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ABSTRACT 

Differences exist between what the elders wish for their end-of-life 

decisions and what their family members perceive the elders want. This study 

sought to gain information on the differences that occur between the elders and 

their family members. A quantitative descriptive study described the differences 

between selected aspects of clinical decision making in end-of-life decisions 

between the elderly and their familys' perceptions of the elder's wishes. 

Included were 39 elders and 39 family members. Results indicated a statistically 

significant difference between elders' end-of-life decisions and their family 

members' perceptions of the elder's wishes. Results also indicated that there 

were no differences between the elders and family members when the elders 

had a living will. However, results indicated that there were differences between 

the elders and family members when the elders had verbally communicated their 

wishes to the family members. Implications are: 1) a need for nurses to be 

educated to the differences that exist between elders' wishes and their family 

members' perceptions of the elders; wishes, (2) a need for a detailed end-of-life 

tool to gather information about elders' decisions, (3) an education process to 

increase the public's knowledge of the issues that cause differences between 

elders and family members concerning elders' end-of-life decisions, and (4) 

further research is needed to understand the complexity of elders' end-of-life 

decision making. 



CHAPTER 1 

INTRODUCTION 
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The need for nursing care for the elders of our communities is increasing. 

Demographers predict continuing growth in numbers of persons over the age of 

65, from approximately 25.5 million people and 11% of the U.S. population in 

1980 to 35 million and 13% in the year 2000. During the same period, the 

proportion of persons 85 years and older will increase from 9 to 15% of those 

who are over 65 (Office of Technology Assessment [OTA], 1987). Advances in 

medical technologies are, in part, responsible for this increase in age 

expectancy. With the increase in age expectancy and advances in medical 

technology, public attention has also been drawn to the escalating cost of health 

care for the elderly population (OTA, 1987). 

One of the many roles of a nurse is patient advocate by using the best 

judgment the nurse possesses and making sure a patient's interests are 

protected (Bunting & Web, 1988). Nurses have the challenge to see that 

decisions of the elders, including end-of-life decisions (EoLD), are carried out 

whenever possible. Historically, EoLD were carried out based on physicians' 

personal preferences alone, but now the right to make choices and decisions 

about heath care is increasingly assumed to be the right of the individual 

(Gallop, 1988). The trend is for people to make EoLD about medical care that 

ensure personal quality of life and emphasize autonomy (Ornery, 1991 ). Living 
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wills are being written while a person is still competent to make choices, in order 

to ensure autonomy in the event of future incompetence. 

High disease burden and narrow physiological reserve that many 

elderly patients have make it likely they will be unable to participate in critical 

medical decisions after illness strikes (Cohen-Mansfield, Droge, & Billig, 1992). 

Without a living will physicians may be faced with the ethical dilemma of making 

EoLD and costly medical care decisions for the elders. Most often physicians 

rely on family to assist them in choosing what the patient would have wanted, but 

patients' families, like the physicians, often misunderstand or misjudge patient 

preferences (Zweibel & Cassel, 1989). When family members are not available, 

the elders may choose a close friend to serve as a proxy, but friends can also 

misunderstand elders' preferences (Seckler, Meier, Mulvihill, & Cammer, 1991 ). 

Nursing professionals may find themselves witnessing a contradiction between 

what elders want and families' preferences for the elders (Bunting & Webb, 

1988). 

Such situations create problems for the elders, their family members, and 

health care workers. To give them dignity and comfort, elders have the right to 

make their own choices concerning how they desire to live their last days. The 

family and health care workers should be responsible for carrying out the elders' 

choices whenever possible. When family members are only able to second 

guess what the elders' choices are, pain and suffering could occur for both 
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elders and their family members. A conflict of interest between the elders' and 

their family members is also possible when the family members are second 

guessing the elders' wishes. Such conflicts may include a power struggle 

among the family members as to who will make the final decisions concerning 

the elder's care. How long to let treatment continue or whether to let death 

ensue may constitute different decision making goals for different family 

members. Some members of the family may have the elder's wishes and 

comfort in mind, while other members of the family may only have in mind the 

realization of financial receipt from the elder's will. Some members of the family 

may struggle to hang on to their loved one, unable emotionally to let go, while 

the elder may only wish to pass from this life peaceably. When conflicts occur 

between the family decisions and their elders' wishes, nurses are also involved 

in the conflict. Elders may confide their wishes to the nursing staff. When the 

elders can no longer speak for themselves, nurses may witness the elders' 

wishes being altered by the family members' decisions. Nurses may feel torn 

between being a patient advocate and comforter or advisor to the family 

members. Nurses can also become involved in conflicts between the patients' 

wishes and physicians' orders when the wishes and orders don't agree. 

Problem Statement 

Clinical decision making (COM) among elders is of growing interest within 

the health care professions (Kapp, 1991, Zweibel & Cassel, 1989, & Michelson 
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et al., 1991 ). The problem that is seen in the health care of elders in our 

communities is a lack of understanding about what preferences elders have for 

their own end-of-life health care and what their decisions are concerning their 

own end-of-life. When this area of health care is overlooked by health care 

professionals, elders' perceived quality of life may not be met. This study was 

designed to describe differences between elders' end-of-life preferences and 

their family perceptions of the elders' wishes. Improved understanding of the 

competent elders' end-of-life preferences and their family members' beliefs of 

what the elders want may contribute to the nurses' ability to predict areas of 

conflict between elders and their family members. Improved understanding of 

elders' wishes could also reduce contradictions caused when family members 

must make decisions for the elders who can no longer speak for themselves. 

Instead of family members trying to second guess what they think the elders 

want, they can make informed decisions. As a result, the elders' end-of-life 

decisions could be carried out, increasing their quality of life and decreasing 

their suffering. Family members would be relieved of the responsibility to make 

decisions for their elders limiting conflicts of interest. Instead they would only be 

responsible for seeing that the elders' wishes are granted whenever possible. 

The nursing staff could concentrate on being an advocate for both the patient 

and family by coordinating the patients' care with the doctor, respiratory care, 

physical therapy, religious leaders, etc. For purposes of describing conflicts that 



may exist between elders and their family members, the elderly population 

targeted for this study was considered to be competent in COM. 

Purpose of Study 

The purpose of this study is to describe differences between elder 

persons' end-of-life preferences and their family members' perceptions of the 

elders' wishes. By comparing the elders' decisions and their family members' 

perception of the elders' decisions, differences were discovered that may be 

common sources of misunderstanding between the two parties. 

Research Questions 

The following research questions were used to guide this study: 

1. What are the differences between elders' end-of-life decisions and 

families' perceptions of the elders' wishes? 

2. Is there a difference between elders' end-of-life decisions and families' 

perceptions of the elders' wishes when the elders have a living will? 

3. Is there a difference between elders' end-of-life decisions and families' 

perceptions of the elders' wishes when the elders have communicated 

their wishes to their family members? 

14 



Definitions 

For purposes of this study, the following operational definitions were 

used. End-of-Life Decisions: Decisions reflecting desires about the last 12 

months of life which are associated with life-sustaining technologies. 

Elderly person: Persons who are at least 65 years of age. 

Family: A person who is related or serves as proxy to the elder as either the 

legal spouse, legal children, or friend of the elders and who is 18 years of age 

or older. 

Significance to Nursing 

15 

The nursing paradigm under which individual nurses practice influences 

their roles in clinical decision making. For this reason, it is important to better 

understand how nurses can impact elders' end-of-life decisions in order to 

contribute to the body of nursing knowledge. Knowledge that differences can 

exist between elders and their family members would increase nurses' ability to 

assist in the clinical decision making experience of elders and intervene when 

the nurse perceives a conflict between the elders' end-of-life decisions and their 

families' perceptions of the elders' wishes. 

This area of inquiry is important for nurses because nurses have a role in 

educating elders about the technology available to extend life, such as 

cardiopulmonary resuscitation, ventilators, renal dialysis, antibiotics, and feeding 

tubes, when these technologies could be used and possible side effects. In 
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addition, nurses have a role of knowing elders' preferences and seeing that the 

elders' preferences are known and have been communicated to their family 

members. Fulfilling this role may prevent the family from asking the physician to 

unknowingly alter the wishes of elders who can no longer speak for themselves. 

In addition, nurses have a role in speaking for elders when they see the family 

making decisions benefitting their own interests instead of the patients'. Nurses 

also have a role in intervening for the elders when physicians write orders that 

are contradictory to the elders' preferences. 

Being a patient advocate is a major responsibility of nurses. Thus, nurses 

should take a strong stance in order to protect the patient's rights (Montalvo, 

1991 ). A potential conflict of interest between the patient and the family must 

always be considered and the nursing staff must remain alert for it (Kapp, 1991 ). 

Emphasis should always be placed on advocacy when conflicts arise preventing 

elders from having their end-of-life directives fulfilled. 

Summary 

The problem of misconceptions of elders' end-of-life decisions by the 

family members of the elders was identified and the purpose of the study was 

stated. Three research questions were developed to guide this study. The 

problem and purpose of this study have significance to nursing. 



CHAPTER II 

BACKGROUND 
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Decision-making models are useful to clarify the moral issues 

accompanying difficulties in enforcing the patient's rights in Clinical Decision 

Making (COM), (Montalvo, 1991 ). Many conceptual frameworks such as Crane 

(1975) and Bunting and Webb (1988) are available as tools to investigate COM 

in end-of-life decisions (EoLD). After examining the many frameworks, Wetle, 

Cwikel and Levkoff's (1988) conceptual model (Figure 1) was considered to be 

the best for this study and was used to explore the interactive factors influencing 

EoLD among the elderly. 

Wetle, Cwikel and Levkoff's Framework 

The four major factors in the Wetle, Cwikel and Levkoff (1988) model 

contain the elements involved in end-of-life decision making. All of these factors 

are interrelated and have an impact upon each other. The factors include 

medical factors, client factors, provider factors, and institutional factors. 

Medical Factors 

Medical factors include the pathophysiology elements of the elder's 

condition including expected quality of life after treatment, medical risk of any 

given treatment option, cognitive functioning of the elderly patient, and the 

degree of pain and suffering either experienced or perceived as being 

experienced by the elderly patient. Within these factors the components of 
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Welte, Cwikel and Levkoff's Decision Making Model, 1988. 
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diagnosis, treatments available corresponding to the diagnosis, and potential 

outcomes are also included. Medical technologies change as science 

advances, creating change in the life-sustaining technologies of treatment within 

the medical factors (Wetle et al., 1988). 

The Office of Technological Assessment (1987) defined life-sustaining 

technologies as drugs, medical devices, or procedures that keep individuals 

alive who would otherwise die within a foreseeable, but usually uncertain, time 

period. Five specific technologies have been identified to treat or manage 

life-threatening conditions. These technologies are cardiopulmonary 

resuscitation (CPR), mechanical ventilation, renal dialysis, nutritional support 

and hydration, and antibiotics. 

CPR refers to a range of technologies that restore heartbeat and maintain 

blood flow and breathing following cardiac or respiratory arrest. Resuscitation 

procedures range from basic life support, which uses manual external cardiac 

massage and mouth-to-mouth ventilation, to advanced life support, which 

includes the application of prescription drugs and sophisticated devices such as 

an electrical defibrillator, temporary cardiac pacemaker, and mechanical 

ventilator (OTA, 1987). 

Mechanical ventilation is the use of a machine to induce alternating 

inflation and deflation of the lungs to regulate the exchange of gases in the 

blood. This technology is used to sustain patients whose spontaneous breathing 
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is inadequate or has stopped altogether due to acute or chronic diseases (OTA, 

1987). 

Renal dialysis is an artificial method of maintaining the chemical balance 

of the blood when the kidneys have failed. The blood is cleansed of impurities, 

either by cycling the blood through a machine and back into the patient or by 

cycling dialyzing fluid into and out of the abdomen using the patient's peritoneal 

membrane as a filter (OTA, 1987). 

Nutritional support and hydration refers to artificial methods of providing 

nourishment and fluids. The two modes of delivery are enteral in which nutrition 

and fluids are delivered via a tube into the digestive tract, and parenteral which 

is primarily intravenous feeding in which nourishment and fluids are introduced 

via a catheter into the bloodstream (OTA, 1987). 

