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CHAPTER I 

INTRODUCTION 

Over the past several years there has been an abun

dance of literature discussing the issue of the quality of 

life. Social science, economics, psychology, nursing, and 

medicine are but a few of the disciplines endeavoring to 

quantify and qualify this concept. 

Quality of life is defined by some in terms of phys

ical functioning, while others assert that the concept of 

quality of life is multidimensional in scope and involves 

the totality of the individual's life experiences. Although 

no universally acceptable definition of the quality of life 

exists, there is general agreement that an individual's 

health is one vital part of the quality of life; this qual

ity of life is a significant dimension of an individual's 

experience. 

Frequently the concept of quality of life is associ

ated with the degree of purposefulness and autonomy that can 

be exercised by the individual. Based on this viewpoint, 

any alteration in an individual's health status would have 

the potential to affect purposefulness and the ability to 

remain autonomous. 

1 
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· Little consideration is usually given to the indi

vidual's unique perception of his own situation in regard 

to the quality of his life. Investigators have often chosen 

to research aspects of daily living they believe will pro

vide an evaluation of the individual's quality of life. 

Suggested measures are proposed to enhance that quality on 

the basis of their findings. 

It is generally agreed that those individuals who 

require hemodialysis as a result of chronic renal failure 

will experience an alteration in their lifestyle. The feel

ing of being captive to and by the machine is common to 

these individuals due to their dependency on the hemodialy

sis procedure. Not only will the individual undergoing 

chronic hemodialysis be subject to the stress of the pro

cedure itself, but other facets of his life may also be 

affected. The therapeutic regimen that is an adjunct of 

the procedure may either directly or indirectly affect his 

interpersonal relationships. 

Increased knowledge by the personnel working in 

hemodialysis units can be gained in regard to the percep

tions of individuals requiring chronic hemodialysis. This 

knowledge will provide a starting point for un~erstanding 

which may then influence the interventions planned to alter 

the quality of life in some way. This study focused on 
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gaining a base of information that reflects the perceptions 

of the quality of life as described by the individual in

volved in chronic hemodialysis. 

STATEMENT OF THE PROBLEM 

What are the unique perceptions of the individual 

who requires chronic hemodialysis regarding the quality of 

his life? 

life 

PURPOSES OF THE STUDY 

The purposes of the study were the following: 

1. To operationally define the term quality of 

2. To determine behaviors identified by individuals 

requiring chronic hemodialysis as contributing to their 

quality of life 

3. To determine the individual's perception of his 

life situation as it is affected by chronic hemodialysis 

BACKGROUND AND SIGNIFICANCE 

Dubos (1976) is not alone when he states that he is 

unable to define quality of life. At this time in our 

country's history when so many citizens enjoy an abundance 

of material goods, various disciplines are striving to 
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understand what is meant by the term quality of life and 

how this quality may in some way be altered . 

A point of view taken by some (Elam 1976; Campbell 

1976; Gitter and Mostofsky 1973; Jansen 1976; Sobel 1976; 

Levy and Wynbrandt 1975) is that material goods alone can-

not assure one of a higher quality of life. MacGregor 

(1974) argues that it is not a nation's standard of living 

that determines the survival of the society, but it is 

rather the quality of life experienced by the individuals 

in that society. 

According to the assertions of advertising cam

paigns, . the word quality is synonymous with excellence. 

However, a dictionary definition of the word quality pro

vides us with synonyms such as attribute, inherent feature, 

or property. By this definition the .word quality connotes 

the nature of a thing. 

Two activities often associated with the quality of 

life are purposefulness and the exercise of autonomy (Jan

sen 1976; Sobel 1976; Jackle 1974). Jansen (1976) viewed 

purposefulness as the most basic human activity. However, 

intrinsic to a state of illness or injury is usually some 

degree of dependency. Health care personnel, in the pursuit 

of technical excellence, may be criticized for neglecting 
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the ultimate goal of restoring the individual to purposeful

ness (Jansen 1976). 

