themselves 

with historic and current influences on AD implementation in order to make the 

education more meaningful to their patients. However, the hospital setting can be very 

stressful, so that education on ADs in other types of settings such as a physician's office, 

an outpatient clinic, or pain management clinic might be more effective.

Even if individuals do increase their AD completion rate, it is clear that family 

members, surrogate, durable power of attomey, and physicians all need a better 

understanding of what their directives mean. There are studies that emphasize the 

importance of family involvement in AD discussions. Doukas and Hardwig (2003)
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reported that by using a family covenant in planning EOL care (a dialogue between the 

healthcare provider, patient, and family to create the document indicating what they want 

and do not want for EOL care), each party was clear on what the individual's wishes 

were. A similar method reported by another study also indicated that having patients and 

their surrogates involved in a patient-centered advance care planning could reduce family 

conflict (Briggs, Kirchhoff, Hammes, Song, & Colvin, 2004).

Another thought to consider is promoting the utilization of durable power of 

attorney on healthcare rather than the living will. The Hastings Center recently reported 

that policies on living will implementation have failed (Schneider, 2004). Schneider 

proposed that lines of communication with loved ones on EOL care decisions should be 

open and that use of the durable power of attorney should be promoted, not the living 

will. Discussion with family members should result in assigning one individual to the 

durable power of attorney and making sure that this person has understood the 

individual's preference for EOL care. This is not always the case. It is this author's 

observation that in a critical care setting, patient's family members do not often know 

their loved one's EOL wishes. Sometimes, patients speak of EOL care once and never 

mention it again yet depend on the family to remember and understand their intentions. 

McDonald and associates (2003) stated that most of the discussions about end-of-life 

preferences were neither clear nor detailed. This indicates that dialogue with health care 

providers and family members about end-of-life preferences should be formal, extended, 

and clear. Such open dialog assures that durable power of attorney will follow the dying 

person's preferences as the person's wishes. This relieves the person with durable power 

of attorney from stress and uncertainty as well.
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In summary, findings from this study were able to establish some preliminary 

evidence for identifying factors that influence decision-making responses to ADs. This 

preliminary groundwork will aid future studies in refining the theoretical framework and 

in making more effective recommendations for nursing practice.

The tragedy of Terry Schiavo, a Floridian who has been tube fed while in a 

vegetative state for over a decade, could have been avoided if she had had a clear 

advance directive about end-of-life-care (Mussenden, 2003). Debates over when to 

withdraw life support will continue but specification of EOL care could reduce the 

intensity. Pope John Paul II made a statement recently declaring that feeding tubes is a 

'moral obligation' of our society (Grossman, 2004) yet it is a medical treatment according 

to the view of the Supreme Court’s in the Cruzan case. If individuals are able to clearly 

specify their EOL wishes and if family members and healthcare professionals honor those 

individuals' wishes, then some of these dilemmas will be solved.
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Note: The Item Number is the number assigned for this study and is the item number used in the 
text. The Number in the Dataset is the number used in the actual CD-ROM file.

ITEM DATASET 
NUMBER NUMBER ITEMSTEM RESPONSE

RECODE

It e m s  R e l a t e d  t o  F o c a l  St im u l i

DF 866 How many different times had they been a
patient in a hospital overnight since 
September 1995? If this person died in a 
hospital, please include that visits? 
_____________ ^Number of times

DF 298 How many different times had they been a
resident or patient in a nursing home or the 
residential care facility since September 
1995?

Number of times

# of hospitalization

# of nursing home 
admission

I t e m s  r e l a t e d  t o  c o n t e x t u a l  s t im u l i

Health Insurance 

3 DF 1076 There are several government programs that 
provide medical care or help pay medical 
bills. Medicare is the Social Security health 
insurance program for people 65 years of age 
or older and for certain persons with 
disabilities. Was this person covered by 
Medicare at the time of their death?
1. Yes
2. No

1
2

2
0

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



DF 1082

DF 1078

In addition to Medicare, there are several 
other government health insurance programs. 
Please tell me if this person was covered by 
any of the following programs.
a. Medicaid

1. Yes
2. No

b. Military health care, including VA, 
CHAMPUS, or CHAMP-VA

1. Yes
2. No

1=  1 
2 =  0

1 = 3  
2 =  0

DF 1086 Did this person have any private health
insurance? (This could include insurance for 
dental care, but does not include long-term 
care insurance).
1. Yes
2. No