Antibiotics include a large number of drugs used to cure or control 

numerous bacterial infections (OTA, 1987). The elderly are at an increased risk 

for complications occurring as a result of infection related to degenerative and 

chronic disease. The breakdown in nonspecific barriers against microbial 

invasion is also predominant in the elderly making them susceptible to 

infections. The elderly also present with fewer focal findings and demonstrate a 

more generalized response to infection making it more difficult to diagnose 

infections. Delirium and malaise are common manifestations of infections seen 
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in the elderly (Bressler & Katz, 1993). Antibiotics play a vital role in preserving 

the health of the elderly population. 

The decision to use or not to use medical treatment is not a simple yes or 

no. Many considerations come into play for the elders and their family members 

when a decision is made as to whether to use CPR, ventilators, renal dialysis, 

tube feeding, and/or antibiotics. Such considerations include the chances of 

recovery. What are the chances that the patient will have a full recovery or be 

left with deficits? What quality of life will the patient experience while using the 

treatment or after the use of such technology? Is the treatment merely extending 

life or giving the patient a second chance for an acceptable life? What is the 

chance for success? Will treatment be necessary for the rest of the patient's 

life, or just for a short time while a condition resolves itself? What are the 

chances of the treatment being removed, partially or completely? Will the 

treatment give the patient comfort and prevent suffering or just extend life? 

Does the patient have a terminal condition? Will the treatment be a financial 

burden to the patient and their family? Can the patient care for him or herself or 

is he or she a burden to the family? Does the treatment comply with the 

patient's personal religious beliefs? All considerations of medical treatment 

must be reviewed in order to make an informed and precise decision concerning 

elders end-of-life. 
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Medical factors influence end-of-life decisions because they involve 

weighing the benefits versus the risks of technology. For example, the use of 

antibiotics have a major benefit of fighting infections with very little risk. Renal 

dialysis has the benefit of sustaining life but increases the risk of infection. 

Ventilators have the benefit of sustaining life. This gives physicians more time 

to correct underlying problems, but the risk factors may include adult respiratory 

distress syndrome (ARDS). 

Client Factors 

The client factors within the Wetle, Cwikel and Levkoff Model include the 

psychosocial and spiritual components of clinical decision making. These 

factors impact personal wishes and decisions of elders and their family including 

the interaction between these parties. Functional and physiological age are also 

included as part of client factors. Client factors vary greatly as each individual 

has his/her own set of values and beliefs (Wetle et al., 1988). Client factors 

influence end-of-life decisions because they involve individual issues between 

the elders and their family members. For example, some family members may 

think that an elder of 85 years may be too old to attempt use of medical 

interventions, while other family members consider the functional age as well as 

the physiologic age of the elder. Some family members may consider blood 

transfusions as a natural part in medical treatment while others feel strongly that 

this practice is a sin and places them in jeopardy of their eternal progression. 
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Provider Factors 

Provider factors include societal views of elders and health care 

professionals' characteristics and personal involvement within the client's EoLD. 

Society's values greatly impact the elderly person's EoLD and the 

implementation of those EoLD. As a whole, society places great emphasis on 

the youthful look. Health emphasis and body image are high priorities aimed at 

remaining young. Elders are thought of as burdens, consuming our medical 

resources. 

Health care professionals' own values, educational perspectives, and past 

experiences also greatly impact the clients' COM (Wetle et al., 1988). Among 

the health care professionals, nurses have a great impact upon elders' 

end-of-life decisions. Nurses are in a position to help support elders who have 

made end-of-life decisions by being a patient advocate within the provider 

factors of the Wetle, Cwikel, and Levkoffs framework. Provider factors influence 

end-of-life decisions because they involve matching health care providers' 

values and perspectives with those of the client in order to achieve the 

end-of-life decisions made by elders. For example, does the health care 

provider feel strongly that all possible means should be used in order to 

preserve life? If this is the case, the elder who wishes to hang on to life is likely 

to have his or her wishes fulfilled. If, however, the health care provider values 
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the quality of life, functional ability, and cost of care above life preservation, the 

elder is unlikely to have his or her wishes fulfilled. 

Institutional Factors 

Institutional factors encompass policy and procedures, ethics, and legal 

issues. Institutional factors vary from institution to institution as long as there is 

compliance with state and federal laws. These factors can provide a foundation 

for answers to COM when a conflict arises (Wetle et al., 1988). For example, 

when family members agree to remove the elder from a ventilator and let nature 

take its course, the laws of the state or policies of the institution may prevent this 

from happening. When an elder refuses to take nourishment by mouth, and the 

family agrees that the elder has the right to make that decision, the institution 

may have an ethical position concerning this matter. A committee may decide 

whether or not to comply with the elders wishes and may take the decision away 

from the elders and their family members. 

Summary 

Wetle, Cwikel, and Levkoff's medical, client, provider, and institutional 

factors within the framework were operationalized to explore beliefs about 

end-of-life decisions among elders. These factors were used to explore conflicts 

between elders' preferences and family perceptions of the elders' preferences. 
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Literature Review 

A literature review was conducted focusing on the four factors contained 

within Welte, Cwikel and Levkoffs decision-making model and how they may 

relate to the clinical decisions made by elders. The first factor examined in the 

research data base was the medical factor. Within this factor are the following 

components: quality of life, medical risk, cognitive function, and pain and 

suffering. Quality of life, has changed significantly because of the improved 

safety and efficacy of life-sustaining techniques (OTA, 1987). Finucane & 

Denman (1989) revealed that different individual values are placed on quality of 

life issues. For example, an elder may feel that if they can no longer function in 

order to be of service to others, they no longer feel they have an acceptable 

quality of life. Another elder may view life as most precious above all else, and 

therefore view quality of life as the best it can be under whatever circumstance 

they are in. 

A random survey of 234 physicians by Ebell, Doukas, & Smith, (1991) 

was conducted for the purpose of comparing decision-making and preferences 

regarding do-not-resuscitate (DNR) orders. The results indicated that a number 

of quality of life issues, including age, drug and alcohol use, wheelchair use, 

dementia and severe pain, negatively affected the decision to resuscitate. The 

decisions varied as the physician's values varied. For example, if physicians 



viewed alcoholics as persons with limited quality of life, they may not be as 

aggressive with medical treatment as they normally would be. 
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Questions about life-sustaining medical care frequently revolve around 

judgments concerning what constitutes acceptable quality of life (OTA, 1987). 

Evaluation of quality of life is subjective and individual references to quality of 

life are based on patients' unique experiences and evaluations of their own life 

(OTA, 1987). A prospective survey of 183 elderly medical inpatients was 

conducted to determine attitudes toward life support under differing medical 

outcomes that affect quality of life. The results indicated that life support was 

desired by 90 °/o of the patients if their health could be restored to its usual level, 

by 30% if they would be unable to care for themselves after discharge, by 16 % 

if their chance for recovery was hopeless, and by only 6 % if they would remain 

in a vegetative state (Frankl, Oye, & Bellamy, 1989). Therefore, the elderly 

appear to base their preferences for life support upon perceived outcomes and 

their own views of quality of life. 

Ethical dilemmas surrounding quality of life are becoming inescapable. 

These dilemmas are forcing growing numbers of physicians to make increasingly 

complex choices about initiating, withholding, or terminating life extending 

medical treatments such as mechanical ventilation, CPR, tube feedings, dialysis, 

and antibiotics (Zweibel & Cassel, 1989). It is particularly difficult to make 

precise prognostic judgments about the outcomes of treatment for the elderly. 
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These difficulties in turn complicate ethical decisions about when to try to extend 

life (Michelson, Mulvihill, Hsu, & Olson, 1991 ). 

Medical risk is a second component of medical factors. With 

technological advances, the number of options continually increases as well as 

the magnitude of the risks (Knaus, et al., 1991 ). Though science is improving 

the accuracy of projected medical risk, the predicted outcome is a subjective 

judgment that is still best made by the patient (Osborne, 1992). Awareness of 

alternatives is a necessary condition for decision making but some patients and 

families do not perceive any options. When options are presented, patients 

have been found to avoid treatment that has a high chance of benefit but 

presents a risk of a negative outcome in favor of treatments with low benefit but 

low risk (Coulton, 1990). 

Johnson and Justin ( 1988) conducted an exploratory study to discover 

patient wishes concerning EoLD after medical risks were explained to them. 

Four hundred patients completed questionnaires and the findings indicated that 

the patients expressed a need to be told the truth about their health and health 

care options. Based on this study, 75% of the sample wanted to be told of the 

medical risks and 1 00% wished to participate in decision making. The majority 

did not want to be maintained indefinitely on life-support systems. The data 

reflected the need for educational intervention concerning medical risks. When 

Schonwetter, Walker, Kramer and Robinson ( 1993) conducted a quantitative 



study using 1 02 persons over 62 years of age, the subjects expressed a 

decreased desire to utilize CPR when information including survival and 

outcome estimates were given. 
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Another similar study concluded that when people were asked to imagine 

themselves incompetent to speak for themselves and having a poor prognosis, 

they decided against life-sustaining treatments about 70°k of the time (Emanuel, 

Barry, Stoeckle, Ettelson, & Emanuel, 1991 ). Medical risk remains a vital factor 

in end-of-life decision making among the elderly. 

Cognitive function is the third element within the medical factor. Cognitive 

function affects the degree of client involvement in clinical decision making. 

Patient cognitive function may be defined as competent or incompetent to make 

decisions about their medical care. Decisional competency is the ability to 

participate in an appropriate manner. However, if a patient goes through a 

process of decision making and comes to an unusual conclusion about what he 

or she wishes done, then the patient may still be perfectly competent (Phillips, 

Goldman & Bergner, 1990). Whether or not the elder believes he or she will or 

will not be competent may influence end-of-life decisions. For example, elders 

may not wish to be a burden to their family if they are not competent to make 

decisions and thus are incapable to care for themselves. As a result, they may 

not wish to extend their life with medical technology. If elders feel there is a 

chance that they may not be competent to make end-of-life decisions when they 



grow older, then it may be more important to them to make their end-of-life 

decisions made known to their family. 
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Decision making involves the ability: 1) to receive information from the 

surrounding environment, 2) to remember the information received, 3) to make a 

decision and give a reason for it, 4) to use relevant information in making the 

decision, and 5) to appropriately assess the information (Brody, 1988). The 

impact of cognitive function on end-of-life CDM is greatest when incompetent 

clients do not have advanced directives to abide by or the family deviates from 

the advanced directives creating conflict over the course of treatment (Epstein, 

Hall & Tognette, 1989). 

The final component of medical factors is the degree of pain and 

suffering. Oden ( 1976) explored situations in which termination of treatment was 

considered and found that the degree of pain and suffering was important as an 

outcome of treatment. Hare, Pratt & Nelson ( 1992) randomly recruited patients 

from a community family practice clinic and the patients were asked to select a 

surrogate in order to compare end-of-life decisions. The kappa coefficients 

indicated that the rate of agreement was low and other factors emerged during 

the study. Patients considered burden on the family as one of the most 

important factors in choosing among different treatment options. Surrogates 

identified the patient's pain and suffering as the most important factor. 
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Client Factors include personal wishes and decisions of the elders and 

their family, including the interaction between these parties, and the age of the 

client. The client is involved with medical decision-making as a consequence of 

the public demands that patients have authority to make a range of choices 

(Kraus, Wagner & Lynn, 1991 ). Patients and their families want the ability and 

autonomy to choose among the full range of therapeutic alternatives (Knaus et 

al., 1991) The principle of autonomy gives patients the right to reject or select 

among therapies and is central to life-support decisions, which can affect a 

patient's length and quality of survival (Frankl, Oye, & Bellamy, 1989). Fifteen to 

20% of the U.S. population have made living wills to express their preferences 

(Malloy, Wigton, Meeske, & Tape, 1992). Since competent adults are generally 

in the best position to evaluate various harms and benefits in the context of their 

own values and tolerance of pain, their acceptance or refusal of treatment 

should always be respected (American Nurses Association [ANA], 1988). 