Illich (1976) asserts that in reviewing the current 

health care system, a vital focus missing today is the 

individual's responsibility for his own health care. The 

term medical nemesis is descriptive of the experience of 

people maintained in a · technical environment and deprived 

of the ability to cope with nature and other individuals in 

an autonomous manner. The theme of autonomy is pervasive 

in Illich's writings regarding our present health care 

system and how the individual relates to it. 

During the 1974 forum sponsored by the American 

Medical Association and other professionals, the focus was 

on the quality of life in the middle years. Downs (1974b) 

suggested that crucial to an individual's quality of life 

were events related to his development during the early 

formative years 6f life; health, home life in the early 

years, school environment, social and political environment, 

and the physical environment were offered as specific 

aspects of the quality of life. 

Berg, Hallauer, and Berk (1976) designed a study 

whereby fifty activities or functions were ranked according 

to value by 150 health workers. Those items ranked as most 

valuable were the use of mental abilities, the ability to 
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see and think clearly, the ability to love and be loved in 

return, the ability to make independent decisions and to 

live at home, the ability to walk, and the ability to 

maintain contact with family and friends. The conclusion 

was that cognitive, emotional, and social functions were 

consistently rated as most important by this particular 

group of health workers. Although the format of this 

study was not utilized with a patient population, the 

investigators stressed a need to focus on the perception 

of the individual in order to better understand their con-

cerns. 

Campbell (1976) has looked at various subjective 

measures of well-being that would provide a more sensitive 

measurement of a fuller description of people's lives. He 

stressed the need to gather more than mere economic data to 

measure the quality of national life and concluded that, 

... psychological gains and losses resulting from 
births, deaths, marriages, accidents, illnesses, un
employment, and other such events clearly have the 
capacity to create short term effects on the way a 
person evaluates his life (p. 122). 

Gitter and Mostofsky's (1973) social indicator model 

" begins with the assumption that a person's life is 

composed of phenomena which are the elements of his every-

day existence at any given point in time" (p. 293) and 

that a relationship exists between some of the elements 
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and the time factors. Sixteen categories identified by 

these authors were representative of various aspects of 

life and focus on leisure time recreation, education, art, 

work, relationships with others, health, income, physical 

environment, morality, appearance, rights, and safety. 

Gitter and Mostofsky only utilized data that reflected the 

consequences of prior events. The authors stressed that 

it is not a specific event that is significant to the indi

vidual, rather it is the importance and meaning he attaches 

to the event. 

Some outline of the term quality of life can be dis

cerned even in the absence of a universally acceptable defi

nition. All investigators cite health as an essential com

ponent of the quality of life. Cooper (1976) did not 

attempt to define quality of life but implied that it is 

influenced by the enjoyment of good health, access of those 

things that preserve or restore health, and socioeconomic 

status. Other parameters that have an impact on the quality 

of life include social, psychological, occupational, eco

nomic, and environmental factors. Subjective measures of 

well-being give the investigator an awareness of the indi

vidual's evaluation of his situation which can be altered 

by various life ~vents including illness. 
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Society is beginning to demand that one goal for 

medicine and health care be an improvement in the quality 

of life (Watts 1976). Cooper (1976) views medicine's role 

as distinctly different in the future with greater emphasis 

in the area of prevention and advances in diagnosis, treat

ment, and rehabilitation. Sobel (1976) challenged the 

medical system to reflect the values of autonomy, self

determination, and individual freedom viewed as components 

of the quality of life. Luce and Dawson (1975), in their 

care of the individual with cancer, state that it is neces

sary to have an understanding of the meaning of life and 

of living to the individual before illness in order to 

achieve the highest level of quality of life possible with 

a treatment program. Jansen (1976) asserted that the 

ultimate goal of medicine is to supp~rt the basic charac

teristic of the quality of life, one's ability to find 

purpose in living. 