1=3 
2 =  0

Household Income

DF 56 Family income recode
0. Under 5,000
1. $5,000 - $6,999
2. $7,000 - $9,999
3. $10,000- 14,999
4. $15,000-$19,999
5. $20,000 -  $24,999
6. $25,000 -  $34,999
7. $35,000 -  $49,999
8. $50,000 or more

Satisfaction with Healthcare

8 SF374 Medical care is needed but did not get it
1. Yes
2. No

1. Under 5,000
2. $5,000 - $6,999
3. $7,000 - $9,999
4. $10,000- 14,999
5. $15,000-$19,999
6. $20,000 -  $24,999
7. $25,000 -  $34,999
8. $35,000 -  $49,999
9. $50,000 or more

1 'did not got 
medical care when 
needed'
2 'did get medical 
care when needed'
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9 SF 1385 How would you rate this doctor in terms of 1 'Poor'
overall quality of care and services? Would 2 'Fair'
you say (Mark (x) only one): 3 'Good'
1. Excellent 4 'Excellent'
2. Good
3. Fair
4. Poor

I t e m s  R e l a t e d  T o  R e s id u a l  S t im u l i

10 DF 204 Age (number of years)   # in years

11 DF 39 Race
1. White
2. Black
3. Others

Same

12 DF 49 Education Level 0 = 1
0. None; kindergarten only 1 = 2
1.1-8 years (elementary) 2 = 3
2. 9-11 years (high school) 3 = 4
3.12 years (high school graduate) 4 = 5
4. 1-3 years (college) 5 = 6
5. 4 years (College graduate) 6 = 7
6. 5+ years (post-eollege) 7 = 8

13 DF203 Gender
1. Male Same
2. Female
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I t e m s  R e l a t e d  T o  P h y s io l o g ic -P h y s ic a l  M o d e

Functional Limitation (ADL)

14 DF 438 Because of a health or physical problem, did
this person have any difficulty eating? 2 = yes

1.Yes l= n o
2. No

15 DF 440 If yes, by himself/herself and without using
special equipment, how much difficulty did 
this person have eating?

1. Some difficulty
2. A lot of difficulty
3. Unable to do it

Same

16 DF442 Because of a health or physical problem, did
this person have any difficulty getting in and  ̂_
out o f bed or chair? ,

1.Yes
2. No

17 DF 444 If yes, by himself/herself and without using
special equipment, how much difficulty did 
this person have getting in and out of bed or 
chair? Same

1. Some difficulty
2. A lot of difficulty
3. Unable to do it

18 DF 446 Because of a health or physical problem, did
this person have any difficulty walking? 2 = yes

1.Yes l= n o
2. No
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19 DF 448

History o f Falls 

20 DF 678

21 DF 680

Physiological Changes 

22 DF 696

23

24

DF 698

DF 700

If yes, by himself/herself and without using 
special equipment, how much difficulty did 
this person have walking?
1. Some difficulty
2. A lot of difficulty
3. Unable to do it

Between September 1995 and the time of 
death, did this person fall?

1.Yes
2. No

Did they fall more than once between 
September 1995 and the time of death?

1.Yes
2. No

Cataracts in one eye
1.Yes
2. No

Cataracts in both eyes
1.Yes
2. No

Glaucoma
1.Yes
2. No

Same

2 =yes 
1 = no

1 =yes 
0 = no

1 = yes 
0 = no

1 =yes 
0 = no

1 = yes 
0 = no

25 DF 706 Blindness in one eye
1.Yes
2. No

26 DF 708 Blindness in both eyes
1.Yes
2. No

1 = yes 
0 = no

1 =yes 
0 = no
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27 DF 714 Use eyeglasses or contact lenses? Include
eyeglasses that magnify. 1 = yes

1.Yes 0 = no
2. No

28 DF 710 Other trouble seeing with one or both eyes,
even when wearing glasses or eontaet lenses 1 = yes
1.Yes 0 = no
2. No

29 DF 718 Deafness ,
1.Yes
2. No

dentures or partial plates)
1.Yes
2. No

2. No

2. No

0 = no

30 DF 726 Other trouble hearing with one or both ears ,
1.Yes
2. No

31 DF 728 Use a hearing aid
1. Yes
2. No

0 = no

1 = yes 
0 = no

32 DF 730 Tooth or mouth problems that made it hard for
this person to eat (even when wearing l -  e

0 = no

33 DF 734 Osteoporosis ,
l.Y es 0 = no

34 DF 736 Diabetes ,
1.Yes
2. No 0 = no

35 DF 738 Arthritis i
l.Y es 0 = no
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36 DF 740 Chronic bronchitis or emphysema
1.Yes
2. No