Caregivers, physicians, nurses, and families often do not understand the 

preferences of the elderly on matters of health care, such as resuscitation or the 

insertion of feeding tubes (Michelson, et al., 1991 ). Two studies compared 

patients', family members', and physicians' end of life decision making 

(Uhllmann, et al., 1988; Seckler et al., 1991 ). Both sought to identify the role 

the physician and family played in making end-of-life decisions and how their 

decisions compared to the elderly patients. The studies showed both physicians 
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and family members were unable to predict adequately the elderly patient's 

end-of-life decisions. Zweibel and Cassel (1989) also conducted a comparison 

of decisions by older patients and their proxies. The study indicated that 70°/o of 

patients had different wishes than family member's perception of the patient's 

wishes about the use of resuscitation. The patients wanted to be resuscitated 

and the proxies would have asked that a DNR order be written. In the scenarios 

on ventilation and tube-feeding, most elders would not have wanted life 

extension but the family would have asked for the treatment for elders. The 

study further indicated that even when elders gave informal advance directions 

to their family members, little improvement was made to increase the family's 

representation of patient treatment preferences. Three other similar studies 

(Danis, Patrick, Southerland, & Green, 1988, Johnson & Justin, 1988, 

Sonnenblick, Firedlander & Steinberg, 1993) also investigated family members' 

and patients' preferences for end-of-life decisions and had findings similar to the 

Zweibel & Cassell ( 1989) study. Patient and family preferences were 

consistently poorly correlated. 

One of the most critical components of client-family relationships, as it 

applies to clinical decision making, is the degree to which the client chooses to 

delegate power and influence to family members (Gottfried, 1993). Society 

views the person who is deemed to have the ethical and legal authority to act as 

a power of attorney concerning specific medical interventions for elders as being 



the most appropriate recipient of facts and recommendations concerning 

treatment (Kapp, 1991 ). However, some elders viewed family members as 

having too much control in almost all decisions concerning health matters and 

felt their end-of-life decisions should have been the primary guide for medical 

interventions (Townsend & Poulschodk, 1986). Younger's (1984) study 

concluded that the majority of patients believed they should make the final 

decisions about life-sustaining treatment once all the medical facts were 

discussed. In doing so, the elderly population was expressing their autonomy 

for end-of-life decisions. 
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Another component of the client-family relationship deals with 

communication. Paris, Carrion, Meditch, Capello, & Mulvihill (1993) conducted 

a study of 60 house staff officers and 465 attending physicians at two New York 

City medical centers to examine potential obstacles encountered when 

implementing a do-not-resuscitate order for a hospitalized patient. The study 

suggested a need for improved communication about advance directives among 

physician, patients and surrogates, either prior to hospitalization or early in its 

course, in an effort to reflect the patient's wishes and best interests. Of patients 

who said they would refuse life-sustaining care, only half of them had spoken 

about their wishes with relatives. 

In a qualitative study of 148 family members as surrogate decision 

makers for the elderly, only 60% had held informal discussions with family about 
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what life-sustaining and long term care they wanted if they became incompetent. 

While most of the interviewees were familiar with living wills and formal advance 

directives, almost none had either (High, 1988). Improving methods of advance 

directives and initiation of communication between elders and their families 

concerning the elders' end of life decisions would increase the probability that 

elder patients' wishes would be carried through (Zweibel & Cassell, 1989). 

Age is another client factor to consider because of associated irreversible 

diseases and limited long-term health potential. Many elders survive illness, but 

few are well served by a long-term medical technology lifestyle, such as the use 

of mechanical ventilation. There is divided opinion about whether age is or 

should be a major determinant in the decision to use medical technology during 

a major illness. Elderly persons may not tolerate major invasive therapies as 

well as younger patients, and age does reduce life expectancy. Some health 

care providers believe age is an inappropriate factor to consider because the 

individual's condition and prognosis are more important. Some believe 

chronological age is not as important as physiologic age (Goldberg, 1988). 

Despite these differing opinions however, a survey of physicians by Crane 

(1975), found that age does play a significant role in the level of care received 

by patients. The older the patient, the less aggressive the treatment became. 

This finding was corroborated by a review of hospital charts demonstrating the 



effect of age on the initiation of CPR. A decrease in the rate of resuscitating 

patients was seen among elders. 
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Provider Factors include society's views, professional and personal 

characteristics of health care providers. The responsibility for medical 

decision-making has traditionally resided with the physician while the patient has 

played a passive role. Physicians have been entrusted with understanding the 

needs of patients and making decisions based upon personal experience and 

knowledge. However, physicians have been found to misunderstand patients' 

preferences for life-sustaining treatment. Schneiderman, Kaplan, & Pearlman 

(1993) conducted a comparative study examining 104 written questionnaires of 

patients with life-threatening illnesses to compare physician predictions of 

patient preferences with actual patient preferences for life-sustaining treatment. 

The study not only found that physicians often incorrectly predict patient wishes 

but also that physicians' predictions were influenced by personal preferences for 

what they would want in a similar situation. 

Similarly, Ebell, Doukas & Smith (1991) conducted a study examining the 

perceptions of 234 clinicians and found that health care providers bring 

established personal values, educational perspectives, and past experiences 

concerning quality of life to the CDM process. Significant differences between 

physicians' and patients' do-not-resuscitate decisions were found as a result. In 

a study done by Frankl et al. (1989), 200 adult patients who were admitted to 



general medical services were surveyed. Sixty-three percent of the sample 

wanted to discuss life-support preferences with their doctor, but only 16% had 

actually had such a discussion. 
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Wetle et al. (1988) state that nurses are more likely than physicians to 

cite institutional rules to support clinical decisions, suggest life support based on 

quality of life issues, and consider a client's age in EoLD. Haddad (1991) 

compared end-of-life decisions between physicians and nurses and concluded 

that nurses indeed tend to consider many psychosocial elements, such as 

quality of life, outcome effects on family, and functional status of the patient 

when processing elements in CDM. 

Societal values also are included in provider factors. Medical technology 

advances create many choices with which society must deal (Coulton, 1990). 

Society is struggling with the value of life versus the high cost of care to sustain 

life. Continuation of elders' lives is frowned upon by some members of a youth 

oriented society. The high regard for human life within society impacts EoLD, 

but creates conflict when society also upholds a patient's right to refuse care 

based on ethical justification for autonomy (Wetle, et al., 1988). Many people 

choose to die rather than live with machines, tubes and pain (Callahan, 1987). 

Another conflict created by societal values is the economic responsibility 

to address goals and priorities in providing adequate health care to all (Knaus et 

al., 1991 ). Although it has been suggested that wider use of advance directives 
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would lead to a reduction in health care costs near the end of life, little empirical 

data exists to support this prediction. Maksoud, Jahnigen and Skibinski (1993) 

conducted a retrospective review of 852 medical records and found that most 

patients had do-not-resuscitate orders at the time of death, significantly reducing 

the cost of further treatment and resuscitation expenses. The conclusion was 

that advanced directives have a big impact on health care expenditures. 

Institutional Factors include rules of the institution, legal issues and 

ethical issues. In the literature, these three factors seem to blend together 

because one is not mentioned without the other two being mentioned also. Laws 

and institutional rules reflect prevailing societal values, providing a structure for 

distribution of power in CDM. Such rules are called upon when conflicts arise 

due to differing beliefs among all parties involved (Dubler & Nimmons, 1992). 

Legal issues are often associated with life-sustaining treatments. Whether to 

institute nutritional support, hydration, mechanical ventilation, CPR and/or 

antibiotics often causes conflicts among the elderly, family and health care 

providers in EoLD. 

Laws are being established in state and federal courts to safeguard the 

CDM rights of the elderly, prevent conflict, and insure the competent elder's right 

to governing EoLD (Palmer, 1992). Once laws and institutions' rules are in 

place, ethical problems arise in relation to the values and views of the patients 

and their family. The most common ethical problem that requires intervention 
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during COM is conflicting preferences between significant others concerning the 

course of care (Kapp, 1991 ). An ethical dilemma cannot be resolved on the 

basis of values alone. Pertinent ethical principles must be applied and an 

ethical theory used to guide the resolution. Ethical justification can be aided by 

the presence of end-of-life decisions in the form of advanced directives. 

Communication is the best deterrent to ethical conflicts (Palmer, 1992). 

Summary 

The literature reveals the growing recognition of all four factors of clinical 

decision making. Conflict is created when the clients end-of-life decisions do not 

match the family members' perceptions of elders' wishes concerning medical, 

institutional, client and provider aspects. However, the literature indicates that 

elders have legal and ethical rights to make personal end-of-life decisions with 

the support of family and health care professionals. Then the decisions of the 

elders need to be ascertained and communicated to their families and health 

care providers. 

The literature supports the use of Wetle, Cwikel, & Levkoff's (1988) model 

for this study. Thus, the model was used to guide the study for the purpose of 

describing differences between elders' end-of-life decisions and their family 

members' perceptions of the elders' wishes. 



CHAPTER Ill 

METHODOLOGY 
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The methodology used in this study will be identified by describing the 

research design, the sampling procedure, and the data collection procedures 

including the instrumentation, method, and setting. The validity and reliability of 

the instrument will be discussed along with the data analysis process used. 

Research Design 

A quantitative descriptive research design was used to describe the 

differences between end-of-life decision preferences of elders and their family 

members' perceptions of the elders' wishes. This design was used to examine 

and describe differences in variables in two or more groups that occur naturally 

in a setting (Burns & Grove, 1993). 

Sampling Procedure 

Although 60 elders volunteered for this study, only 39 family members 

returned completed questionnaires by mail. The sample consisted of 78 

subjects, 39 elderly persons and 39 family members of these elderly people. A 

convenience, nonrandomized sampling procedure was used. The elderly 

subjects met the following criteria : 65 years of age or older, competent to make 

end-of-life decisions, and willing to have a family member contacted whom they 

felt was the most likely person to make decisions for them if they could no longer 
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speak for themselves. The family members met the following criteria: 18 years 

of age or older and willing to complete a questionnaire. 

Human Subjects Protection and Approval Process 

A human subjects review was conducted by the Human Subjects 

Committee to review the rights of the subjects. A letter from the Human Subjects 

Committee giving permission to conduct the study was received (Appendix C). 

Additionally, a disclaimer was provided for the family subjects explaining their 

rights and possible benefits and risks. Willingness to respond to the 

questionnaire indicated consent from the family members. All elders completed 

a subject's consent form. Subject confidentiality was protected by names not 

appearing on any data; only code numbers were used. Written permission to 

contact family members was obtained from the elder on the subjects' consent 

form. 

Method of Data Collection 

Elderly persons were contacted in public places, such as parks, 

community centers and churches. A brief description of the purpose of the 

study and the criteria for eligibility for participation was given by the investigator. 

After reading and signing the consent form, verbal instructions were given on 

how to complete the questionnaire. The elders completed the questionnaire 

after asking any questions they wished. It took approximately 1 0-15 minutes to 

complete the questionnaire for each subject. A questionnaire was then mailed to 



the family members who the elders had identified on the questionnaires along 

with a self addressed stamped envelope and complete written instructions. 

Setting 

The setting for collecting the data was wherever a quiet environment 

could be found and that was most convenient for the subjects. A table and 

chairs were provided. 

Instrumentation 
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After reviewing the available literature concerning conflicts between 

elders' EoLD's and family members' perceptions of elders' wishes, Palmer's 

Clinical Decision Making instrument was chosen to collect the data for this study. 

Palmer (1992) developed a clinical decision making scale after finding no 

instrument which incorporated all factors of the COM process. Palmer (1992) 

used the scale to explore the perceptions of nurses and physicians, in regard to 

the importance of selected factors in EoLD's concerning the elderly. 

To determine the opinion of the elders and the family members 

concerning the elders' end-of-life decisions in this study, an instrument for the 

elders and an instrument for family members (Appendix A) were adapted from 

Palmer's (1992) Clinical Decision Making Scale (CDMS) (Appendix B). The 

core content of Palmer's questions was used to form the questions on the 

instrument used for this study. Medical terms were changed to lay terms for 

better understanding by the lay community. Two additional questions, 



concerning the use of renal dialysis and CPR were added, making a total of 

twenty-four questions. 
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The first developed instrument, designed for the elders, was a twenty 

four item questionnaire using a Likert Scale from 1- 4. One indicated not very 

important; four indicated very important. The total score could range from 24 -

96. The elderly were asked to answer the questions with regard to their own 

end-of-life decisions. The second instrument, designed for the family members, 

contained the same items. The family members were asked to answer the 

questions to predict how they thought the elders would answer the questions. 

(Appendix B). 

To examine what differences existed between elders' end-of-life decisions 

and perceptions of their family members, the instrument items were divided into 

the four factors included in the framework (Wetle's et al., 1988). The four factors 

were medical, institutional, client, and provider factors. Questions 1, 3, 9, 

10,12-14, and 18-19 involved client factors. Questions 4, 5, 8, 20-24 involved 

medical factors. Questions 15-17 involved provider factors. Questions 2, 6-7, 

and 11 involved institutional factors. 

A sociodemographic form included questions about gender, age, 

educational level, occupation, and relationship to the elder. Occupations were 

grouped into Green's specific occupation categories (Green, 1970). Questions 

were also asked concerning the existence of a living will and power of attorney 
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for the elders, perception of the elder's health, and whether the elder had 

communicated their end-of-life decisions to their family members. Elders were 

also asked to name a member of their family, including the address, whom they 

felt would act as their power of attorney if they could no longer speak for 

themselves. These family members were sent questionnaires to complete. 

Validity and Reliability Issues 

Initial validity for the two instruments was established by using face and 

content validity procedures. For face validity, the questionnaire was presented 

to 20 lay persons who were asked to read each question and judge whether 

each question was understandable and relevant to end-of-life decisions. They 

were also asked if there were questions missing that dealt with end-of-life 

decisions. As a result of suggestions made by the lay persons, two questions 

were changed by further defining terms. All the lay persons felt the questions 

contained in the instrument were relevant and measured what the instrument 

was designed to measure. Thus face validity was established (Waltz & Bansell, 

1981 ). 

Content validity was established by presenting the instrument to several 

specialists with nursing backgrounds experienced in working with elders for their 

input as to the validity of the items (Lynn, 1986). The experts were asked if each 

question was relevant to end-of-life decisions, if the question was relevant to a 

particular CDMS factor and subset, and whether the question was 
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understandable. Changes were made and items were kept on the questionnaire 

that met the consensus of the specialists. 

Data Analysis Process 

The collected data were entered into a SPSS computer program and 

analyzed using frequency distributions, and measures of central tendency and 

dispersion. To answer the first research question, "What are the differences 

between elders' end-of-life decisions and the family's perceptions of the elder's 

wishes?" at-test was used. The factors from the Wetle, et al. (1988) model 

were also analyzed using t-tests in order to discover what differences existed. 

To answer the second research question, "Is there a difference between 

the elders' end-of-life decisions and their family's perceptions of the elderly's 

wishes when elders have a living will?", at-test was used. Again the factors for 

this question were analyzed using t-tests. To answer the third question, "Is there 

a difference between the elders' end-of-life decisions and their family's 

perceptions of the elder's wishes when the elders have communicated their 

wishes to their family members?", at-test was also used. Once again, the 

factors were analyzed using t-tests for this question. 

Summary 

The methodology used for this study was described. The research design 

was identified. The sampling procedure was explained and the sample size 

given. The instrument used in the study was adapted from Palmer's Clinical 
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Decision-Making instrument and used to measure the importance elders placed 

on factors influencing end-of-life decisions and their family member's perception 

of the importance of various factors to elders' decisions. The method of data 

collection was presented including the setting and protection of human subjects. 

Validity and reliability methods were explained and the data analysis process 

used to answer the research questions was given. 
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The purpose of this study was to describe differences between elders' 

end-of-life decisions and their family members' perceptions of elders' wishes. 

The findings of the study are presented in this chapter. These include 

descriptive and inferential analysis, and differences among groups. Data are 

interpreted and presented narratively, and where useful to illustrate trends and 

summarization, tables are used. 

Descriptive Findings 

The sample for this study consisted of 78 subjects, 39 elders and 39 

family members. In order to clarify the descriptive findings of the sample, the 

elders and the family members will be considered separately. 

Characteristics of the Elders 

Ages of the elders ranged from 66 to 87 ( M=75.7, SD = 6.0 ). The 

genders were: 46.2%, male (n=18), and 53.8% female (n=21 ). The education 

levels of the elders were: 3% had some grade school (n=1 ), 13 % completed 

8th grade (n=5), 21% had some high school (n=8), 18 % were high school 

graduates (n=7), 13% had vocational/technical education (n=5), 18% had some 

college (n=?), 8%, had bachelor degrees (n=3), and 8°/o had master degrees 

(n=3) (Table 1 ). Ninety percent of the elders were retired (n=35) with the 

remaining 1 0°/o being housewives (n=4). Within the dyadic relationships 
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Table 1. Education Levels of Elders 

Education Level Frequency Percent 

Some grade school 1 2.6 

Completed 8th grade 5 12.8 

Some high school 8 20.5 

High school graduate 7 17.9 

Vocational/technical 5 12.8 

Some college 7 17.9 

Bachelor degree 3 7.7 

Master's degree 3 7.7 

Total 39 100. 



Table 2. Elders' Relationship to Family Members 

Kinship 

Spouse 

Friend 

Mother 

Father 

Total 

Frequency 

3 

3 

16 

14 

39 

Percent 

7.7 

7.7 

41.0 

35.9 

100.0 

47 
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Table 3. Education Levels of Family Members 

Education Level Frequency Percent 

No education 1 2.6 

Some high school 2 5.1 

High school graduate 5 12.8 

Vocational/technical 7 17.9 

Some college 4 10.3 

Associate degree 1 2.6 

Bachelor degree 11 28.2 

Master's degree 6 15.4 

PhD 2 5.1 

Total 39 100.0 



49 

between the elders and the family members, 46% of the elders were mothers 

(n=18), 38°/0 were fathers (n=15), 8% were friends (n=3), and 8°/0 were spouses 

(n=3) (Table 2). 

When elders were asked if they had communicated their wishes to their 

family members, 54% answered yes (n=21 ), and 46 % answered no (n=18). 

When elders were asked if they had a living will, 49% answered yes (n=19), 

49°/0 answered no (n=19), and 2°/0 did not answer (n=1 ). When elders were 

asked if they considered themselves in good health compared to others the 

same age, 80% answered yes (n=31 ), and 20% answered no (n=8). 

The Family Members 

Ages of family members ranged from 22 to 84 (M = 45.9, SD = 10. 7). 

The genders of family members were: 23.1% male (n=9), and 76.9°/0 female 

(n=30). The education levels of the family members were: 3% had no 

education (n=1 ), 5°/0 had some high school (n=2), 13% were high school 

graduates (n= 5), 18% had vocational/technical education (n=7), 10% had some 

college (n=4), 3°/0 had associate degrees (n=1 ), 28% had bachelor's degrees 

(n=11 ), 15% had master's degrees (n=6), and 5% had PhD degrees (n=2) 

(Table 3). 

The family members' occupations were: 44°/0 professional/technology 

(n=17), 28% service workers (n=11 ), 1 0°/o managers (n=4), 5% clerical workers 

(n=2), 5% retired (n=2), 3°/o craftsmen/foremen (n=1 ), 3°/o 
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Table 4. Listing of Family Members' Occupations 

Occupation Frequency Percent 

Professional/technical 17 43.6 

Manager 4 10.3 

Clerical 2 5.1 

Craftsmen/Foreman 1 2.6 

Operative/Semi-skilled 1 2.6 

Serviceworker 11 28.2 

Laborer 1 2.6 

Retired 2 5.1 

Total 39 100.0 



Table 5. Family Members Relationships to Elders 

Kinship 

Daughter 

Son 

Spouse 

Friend 

Total 

Frequency 

28 

9 

1 

1 

39 

Percent 

71.8 

23.1 

2.6 

2.6 

100.0 

51 
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operative/semi-skilled workers (n=1 ), and 3% laborers (n=1) (Table 4). Within 

the dyadic relationships between the family members and the elders, 61 °/0 were 

daughters (n=24), 23% were sons (n=9), 8°/0 were spouses (n=3), and 8% were 

friends (n=3) (Table 5). 

When the family members were asked if the elders had communicated 

wishes to them, 59% answered yes (n=23), 41% answered no (n=16). When 

the family members were asked if the elders had a living will 51% answered no 

(n=20), 31°/0 answered yes (n=12), and 18 % did not know (n=?). When the 

family members were asked if the elders considered themselves in good health 

compared to others the same age 82% answered yes (n=32) and 18% answered 

no (n=?). 

Responses to Palmer's Decision Making Scales 

The first instrument, designed for the elders, was a twenty-four item 

questionnaire using a Likert Scale from 1-4. One indicated the issue was not 

very important in making end-of-life decisions; four indicated it was very 

important. The total score could range from 24 - 96. The elderly were asked to 

answer the questions with regards to their own end-of-life decisions. 



Table 6. Medical Factor Items Mean Scores for Elders and 

Family Members 

Item Elders Family Members 

M SD M SD 

Pain and Suffering 3.7 .61 3.7 .51 

Medical Treatment 3.6 .64 3.6 .68 

Quality of Life 3.9 .31 3.7 .56 

Ventilator 3.5 1.1 3.2 1.1 

CPR 3.0 1.3 3.0 .18 

Dialysis 3.2 1.3 2.9 1.2 

Antibiotic 2.6 1.4 2.2 1.1 

Feeding Tubes 3.0 1.4 3.2 1.0 

Total 26.5 1.5 25.5 4.9 
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Table 7. Client Factor Items Mean Scores for Elders and Family 

Members 

Item Elders Family Members 

M SD M SD 

Ability to Care for Self 3.8 .43 3.8 .58 

Knowing Disease 3.5 .97 3.4 .93 

Being a Burden 4.0 .16 3.4 .90 

Age 2.8 1.2 2.0 1.0 

Religion 3.0 1.3 2.8 1.2 

Control 3.7 .50 3.5 .82 

Having a Say 3.0 1.1 2.4 .91 

Community Wishes 3.7 .60 3.1 .97 

Respect Wishes 3.7 .51 3.7 .68 

Total 3.13 3.6 28.1 3.6 
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Table 8. 

Item 

Honesty 

Elder's Input 

HCP Input 

Total 

Provider Factor Items Mean Scores for Elders and Family 

Members 

M 

3.9 

3.8 

3.6 

11.1 

Elders 

so 

.31 

.46 

.67 

1.7 

Family Members 

M 

3.7 

3.3 

3.1 

9.7 

so 

.55 

.86 

.84 

2.1 

HCP - Health Care Provider 
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Table 9. 

Item 

Cost of Care 

Law Suit 

Policies 

Competent 

Total 

Institutional Factor Items Mean Scores for Elders and Family 

Members 

M 

3.4 

2.8 

3.6 

3.7 

13.5 

Elders 

so 

.91 

1.3 

.78 

.73 

2.2 

Family Members 

M 

2.9 

2.6 

3.1 

3.5 

12.4 

so 

.94 

1.1 

1.0 

.76 

2.5 
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Table 10. Factor Alpha Coeffiecients for Elders and Family Members 

Factor 

Medical 

Provider 

Client 

Institutional 

Alpha for Elders 

.66 

.46 

.68 

.24 

Alpha for Family Member 

.80 

.58 

.52 

.51 

57 



Table 11. Factor t-Test Differences Between Elders and Family 

Members Total Scores 

Classifications M SO t Value df p 

CTOL 3.1 76 .00 

Elders 83 8.8 

Family Members 76 9.5 

MEDICAL .92 76 .36 

Elders 27 5.1 

Family Members 25 4.9 

PROVIDER 3.44 76 .00 

Elders 11 1.2 

Family Members 10 1.7 

CLIENT 3.87 76 .00 

Elders 31 3.6 

Family Members 28 3.6 

INSTITUTIONAL 2.02 76 .04 

Elders 13 2.2 

Family Members 12 2.5 
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Table 12. Factor t-Test Differences Between Elders and Family 

Members When Communicated Wishes 

Classifications M SD t Value df p 

CTOL 1.9 42 .05 

Elders 83 7.5 

Family Members 78 7.9 

MEDICAL .20 42 .84 

Elders 27 3.8 

Family Members 27 4.0 

PROVIDER 2.31 42 .03 

Elders 11 0.9 

Family Members 10 1.5 

CLIENT 2.33 42 .03 

Elders 31 3.6 

Family Members 29 3.5 

INSTITUTIONAL 1.59 42 .12 

Elders 13 1.9 

Family Members 12 2.4 
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Description of Elders' Responses 

For elders, scores on the Palmer Decision Making Scale had a possible 

range of 24-96. Actual scores ranged from 63-96 (M = 83, SD = 8.8). The 

factor scores were as follows. Medical factors scores had a possible range of 

8-42. Actual scores ranged from 17 - 32 (M = 27, SD = 5.1 ). Provider factors 

scores had a possible range of 3-12. Actual scores ranged from 3 - 12 (M = 11, 

SD = 1. 7). Client factors scores had a possible range of 9-36. Actual scores 

ranged from 22- 36 (M = 31, SD = 3.6). Institutional factors scores had a 

possible range of 4-16. Actual scores ranged from 8 - 16 (M = 13, SD = 2.2). 