37 DF 742 Asthma
1.Yes
2. No

39 DF 746 Any type of heart disease including coronary
heart disease, angina, or congestive heart 
failure
1.Yes
2. No

42 DF 750 Between September 1995 and the time of
death did they have a stroke or 
cerebrovascular accident?
1.Yes
2. No

1 -  yes 
0 = no

1 = yes 
0 = no

38 DF 744 Hypertension, sometimes called high blood
pressure 1 = yes
1.Yes 0 = no
2. No

1 = yes 
0 = no

40 DF 732 Between September 1995 and the time of
death, did they break a hip? 1 = yes
1.Yes 0 = no
2. No

41 DF 748 Between September 1995 and the time of
death, did they have a heart attack? 1 = yes
1.Yes 0 = no
2. No

1 = yes 
0 = no

43 DF 752 At the time of death did this person have
cancer of any kind? 1 = yes
1.Yes 0 = no
2. No
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I t e m s  R e l a t e d  T o  Se l f -C o n c e p t  M o d e

45 SF 1741 Would you say your health in general is 1 'Poor'
excellent, vary good, good, fair, or poor? 2 'Fair'
1. Excellent 3 'Good'
2. Very good 4 'Very good'
3. Good 5 'Excellent'
4. Fair
5. Poor

I t e m s  R e l a t e d  T o  R o l e - F u n c t io n  M o d e

46 SF509 Do you now work at a job or business?
1.Yes
2. No

1 'not working'
2 'still working'

47 SF533

48 SF 532

DURING THE PAST 12 MONTHS, were you 1 'not doing
involved in unpaid volunteer work such as 
teaching or coaching, office work, or 
providing care?
1.Yes
2. No

Did you retire because of an ongoing health 
problem, impairment, or disability?
1.Yes
2. No

volunteer work'
2 'doing volunteer 
work'

1 'retired due to 
health problems'
2 'not due to health 
problems'
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I t e m s  R e l a t e d  T o  I n t e r d e p e n d e n c e  M o d e

49 SF 48

50

51

52

SF 64

SF 67

SF 1593

Are you married, widowed, divorced, 
separated, or have you never been married?
1. Married-spouse in household
2. Married-spouse not in household
3. Widowed
4. Divorced
5. Separated
6. Never married

What are the persons living in your 
household?
1. Living alone
2. Living with only non-relative
3. Living with spouse
4. Living with relative

Including yourself, how many people 
altogether live in the household? 
_____________household members

Total number of living children

1 'no-spouse in 
household'
2 'married-spouse in 
household'

1 'living alone'
2 'living with 
relatives or non
relatives'
3 'living with spouse'

# of people

# of children

53 SF 1598 Response time of children (in hours) Item SF1598 to 
SF1645 were not 
used - see chapter 
IV.

54 SF 1630 Response time of family (not spouse/children)
-  in hours

55 SF 1603 How often see children
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56 SF 1635 How often see family (not spouse/children)
times/per month

57 SF 1608 How often talk on phone with children
_______________(times/per month)

58 SF 1640 How often talk on phone with family (not
spouse/children)
_______________(times/per month)

59 SF 1613 How often get mail from children
_______________(times/per month)

60 SF 1645 How often get mail from family (not
spouse/children)
_______________(times/per month)

61 SF 1615 Child(ren) routinely give you money to help 2 = yes
pay bills 1 = no
1.Yes
2. No

62 SF 1647 Family members routinely give money (not 2 = yes
spouse/children) to help pay bills 1 = no
1.Yes
2. No
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I t e m s  R e l a t e d  T o  D e c is io n - M a k in g  R e s po n ses

63 DF 1062 Did (SP) provide written instructions about
the treatment or care (he/she) wanted to 
receive during the final days of (his/her) life?
1.Yes
2. No

1 'no*
2 'yes'

64 DF 1072 Did (SP) make any legal arrangements for a
specific person or persons to make decisions
about (his/her) care or medical treatment if
(he/she) could not make these decisions 1 'no'
(him/her)self? This is sometimes called a 2 'yes'
“Durable Power of Attorney for Health Care.”
1.Yes
2. No
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I te m s  r e l a t e d  t o  c o n t e x t u a l  s t im u l i

Health Insurance
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I t e m s  r e l a t e d  t o  p h y s io l o g ic -p h y s ic a l  m o d e
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Physiological Changes
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