Scores for the individual items within the factors for the elders are listed in 

Tables 6-9. 

Description of the Family Members Responses 

The second instrument, designed for the family members, contained the 

same items, with the same Likert scale. The family members were asked to 

answer the questions as they predicted their elders would answer the questions. 

For the family members, the total score on the Palmer Decision Making 

Scale had a possible range of 24-96. Actual scores ranged from 49-90 (M = 

76, SD = 9.5). The factor scores were as follows. Medical factors scores had a 

possible range of 8-42. Actual scores ranged from 12 - 32 (M = 25, SD = 4. 9). 

Provider factors scores had a possible range of 3-12. Actual scores ranged 

from 3 - 12 (M = 1 0, SD = 2.1 ). Client factors scores had a possible range of 
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9-36. Actual scores ranged from 20 - 35 (M = 28, SD = 3.6). Institutional factors 

scores had a possible range of 4-16. Actual scores ranged from 7 - 16 (M = 12, 

SD = 2.5). Scores for the individual items within factors for family members are 

listed in Tables 6 - 9. 

Inferential Statistics of the Instrument 

Internal consistency for this sample on the adapted version of the Palmer 

(1992) Clinical Decision Making Scale (CDMS) was acceptable with a coefficient 

alpha of .83 (Cronbach & Meehl, 1955). The internal consistency reliability for 

the elder's version of the instrument was alpha = . 79 and for the family 

member's version of the instrument was alpha = .83. 

Internal consistency was also evaluated using the four conceptual model 

factors (Wetle, et al., 1988) created from the adapted version of Palmer's (1992) 

CDMS. The four factors demonstrated the following coefficient alphas for the 

total sample: medical factor, alpha = . 73, provider factor, alpha = .60, client 

factor, alpha = .63, and institutional factor, alpha = .43. The four factors 

demonstrated the following coefficient alphas for the elders: medical factor, 

alpha =.66, provider factor, alpha = .46, client factor, alpha =.68, and 

institutional factor, alpha = .24. The four factors demonstrated the following 

coefficient alphas for the family members: medical factor, alpha =.80, provider 

factor, alpha = .59, client factor, alpha = .53, and institutional factor, alpha = .51 

(Table 10). 



Research Questions 

Three research questions were posed to identify whether there were 

statistically significant differences between elders' and family members' 

perceptions of elders' end-of-life decisions. To answer the questions the 

collected data were entered into a SPSS (Nie, Hull, Jenkins, Steinbrenner, & 

Bert, 1981) computer program and t-tests were performed for analysis. 

Research Question 1 

What are the differences between the elders' end-of-life-decisions and 

their families' perceptions of the elders' wishes? 
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There was a statistically significant difference, t(3.1) = 76, p=.OO, 

between the elders' end-of-life decisions (M = 83, SD = 8.8) and their family's 

perceptions of those wishes (M = 76, SD = 9.5). Because the variances for 

these two groups were not significantly different, the pooled variance was used 

in the t-test. Among the four factors contained in Wetle's et. al, (1988) 

conceptual model, the provider, client, and institutional factors were significantly 

different for the elders and the family members. (Table 11 ). The medical factor 

was the same in both groups. Because the variance for the two groups was not 

statistically different, pooled variances were used for these t-tests. 
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Research Question 2 

Is there a difference between elders' end-of-life decisions and families' 

perceptions of the elders' wishes when elders or family members believe 

that elders have a living will? 

All elders who answered they had a living will and all family members who 

answered that they believed that their elder had a living will were used to answer 

this question. The total number of subjects were 31, with 19 being elders and 12 

being family members. 

There was no statistically significant difference t (1.24) =29, p=.22, 

between the elders' (M = 83, SD = 7.9) and the family members' perception of 

the elders' wishes (M = 79, SO= 7.7) when the elders had a living will. 

Because the variances on these two groups were not significantly different, the 

pooled variance was used for this t-test. 

Among the four factors contained in Wetle's et. al, (1988) conceptual 

model the medical, provider, client, and institutional factors were not significantly 

different for the elders and the family members. Because the variance for the 

two groups was not statistically different, pooled variances were used for these 

t-tests. 

Research Question 3 

Is there a difference between the elders' end-of-life decisions and 

families' perceptions of the elders' wishes when the elders or family 



members believe elders have communicated their wishes to their family 

members? 
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All elders who answered they had communicated wishes to their family 

member and all family members who answered that the elder had 

communicated wishes to them were used to answer this question. The total 

number of subjects were 44, with 21 being elders and 23 being family members. 

There was a statistically significant difference t(1.99) =42, p = .05, 

between elders' (M = 83, SD = 7.5) and family members' perception of the 

elder's wishes ( M = 79, SD = 7.9) when the elderly had communicated their 

wishes to their family members. Because the variances for these two groups 

were not significantly different the pooled variances was used in the t-test. 

Among the four factors contained in Wetle's et. al, (1988) conceptual 

model the medical and institutional factors were not significantly different for the 

elders and the family members. However, the provider factors were significantly 

different t(2.31) = 42, p = .03, and the client factors were significantly different 

t(2.33) = 42, p = .025. (Table 12). 

Because the variance for the two groups was not statistically different for 

the medical, client, and institutional factors, polled variances were used for these 

t-tests. However, because the variance for the two groups was statistically 

different for the provider factor, the separate variance was used for this t-test. 
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Additional Analysis 

The factors of the Wetle's et. al., ( 1988) conceptual model were used to 

examine where the differences lie between the elders and their family members, 

but the low alphas of the factors suggested the need for reconceptualization. A 

different framework was developed by inducing themes from the items within the 

instrument. These themes were divided into subsets to examine the differences 

between elders and family members. These subsets included circumstance 

subset (questions 1 - 12), input subset (questions 13 - 19), and technology 

subset (questions 20 - 24 ). 

The circumstance subset contained items pertaining to situational factors 

that could affect elders' decision making. Specifically, items within the 

circumstance subset included, ability to care for self, cost of care, knowing the 

presence of a disease, pain and suffering, medical treatment, law suits, medical 

institutional policies, quality of life, being a burden to family, age, competency, 

and religious beliefs. 

The input subset contained items pertaining to elders, family members, 

and health care providers who contributed to elders' clinical decision making. 

Specifically, items included, elders being in control, elders having a say, health 

care providers having a say, elders communicating wishes, and family members 

respecting the elders wishes. 
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The technology subset contained items pertaining to the affects of 

medical interventions on elders' clinical decision making. Specifically, the items 

within the technology subset included, use of ventilators, CPR, renal dialysis, 

antibiotics, and feeding tubes. 

Internal Consistency of the Reconceptualized Instrument 

As before, internal consistency for this sample on the adapted version of 

the Palmer (1992) Clinical Decision Making Scale (CDMS) was acceptable with 

a coefficient alpha of .83 (Cronbach & Meehl, 1955). The internal consistency 

reliability for the elder's version of the instrument was alpha = . 79 and for the 

family member's version of the instrument was alpha = .83. 

Internal consistency of the new subscales was evaluated. The 

circumstance subscale had a coefficient alpha of . 72, the input subscale had a 

coefficient alpha of .67, and the technology subscale had a coefficient alpha of 

.84. These alphas were acceptable and were used to examine differences 

between the elders and family members. 

Description of Elders' Responses 

For elders, scores on the Decision Making Scale had a possible range of 

24 - 96. Actual scores ranged from 63 - 96 (M = 83, SD = 8.8). The subset 

scores were as follows. The circumstance subset scores had a possible range 

of 12-48. Actual scores ranged from 31-48 (M = 42, SD = 4.9), The input subset 

scores had a possible range of 7-28. Actual scores ranged from 20-28 (M = 25, 
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SD = 2.3). The technology subset scores had a possible range of 5-20. Actual 

scores ranged from 5-20 (M = 15, SD = 5.1 ). Individual item scores within the 

subsets for the elders are listed in Tables 6-9. 

Description of Family Members Responses 

The total score on the instruments completed by family members, had a 

possible range of 24 - 96. Actual scores ranged from 49-90 (M = 76, SD = 9.5). 

The subset scores were as follows. The circumstance subset scores had a 

possible range of 12-48. Actual scores ranged from 27-46 (M = 39, SD = 4.8). 

The input subset scores had a possible range of 7-28. Actual scores ranged 

from 14-28 (M = 23, SD = 3.1 ). The technology subset scores had a possible 

range of 5-20. Actual scores ranged from 5-20 (M = 14, SD = 4.3). Scores for 

the individual items within the subsets for the family members are listed in 

Tables 6-9. 

Research Questions 

The research questions were examined once again to look for statistically 

significant differences between elders and family members using the data from 

the subsets, 

Research Question 1 

What are the differences between the elders' end-of-life-decisions and 

their families' perceptions of the elders' wishes? 
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There was a statistically significant difference, as before, between the 

elders' end-of-life decisions and their families' perceptions of those wishes. 

Statistically significant differences existed between elders' end-of-life decisions 

and their families' perceptions on the circumstance subset total t(2. 76) =76), 

p=.OO), and the input subset total t(4.06) = 76), p=.OO). The technology subset 

total was not significant (p=.42) (Table13). Because the variance for the two 

groups was not statistically different, pooled variances were used for these 

t-tests (Table 13). 

Research Question 2 

Is there a difference between elders' end-of-life decisions and families' 

perceptions of the elders' wishes when elders or family members believe 

elders have a living will? 

All elders who answered they had a living will and all family members 

who answered that they believed that their elder had a living will were used to 

answered this question. The total number of subjects was 31, with 19 being 

elders and 12 being family members. 

There was no statistically significant difference, as before, between the 

elders and the family members' perception of the elder's wishes when the elders 

had a living will. No statistical significance existed between elders' end-of-life 

decisions and their families' perceptions on the circumstance subset total t(.48) 

=29, p=.1.89, and the input subset total t(1.60) = 29), p=.12, or on the 



Table 13. Subset t-Test Differences Between Elders and Family 

Members Total Scores 

Classifications 

CTOL 

Elders 

Family Members 

CIRCUMSTANCE 

INPUT 

TECHNOLOGY 

M 

83 

76 

SD t Value 

3.1 . 

8.8 

9.5 

2.76 

4.06 

.81 

76 

76 

76 

76 

df p 

.00 

.00 

.00 

.42 

69 
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technology subset total t(.89) = 29, p = .38 (See individual items listed in Tables 

6-9). Because the variance for the two groups was not statistically different, 

pooled variances were used for these t-tests. 

Research Question 3 

Is there a difference between the elders' end-of-life decisions and 

families' perceptions of the elders' wishes when elders or family members 

believe elders have communicated their wishes to their family members? 

All elders who answered they had communicated wishes to their family 

members and all family members who answered that the elder had 

communicated wishes to them were used to answer this question. The total 

number of subjects was 44, with 21 being elders and 23 being family members. 

There was a statistically significant difference on the total score, as 

before (t(1.99)=42, p = .05, between elders' and family members' perception of 

the elder's wishes when the elders had communicated their wishes to their family 

members. No statistically significant difference existed between elders' 

end-of-life decisions and their families' perceptions on the circumstance subset 

total t(1.93) =42, p=.06, and the input subset total t(1.95) = 42), p=.06, or the 

technology subset total t(.37) = 42, p = . 72. However, the circumstance and 

input subsets were very close to being significant. Due to the founding to the 

nearest hundredth of the significance figures, these two subjects became 



insignificant (.06). Because the variances for the two groups were not 

statistically different, pooled variances were used for these t-tests. 

Summary 
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The focus of this chapter was the presentation of the data. Descriptive 

findings were given. Three research questions were posed to explore 

differences between elders' end-of-life decisions and their family's perceptions of 

the elder's wishes. T -test analysis was conducted to identify differences 

between elders' end-of-life decision and their family members' perception of the 

elder's wishes. A statistically significant difference was found between the two 

groups. When the elders had a living will, no statistically significant differences 

existed between the elders and their family members. When the elders had 

communicated their wishes to their family members, a statistically significant 

difference existed between elders and their family members. 

The framework was reconstructed due to the low alphas of the factors 

contained in Wetle's et al. ( 1988) framework. Three subsets were formed with 

acceptable alphas. The research questions were again examined to find where 

the differences existed between the elders and family members. Statistically 

significant differences existed between elders' end-of-life decisions and their 

families' perceptions of elders' wishes on the circumstance subset total and the 

input subset total. No statistical significance existed within the subsets between 

elders' end-of-life decisions and their families' perceptions when elders and 
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family members believed the elders had a living will. Circumstance and input 

subsets neared statistical significance when elders and family members believed 

elders had verbally communicated their wishes. 



CHAPTERV 

IMPLICATIONS AND RECOMMENDATIONS 
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The purpose of this study was to describe differences between elders' 

end-of-life decisions and their familys' perceptions of the elders' wishes. A 

discussion of the findings, limitations of this study, implications for nursing, and 

recommendations for future research are presented in this chapter. 

Discussion of the Findings 

The conceptual framework that guided this study was based on Wetle, 

Cwikel, & Levkoff's (1988) Clinical Decision Making Model. The four factors 

identified that were used in this study were: client, provider, institutional, and 

medical factors. These factors provided information that was useful in adapting 

Palmer's Clinical Decision Making Scale for this study's instrument. The factors 

were also useful in analyzing where the differences exist between the elders' 

decisions and their family members' perceptions of the elders' wishes. The 

research questions will be examined for discussion of the findings. 

Research Question 1 

What are the differences between the elders' end-of-life-decisions and 

their family's perceptions of the elder's wishes? 

There were significant differences between what elders' wished in their 

end-of-life decisions and what their family's perceptions of the elders' wishes 

were. Based on a higher mean, elders attached more importance to the details 
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of the client, provider, and institutional factors when contemplating end-of-life 

decisions than their family members believed they did. This finding supports 

several studies that suggest that family members rate the importance of certain 

factors about elders' end-of-life decisions lower than elders (Rubenstein, 

Schairer, & Weiland, 1984; Starr, Pearlman, & Uhlmann, 1986). 

The differences between the elders and their family members exist within 

the provider, client, and institutional decisions. There was no statistically 

significant difference found for medical factors. The family members seemed to 

have a clear understanding of what elders wished as far as the medical aspects 

of their care , but misunderstandings still exist between elders and family 

members when it came to the importance of issues such as self-care, cost of 

care, and elders' input. The findings of this study are consistent with the 

literature that family members and designated friends do not understand what 

elders want or adequately predict elders' wishes (Zweibel & Cassel, 1989; 

Uhlmann, Pearlman, & Cain, 1988; Seckler, Meier, Mulvihil, & Cammer, 1991; 

Danis et al (1988); Ebell's, et al; 1991; Johnson & Justin (1988). 

The second framework using the circumstance, input, and technology 

subsets gave an alternate view of the differences between elders and their 

family members. The circumstance subset, which included the importance of the 

situation in clinical decision making, and the input subset, which included the 

importance of the opinions of various people in clinical decision making, were 
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significantly different for elders and family members. Again, elders viewed 

these issues with a higher degree of importance (having a higher mean) than 

their family members perceived them to be. There were no differences between 

the elders and their family members on the technology subset which included 

medical interventions. This is consistent with the findings using the first 

framework in which the medical factors showed no differences between the 

elders and their family members. This may reflect the fact that technology issues 

have been brought to the attention of the general public and discussed between 

the elders and family members so that differences no longer exist. 

To examine more closely where the differences existed between the 

elders and their family members within the factors and subsets themselves, the 

mean difference of each item was compared between elders and family 

members (Tables 6- 9). Any difference between means of the elders and family 

members of .5 or greater was considered an important difference. The following 

items were considered to be important areas of difference: being a burden, age, 

having a say in end-of-life decisions, communicated wishes, cost of care, 

institutional policies, elders' input, and health care provider (HCP) input (Items 

refer to the individual questions of the questionnaire). 
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Research Question 2 

Is there a difference between elders' end-of-life decisions and family's 

perceptions of the elder's wishes when elders or family members believe elders 

have a living will? 

There were no differences between elders and family members when the 

elders had a living will. The findings support the importance of living wills as 

necessary for ensuring patient autonomy in decisions about end-of-life 

decisions. With the presence of living wills, it appeared family members would 

choose care for their elders that the elders would choose for themselves. 

Family members also perceived the same factors as being as important to the 

elders as the elders themselves indicated. This finding is not surprising since a 

living will can serve as a line of communication between the elders and their 

family members. Living wills require the patient to clarify and prioritize 

end-of-life decisions (Zweibel, & Cassell, 1989), which can only decrease or 

eliminate differences between the elders and their family members. The findings 

are supported by the research studies addressing the need for living wills 

(Johnson & Justin, 1988; Zweibel, & Cassell, 1989) . 

Research Question 3 

Is there a difference between the elders' end-of-life decisions and 

family's perceptions of the elder's wishes when the elders or family 



members believe elders have communicated their wishes to their family 

members? 
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There were differences between elders and family members when the 

elders had communicated their wishes to their family members. The findings 

indicate that discussions between elders and family members did not enhance 

the accuracy of substituted judgments. The finding is contrary to the literature 

(Uhlmann, Pearlman, & Cain, 1988) in which lack of discussion between the 

elders and their proxies is viewed to limit the accuracy of substituted judgments. 

The studies of Zweibel & Cassel (1989) and Johnson & Justin (1988) also 

suggest that no differences exist when communication has taken place between 

the patient and their proxy. It is difficult to explain this finding, but it is possible 

that the communication between the elders and their family was not as detailed 

as the instrument or that a long period of time had lapsed between the 

communication and the completion of the instruments, causing a lapse of 

memory to occur. Many points of the elders wishes could have simply been 

misunderstood by the family members. 

All elders who answered they had communicated wishes to their family 

member and all family members who answered that the elder had communicated 

wishes to them were used to answer this question. The total number of subjects 

was 44, with 21 being elders and 23 being family members. It is also interesting 



to note that different numbers of elders and family members thought that 

communication had taken place. 

78 

Family members may perceive that by asking their elders questions about the 

medical aspects of health care that they know the elders' wishes. On the other 

hand, elders may perceive that they have not indicated all of their wishes to their 

family members. 

Conclusions 

The study posed three research questions. Based on the data analysis, 

the most significant finding was that there were differences between the elders' 

end-of-life decisions and the family members perceptions of the elders' wishes. 

Elders attached more importance to certain factors influencing end-of-life 

decisions than family members perceived they did. The differences existed in 

the provider, client, and institutional factors within the Wetle, Cwikel, & Levkoff's 

(1988) Clinical Decision Making Model. Differences existed in the areas of 

circumstance and input decisions, including the elders ability to care for 

themselves, and the cost of care, within the reconstructed subset framework. 

Medical and technology issues were not areas of conflict between elders and 

their family members. These differences no longer existed when the elders had 

a living will, but still remained when the elders had merely communicated their 

wishes to their family members. 
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Limitations 

There were several limitations to this study. First, the sample was a 

convenience sample, limiting the generalizability to other populations. Second, 

the CDMS is a developing instrument. Further use of the instrument in future 

studies and health practice would strengthen the validity of the instrument. 

Third, the method of data collection was not completely consistent due to the 

family members not receiving the same verbal instructions and opportunity to 

ask questions like the elders had. Family members only received written 

instructions that were mailed to them. Additionally, the portion of the family 

members mail-returned responses introduced bias by including only those who 

chose to respond. Fourth, the sample size was small. Fifth, the answers on the 

elders' questionnaires only documented what the elders' said they wanted, not 

what they actually might ask for. 

Recommendations for Future Research 

Based on these limitations, recommendations for future research include: 

(1) replication of this study in different settings and populations such as with the 

chronically ill in nursing homes to strengthen the clinical significance, (2) 

increasing the sample size, (3) continued modification of the CDMS to improve 

the validity and reliability of its measures, and (4) inclusion of other subjects of 

various ethnicities and religions in order to examine cross cultural differences. 
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Implications for Nursing 

The significance of this study is that it increases understanding about the 

differences that exist between what elders want in end-of-life decisions (or what 

factors elders believe are viewed as important in making decisions) and what 

their family members perceive the elders' wishes to be. The study indicated that 

the areas of differences between elders and their family members exist in less 

concrete areas such as circumstances and input issues, not in the matter of 

technology and medical treatments. Specifically, differences exist in the input of 

the elders and HCPs, cost of care, importance of institutional policies, being a 

burden, age and having a say about decisions. 

Nurses need to be educated about potential areas of conflict between the 

elders and their family members. They also need to realize that some factors 

influencing end-of-life decisions are more important to elders than the family 

members perceive the importance to be. By knowing that these differences 

exist, nurses can examine these areas during assessment, note differences and 

employ interventions to increase communication between all parties in order to 

decrease or end conflicts. For example, the family members may wish their 

elders to be sustained on a ventilator while the elders are more concerned with 

the extended cost of care. If nurses are aware of what is important to the elder 

in making decisions, they can be true patient advocates and contribute more 

fully to meet the needs of the patients and family members. 
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This study supports research which demonstrates that many factors 

affect the congruency between what elders wish in their end-of-life decisions and 

what their family members think they want. One of the factors that can increase 

congruency is the existence of a living will. Nurses should be attuned to the 

importance of having a living will in place for all elders who are patients. 

However, knowing that the areas of potential conflict may not be included in a 

living will, nurses may need another device to record such decisions. The 

implications of these differences are not fully known, but this study indicates that 

broader, more complete methods of collecting data about elders' end-of-life 

decisions is needed to narrow the gap between the perceptions of the family 

members and what the elderly want. 

As this study indicates, mere communication is not an effective means to 

decrease or eliminate differences between elders and their family members. A 

tool such as the CDMS could be used by health care workers, including nurses, 

to see if elders' wishes and family members' understandings of the elders' 

wishes are congruent. The tool could be used as a communication device to 

enable the elders and their family members to recognize serious conflicts in 

end-of-life decision before a crisis develops. Information gathered from the tool 

could be included in the patient's record as a source of information to which 

nurses and family members can refer. The study suggests that nurses may be 

able to narrow the differences between elders and their family members by 



opening lines of communication concerning further information in end-of-life 

decisions and by establishing more complete documentation of wishes. 
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Information given to the public concerning end-of-life decisions needs to 

be more detailed. Less emphasis is now needed on technology issues. This 

seems to be an area where elders and their family members concur. The public 

needs to be aware of the importance that elders place on the factors influencing 

their end-of-life decisions so increased communication can be elicited between 

elders and their family members. 

Health care providers still know very little about all the factors that 

influence elders' end-of-life decisions. Further studies are needed to examine 

the complexity of the problem and gain understanding of how differences can be 

eliminated between the elders and their family members. A framework using the 

issues within the subsets may be more useful to examine differences than 

Wetle, Cwikel, & Levkoff's (1988) Clinical Decision Making Model as Wetle's 

classification of factors may not by internally consistent. The subsets conceptual 

model may be more internally consistent since it focuses on the dynamics of 

decision making. 

Summary 

Results of the present study provided further understanding of the 

differences that exists between what the elders want in end-of-life decisions and 

what their family members perceive the elders to want. The factors associated 
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with the four components of Wetle, Cwikel, and Levkoff's model (1988)and the 

three subsets developed from the instrument lent support for the findings. 

Limitations were identified and recommendations made. Nursing implications 

include methods to decrease the differences that exist between the elderly and 

their family members and the need to continue research to expand nurses' 

involvement in elders' end-of-life decisions. 



APPENDIX A 

CLINICAL DECISION MAKING SCALE (For Elderly) 

CLINICAL DECISION MAKING SCALE (For Family Members) 

CLINICAL DECISION MAKING SCALE (For Family Members/POA) 
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CLINICAL DECISION MAKING SCALE (For Elderly) 

Adapted from PALMER 1992 

ION 

INSTRUCTIONS: 

The following statements represent factors related to end of life decision making, 
Circle the number which most closely indicates how you personally feel about 
each statement. The numbers range from "1" (not very important) through "4" 
(very important). In responding to the statements, please answer them only as 
your opinion applies to your own personal end-of-life decisions. Refer to the 
definitions for terms you are unfamiliar with. 

DEFINITIONS: 

End-of-life decisions: Medical decisions that are made concerning a person's 
list 12 months of life. 
Cardiopulmonary Resuscitation (CPR): Compressions applied to the chest 
over the heart and mouth to mouth respirations which may include administration 
of drugs, electrical shock and placement of a temporary pacemaker. 
Ventilator: A machine used to inflate and deflate lungs after a tube is placed 
down your throat into your lungs. 
Renal dialysis: A process of cleansing your blood by cycling your blood 
through a machine and back into your veins. 
Feeding tubes: Tubes placed into the digestive tract or into your veins in which 
nutrients and fluids are given. 

In regard to your own 
end-of-life decisions: 

1. How important is: 
your ability to take 

Not Very 
Important 

care of yourself. 1 

Somewhat Important 
Important 

2 3 

Very 
Important 

4 
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In regard to your own 
end-of-life decisions: 

Not Very Somewhat Important Very 
Important Important Important 

2. How important is: 
the cost of care. 1 2 3 4 

3. How important is: 
the knowledge that 
you have an 
incurable or a 
curable disease. 1 2 3 4 

4. How important is: 
preventing your 
own pain and 
suffering. 1 2 3 4 

5. How important is: 
knowing medical 
treatment may or 
may work. 1 2 3 4 

6. How important is: 
the possibility of 
a law suit against 
health care providers 
and medical institutions 
for not following your 
decisions. 1 2 3 4 

7. How important is: 
your knowledge of 
medical institutional 
policies that may 
prevent your wishes 
from being carried 
out. 1 2 3 4 
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In regard to your own 
end-of-life decisions: 

Not Very Somewhat Important Very 
Important Important Important 

8. How important is: 
maintaining a good 
quality of life. 1 2 3 4 

9. How important is: 
you not being a 
burden to your 
family. 1 2 3 4 

10. How important is: 
your age. 1 2 3 4 

11. How important is: 
you being 
competent. 1 2 3 4 

12. How important is: 
your religious 
beliefs. 1 2 3 4 

13. How important is: 
you being in 
control to make 
your own 
decisions. 1 2 3 4 

14. How important is: 
your family's having 
to say about 
your decisions. 1 2 3 4 



In regard to your own 
end-of-life decisions: 

15. How important is: 

Not Very 
Important 

knowing that your health 
care providers are being 
honest with you. 1 

16. How important is: 
your input to 
health care 
providers. 1 

17. How important is: 
the health care 
providers input. 1 

18. How important is: 
you communicating 
your wishes to 
your family. 1 

19. How important is: 
telling your 
family what your 
wishes are. 1 

20. How important is: 
avoiding the use of 
ventilators to 
extend your life. 1 

21. How important is: 
avoiding the use of 
CPR to extend your 
life. 1 

Somewhat Important 
Important 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

Very 
Important 

4 

4 

4 

4 

4 

4 

4 
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In regard to your own 
end-of-life decisions: 

22. How important is: 
avoiding the use of 
renal dialysis to 
extend your life. 

23. How important is: 
avoiding the use 
of antibiotics to 
extend your life. 

24. How important is: 
avoiding the use of 
a feeding tube to 
extend your life. 

Not Very 
Important 

1 

1 

1 

Somewhat Important 
Important 

2 3 

2 3 

2 3 

Very 
Important 

4 

4 

4 
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IDN 

CLINICAL DECISION MAKING SCALE (For Family) 
Adapted from PALMER 1992 

INSTRUCTIONS: 
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The following statements represent factors related to end of life decision making, 
Circle the number which most closely indicates how you personally feel about 
each statement. The numbers range from "1" (not very important) through "4" 
(very important). In responding to the statements, please answer them only as 
your opinion applies to your mother's end-of-life decisions. Refer to the 
definitions for terms you are unfamiliar with. 

DEFINITIONS: 

End-of-life decisions: Medical decisions that are made concerning a person's 
list 12 months of life. 
Cardiopulmonary Resuscitation (CPR): Compressions applied to the chest 
over the heart and mouth to mouth respirations which may include administration 
of drugs, electrical shock and placement of a temporary pacemaker. 
Ventilator: A machine used to inflate and deflate lungs after a tube is placed 
down your throat into your lungs. 
Renal dialysis: A process of cleansing your blood by cycling your blood 
through a machine and back into your veins. 
Feeding tubes: Tubes placed into the digestive tract or into your veins in which 
nutrients and fluids are given. 

In regard to your mother's 
end-of-life decisions: 

1. How important is: 

Not Very 
Important 

your mother's abi I ity to 
take care of 
herself. 1 

Somewhat Important 
Important 

2 3 

Very 
Important 

4 



In regard to your mother's 
end-of-life decisions: 

2. 

3. 

4. 

5. 

6. 

7. 

Not Very 
Important 

How important is: 
the cost of care. 

How important is: 

1 

your mother's knowing 
she has incurable or a 
curable disease. 1 

How important is: 
preventing your 
mother from 
experiencing pain and 
suffering. 1 

How important is: 
knowing your mother's 
medical treatment 
may or may work. 1 

How important is: 
the possibility of 
a law suit against 
health care providers 
and medical institutions 
for not following your 
mother's decisions. 

How important is: 
your knowledge of 
medical institutional 
policies that may 
prevent your wishes 
from being carried 
out. 

1 

1 

Somewhat Important 
Important 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

Very 
Important 

4 

4 

4 

4 

4 

4 

91 



In regard to your mother's 
end-of-life decisions: 

8. 

9. 

10. 

11. 

12. 

13. 

14. 

How important is: 

Not Very 
Important 

your mother maintaining 
a good quality 
of life. 1 

How important is: 
your mother not 
being a 
burden to your 
family. 1 

How important is: 
your mother's age. 1 

How important is: 
your mother being 
competent. 1 

How important is: 
your mother's religious 
beliefs. 1 

How important is: 
your mother being in 
control decisions. 1 

How important is: 
your having 
a say about 
your mother's 
decisions. 1 

Somewhat Important 
Important 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

Very 
Important 

4 

4 

4 

4 

4 

4 

4 
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In regard to your mother's 
end-of-life decisions: 

15. 

16. 

17. 

18. 

19. 

20. 

How important is: 

Not Very 
Important 

knowing that your mother's 
health care providers are 
being honest 
with her. 1 

How important is: 
your mother's input to 
health care 
providers. 1 

How important is: 
the health care 
providers input. 1 

How important is: 
your mother communicating 
her wishes to 
you. 1 

How important is: 
respecting your 
mother's wishes. 1 

How important is: 
avoiding the use of 
ventilators to 
extend your 
mother's life. 1 

Somewhat Important 
Important 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

Very 
Important 

4 

4 

4 

4 

4 

4 
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In regard to your mother's 
end-of-life decisions: 

21. How important is: 
avoiding the use of 
CPR to extend your 

Not Very 
Important 

mother's life. 1 

22. How important is: 
avoiding the use of 
renal dialysis to 
extend your 
mother's life. 1 

23. How important is: 
avoiding the use 
of antibiotics to 
extend your 
mother's life. 1 

24. How important is: 
avoiding the use of 
a feeding tube to 
extend your 
mother's life. 1 

Somewhat Important 
Important 

2 3 

2 3 

2 3 

2 3 

Very 
Important 

4 

4 

4 

4 
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ION 

CLINICAL DECISION MAKING SCALE (For Family/POA) 
Adapted from PALMER 1992 

INSTRUCTIONS: 
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The following statements represent factors related to end of life decision making, 
Circle the number which most closely indicates how you personally feel about 
each statement. The numbers range from "1" (not very important) through "4" 
(very important). In responding to the statements, please answer them only as 
your opinion applies to your father's end-of-life decisions. Refer to the 
definitions for terms you are unfamiliar with. 

DEFINITIONS: 

End-of-life decisions: Medical decisions that are made concerning a person's 
list 12 months of life. 
Cardiopulmonary Resuscitation (CPR): Compressions applied to the chest 
over the heart and mouth to mouth respirations which may include administration 
of drugs, electrical shock and placement of a temporary pacemaker. 
Ventilator: A machine used to inflate and deflate lungs after a tube is placed 
down your throat into your lungs. 
Renal dialysis: A process of cleansing your blood by cycling your blood 
through a machine and back into your veins. 
Feeding tubes: Tubes placed into the digestive tract or into your veins in which 
nutrients and fluids are given. 

In regard to your mother's 
end-of-life decisions: 

1. 

Not Very 
Important 

How important is: 
your father's ability to 
take care of 
herself. 1 

Somewhat Important 
Important 

2 3 

Very 
Important 

4 



96 

In regard to your father's 
end-of-life decisions: 

Not Very Somewhat Important Very 
Important Important Important 

2. How important is: 
the cost of care. 1 2 3 4 

3. How important is: 
your father's knowing 
she has incurable or a 
curable disease. 1 2 3 4 

4. How important is: 
preventing your 
mother from 
experiencing pain and 
suffering. 1 2 3 4 

5. How important is: 
knowing your father's 
medical treatment 
may or may work. 1 2 3 4 

6. How important is: 
the possibility of 
a law suit against 
health care providers 
and medical institutions 
for not following your 
father's decisions. 1 2 3 4 

7. How important is: 
your knowledge of 
medical institutional 
policies that may 
prevent your wishes 
from being carried 
out. 1 2 3 4 



In regard to your father's 
end-of-life decisions: 

8. 

9. 

10. 

11. 

12. 

13. 

14. 

How important is: 

Not Very 
Important 

your mother maintaining 
a good quality 
of life. 1 

How important is: 
your mother not 
being a 
burden to your 
family. 1 

How important is: 
your father's age. 1 

How important is: 
your mother being 
competent. 1 

How important is: 
your father's religious 
beliefs. 1 

How important is: 
your mother being in 
control decisions. 1 

How important is: 
your having 
a say about 
your father's 
decisions. 1 

Somewhat Important 
Important 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

Very 
Important 

4 

4 

4 

4 

4 

4 

4 
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In regard to your father's 
end-of-life decisions: 

15. 

16. 

17. 

18. 

19. 

20. 

How important is: 

Not Very 
Important 

knowing that your father's 
health care providers are 
being honest 
with her. 1 

How important is: 
your father's input to 
health care 
providers. 1 

How important is: 
the health care 
providers input. 1 

How important is: 
your mother communicating 
her wishes to 
you. 1 

How important is: 
respecting your 
father's wishes. 1 

How important is: 
avoiding the use of 
ventilators to 
extend your 
father's life. 1 

Somewhat Important 
Important 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

Very 
Important 

4 

4 

4 

4 

4 

4 
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In regard to your father's 
end-of-life decisions: 

21. How important is: 
avoiding the use of 
CPR to extend your 

Not Very 
Important 

father's life. 1 

22. How important is: 
avoiding the use of 
renal dialysis to 
extend your 
father's life. 1 

23. How important is: 
avoiding the use 
of antibiotics to 
extend your 
father's life. 1 

24. How important is: 
avoiding the use of 
a feeding tube to 
extend your 
father's life. 1 

Somewhat Important 
Important 

2 3 

2 3 

2 3 

2 3 

Very 
Important 

4 

4 

4 

4 
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PALMER'S INSTRUMENT 
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I 
INSTRUCTIONS: 

CLINICAL DltCISION IQ1CIN'G SellrX ( CDM.S) 
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The following ~tatement3 repre3ent factor~ related to end-of-life 
decision making. Circle the number which most closely indicates how you 
feel about each 3tatement. The number~ range from "1" (not very 
important) through "4" (very important). In re~ponding to the 
statements, please answer them only as your opinion applies to the 
clinical end-of-life decision3 about persons over 65 years of age. How 
important is each of the following statements to end-of-life clinical 
decision making for elders? 

End of Life Deci3ions: Those medical decisions that A!'O ~e.e ~d.thin a 
person's last 12 months of life. Bffice ot-Iechnology As3essmQnt 
-{1987)"':" 

not very somewhat very 
irooortant important important important 

In reg~id ~6J ~i{ents 65 and older: 

1. H~~ant _9.---c6nslderation 
- ._1 _.As: physi~ ~cal age, 
-+.e., rtiond e 

/ 

2. How important a consideration 
is: the desire of elderly 
clients for being autonomous 
in end-of-life decision3 

3 . ~ow impor~~t a cons' 6ration 
~s: the menta"-. c 
elderly clien 'n deter.minina 
their ~=-~_,ftrlci-of- ~ .. _9-eci3io;s 

4 .1 How important a consideration 
is: the cost of the care when 
making end-of-life decisions 

5 . How important a consideration 
is: the elderly clientfs desire 
for prolonGation of life 

6 . How important a consideration 
is : the benefit of the continued 
use of ventilators in regard to 
end - of-life decisions 

l 

1 

1 

l 

2 3 

2 3 4 

2 4 

2 3 4 

2 3 4 

2 3 4 
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not very somewhat very 
important important important ~ 

7. How important a consideration is : 
the input of significant others in 2 3 4 

end--of-life decision making 

8. How important a c;9.nsid~on is: 
the client't.S?~_ftY of. !~f~Jll or to 2 3 4 

an episode requiring clinical end--of-life 
decision making 

9. How important a consideration is : 
the client's cultural orientation in 2 3 4 

end--of-life decision making 

10. How important a co~de_ration is: 
comfort and ab~ence of suffering 2 3 4 

11. How impo_~~ a_ ~~ideration is: 
the use. of antibiotics ~f-life 2 3 4 
decisio~n:i!ktng · - - -- --

12. How important a e:o.n.si~ration is: 
the use qf feeding tubes illen.d--of-life 2 3 4 
decisions· ~-•..:.>'-· - ·--- ·· ·· ---

13. How important a consideration is: 
honesty with clients concerning care 2 3 4 

options and alternatives in end--of-life 
decisions 

14 . How important a consideration is: 
the predicted response to trea.tmen~ when 2 3 4 
making end--of-life decision mahng 

15 . How important a--wnsideration is : 
elderly clients' ability to understand 2 3 4 

therapeutic options in end--of-life decision 
making 

16. How important a consideration is : 
The client's input into end-of-life decisions 2 3 4 
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nor very somewhat very 
important imponant important irrwm 

17 . How important a consideration is: 
The physician's input into end-of-life 2 3 4 
decis ions 

18 . How impo~~ consideration is: 
medical liab· · _in end-of-life decision 2 3 4 
making 

19 . How important a consideration is: 
institutional policies in end-of-1 ife decision 2 3 4 
making 

20 . How important a consideration is: _;;-
the client's quality of lif~;following an P1:-1 :s0.Je 2 3 4 
requiring clinical end-of-life decisions 

21. How important~ c6nsideration is: 
a verbal advance directive 2 3 4 

22 . H0w important a ~ation is: 
the availability of o es relative to other 2 3 4 
patients' needs 

23. How impo~eonsideration is : 
reliance on I}l - thics committees 2 3 4 

24 . How impo~ consideration is: 
a wrinen adv ce directive 2 3 4 
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APPENDIX C 

HUMAN SUBJECTS APPROVAL 



Subjects Consent Form 

Contradictions Between Elderly Patient Clinical Decision Making 
and Family Intervention in Patient Care 
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I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE 
THAT I AM INFORMED OF THE NATURE OF THIS RESEARCH STUDY AND 
OF HOW I WILL PARTICIPATE IN IT, IF I CONSENT TO DO SO. SIGNING 
THIS FORM WILL INDICATE THAT I HAVE BEEN SO INFORMED AND THAT I 
GIVE MY CONSENT. FEDERAL REGULATIONS REQUIRE WRITTEN 
INFORMED CONSENT PRIOR TO PARTICIPATING IN THIS RESEARCH 
STUDY SO THAT I CAN KNOW THE NATURE AND THE RISKS OF MY 
PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR NOT PARTICIPATE 
IN A FREE AND INFORMED MANNER. 

PURPOSE 
"I am being invited to voluntarily participate in the above-titled project. 

The purpose of this project is to compare selected aspects of end of life 
decisions between older persons and their families in order to discover if any 
differences exist between what the older person wishes in end of life decisions 
and what the family perceives those wishes to be." 

SELECTION CRITERIA 
"I am being invited to participate because I am 65 years of age or greater, 

competent to make my own decisions, and willing to have a family member 
contacted that I feel will be most likely to serve as my power of attorney once I 
can no longer speak for myself." 

PROCEDURE 
"If I agree to participate, I will be asked to do the following: 

Complete the clinical decision making scale, the subjects consent form, and the 
sociodemographics form. 

RISKS 
There are no know risks involved with your participation in this study. 

BENEFITS 
There are no benefits and no financial compensation for participating in 

this study. 
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CONFIDENTIALITY 
Confidentiality will be maintained by using identification numbers on the 

forms instead of names. The principal investigator (Laura Jenkins) will be the 
only person having access to the data collected on the forms you complete. 

PARTICIPATION COSTS 
The only cost to you will be the approximate 20 minutes you volunteer in 

order to fill out the forms. 

AUTHORIZATION 
"BEFORE GIVING MY CONSENT BY SIGNING THIS FORM THE 

METHODS, INCONVENIENCES, RISKS, AND BENEFITS HAVE BEEN 
EXPLAINED TO ME AND MY QUESTIONS HAVE BEEN ANSWERED. I 
UNDERSTAND THAT I MAY ASK QUESTIONS AT ANY TIME AND THAT I AM 
FREE TO WITHDRAW FROM THE PROJECT AT ANY TIME WITHOUT 
CAUSING BAD FEELINGS OR AFFECTING MY MEDICAL CARE. MY 
PARTICIPATION IN THIS PROJECT MAY BE ENDED BY THE INVESTIGATOR 
OR BY THE SPONSOR FOR REASONS THAT WOULD BE EXPLAINED. NEW 
INFORMATION DEVELOPED DURING THE COURSE OF THIS STUDY 
WHICH MAY AFFECT BY WILLINGNESS TO CONTINUE IN THIS RESEARCH 
PROJECT WILL BE GIVEN TO ME AS IT BECOMES AVAILABLE. I 
UNDERSTAND THAT THIS CONSENT FORM WILL BE FILED IN AN AREA 
DESIGNATED BY THE HUMAN SUBJECTS COMMITTEE WITH ACCESS 
RESTRICTED TO THE PRINCIPAL INVESTIGATOR, LAURA JENKINS, RN: 
BSN, OR AUTHORIZED REPRESENTATIVE OF THE NURSING 
DEPARTMENT. I UNDERSTAND THAT I DO NOT GIVE UP ANY OF MY 
LEGAL RIGHTS BY SIGNING THIS FORM, A COPY OF THIS SIGNED 
CONSENT FORM WILL BE GIVEN TO ME. 

Subject's Signature Date 

Witness's Signature Date 
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CONSENT TO CONTACT FAMILY 

I hereby give my consent to the investigator to contact my family member 
which I named on the sociodemographics form by mailing a questionnaire to 
them which will be returned to the investigator by mail No other contact will be 
made to the family members. 

Subject's Signature Date 

INVESTIGATOR 

I have carefully explained to the subjects the nature of the above project. 
I hereby certify that to the best of my knowledge the person who is signing this 
consent form understands clearly the nature, demands, benefits, and risks, 
involved in his/her participation and his/her signature is legally valid. A medical 
problem or language or educational barrier has not precluded this 
understanding. 

Signature of Investigator Date 

Name (Please print) Phone Number 
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The purpose of this study is to compare selected aspects of end of life 
decisions between elderly persons and their families. You are being asked to 
voluntarily give your opinion on the statements in this questionnaire. By 
responding to the questionnaire, you will be giving your consent to participate in 
the study. Your name is not on the questionnaire to insure confidentiality, and 
you may choose not to answer and you may withdraw from the study at any time. 
There are no known risks. 

Your only cost to participate in this study is approximately 20 minutes of 
your time. 

It is very important to not discuss the questionnaire with your family 
member until they have competed it. 

Laura Jenkins, RN, BSN 
Master of Science, A/GNP Option 

University of Arizona 
College of Nursing 

(520) 721-2231 

Check appropriate space as it applies to YOU. 

Gender: Male ---

Age: 

Education: None 
Some grade school 
Completed Grade 8 
Some High School 
High School Graduate 
Vocationai/T echnical 
Some College 
Associate/Diploma 
Bachelor Degree 
Master Degree 
PhD 

Occupation: __ _ 

Female ---



Relationship to family member: 

Daughter 
Son 
Spouse 
Friend/Power of Attorney __ _ 
Mother 
Father 

Has your mother/father communicated their end of life wishes to you? 

NO YES 

Does your mother/father have a living will? 

NO YES 

Does your mother/father have a power of attorney? 

NO YES 
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Do you consider your mother/father having good health compared to others of 
their own age? 

NO YES 
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Sociodemographics (For Elderly) 

Title: CONTRADICTIONS BETWEEN PATIENT CLINICAL DECISION MAKING 
AND FAMILY INTERVENTIONS 

You will be asked to sign a consent form to participate in this study. It is very 
important to not discuss the questionnaire with your family member until they 
have completed it and mailed the form. 

Laura Jenkins, RN, BSN 
Master of Science, A/GNP Option 

University of Arizona 
College of Nursing 

(520) 721-2231 

Check appropriate answer as it applies to YOU. 

Gender: Male ---

Age: 

Education: None 

Occupation: 

Some grade school 
Completed Grade 8 
Some High School 
High School Graduate 
Vocationai/T echnical 
Some College 
Associate/Diploma 
Bachelor Degree 
Master Degree 
PhD 

Female ---



Relationship to family member: 

Daughter 
Son 
Spouse 
Friend/Power of Attorney __ _ 
Mother 
Father 

Have you ever communicated your end of life wishes with your family? 

NO YES 

Does you have a living will? 

NO YES 

Does you have a power of attorney? 

NO YES 

Do you consider yourself having good health compared to others of your own 
age? 

NO YES 

Family member most likely to serve as my power of attorney once I can no 
longer speak for myself 

NAME 
ADDRESS 
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THE. UNIVERSITY OF 

ARIZONA® 
HEALTH SCIENCES CE.NTE.R 

~~;_ 

MEMORANDUM 

TO: Laura L Jenkins, RN, BSN 
1210 S. Turquoise Vista #626 
Tucson, Arizona 85710 

FROM : Carolyn Murdaugh, PhD, RN, FAAN ~~ / 
Director of Clin ical Rsearch 7·~ 

DATE: June 15, 1995 
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T ll (~on . :\ ro zona R572 J 
(~20) 626-(, I ~4 
FA X (:;20 ) 62n-2211 

SUBJECT: CONTRADICTIONS BETWEEN ELDERLY PATIENT CLINICAL 
DECISION MAKING AND FAMILY INTERVENTION IN PATIENT 
CARE 

Your research project has been reviewed and approved by William Denny, M.D_, 
Chairman of the University of Arizona Human Subjects Committee , and deemed to be 
exempt from review by their full committee. You will be receiving a confirmation letter 
from Dr. Denny. In addition, your project has been reviewed and approved by the 
College of Nursing Human Subjects Review Committee . 

We wish you a valuable and stimulating experience with your research . 

CM/wo 



DEPARTMENT OF VETERANS AFFAIRS 
TUCSON ARIZONA 

85723 

In Reply Refer To 

July, 12, 1995 

Dear Laura, 

Thank you for the interest in my instrument on 
clinical decision making. I hope it will be helpful to you . 
You may modify it, and duplicate it as you see necessary to 
adapt to your research . Once again, thank you for your 
interest and good luck with your research . 

fu·Lt'Li;i(Lht.G·ne 'L A-fJP 
Barbara Palmer, ANP 
Tucson VAMC 
Women's Health Program 
S . 6th Avenue 
(520) 792-1450 Ext.5498 
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