Zeckhauser (1975) posed the question, "How should we 

value lives that might be saved, injured, or expended 

through public or private decision?" (p. 419). His view is 

that once life valuation is subject to collective choice, 

much more than lives and dollars will likely enter into 

the valuation process, and the way choices are made may be 

a vital element. The process for making policy choices is 
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enhanced if there is close accord between the proposed 

policy and a valued belief. 

An important valued belief is that" ... society 

will not give up a life to save dollars ... '' (Zeckhauser 

1975, p. 447). Zeckhauser also contends that society is 

less willing to risk identified lives. As an example to 

support this statement, he provides the ''myth-preserving 

action'' (p. 447) illustrated by the federal funding of 

hemodialysis for end-stage renal disease. It was certain 

that many of these identified lives would be lost if inter

vention was not forthcoming. 

Since the development of the first clinically suc

cessful hemodialyzer in 1943 by Kolff and Berk, a great 

deal has been accomplished in regard to the technical aspects 

of the procedure. As Jackle (1974) points out, there exists 

limited knowledge regarding the quality of life of the 

individual requiring chronic hemodialysis. In Jackle's 

study of thirty hemodialysis patients, she sought to gain 

a better understanding of the reactions to life on hemo

dialysis as measured by a self-anchoring scale devised by 

Cantril. Only those individuals who had been on heme

dialysis for a least six months and were in stable condi

tion were included in the sample. 
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Life satisfaction, defined as the general appraisal 

of life, was chosen as the focus of Jackle's (1974) study 

after concluding that the quality of life aspect was too 

abstract. Life satisfaction was viewed as a major com

ponent of the quality of life; health, hope, autonomy and 

energy conservation are components of life satisfaction 

derived from Jackle's study. Jackle found that the hemo

dialysis group assessed life satisfaction higher in the 

past as contrasted with the present. In comparison, the 

normative group viewed the past as below the level of 

present life satisfaction. Jackle concluded that this 

finding may be explained by heightened appreciation of 

health which was once taken for granted but was subsequently 

altered in the hemodialysis group. The hemodialysis group 

also rated their future life satisfaction more conserva

tively than the normative group. 

The implications for nursing from Jackle's (1974) 

study include the recognition of the potential to influence 

the individual's subjective appraisal of his quality of 

life, the need to encourage realistic hope, and the need 

to foster autonomy and energy conservation. 

A study of eighteen hemodialysis patients conducted 

by Levy and Wynbrandt (1975) examined the quality of life 

at three different periods of time. The time periods 
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identified for study were prior to onset of symptoms, 

uremic but before hemodialysis, and while on maintenance 

hemodialysis. The study involved open-ended interview 

which was followed by a structured interview to explore 

the nature of affective states, psychological defense 

mechanisms, employment, personal and family financies, 

friendships, family life, and life goals. Recognition 

was given to the tendency of many investigators to impose 

their own values, and the attempt was made to rate the 

quality of life in terms of the level of resumption of the 

subject's pre-illness life. The findings revealed a strik

ing change compared with the pre-illness period for most 

of the individuals leading the investigators to conclude 

that the quality of life status was less than desirable for 

this group. 

Psychological factors have significant impact on 

the individual involved in chronic hemodialysis (Lowenhaupt 

1977; De-Naur and Czaczkes 1976; Wright, Sand, and Livings

ton 1966). 

Emotional difficulties range from depression related 
to the multiple losses experienced by the dialysis 
patient ... to self-destructive behavior through 
which the patient expresses his wish no longer to 
have his life maintained by dialysis (Abram and 
Buchanan 1978, p. 22). 
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Although denial is cited as the most extensively utilized 

defense mechanism, other mechanisms may include displace

ment, isolation of affect, projection, anxiety and depres

sion (Levy 1977). 

The adaptation to chronic hemodialysis has been 

described by Reichsman and Levy (1972) and Abram (1969). 

Both adaptation theories (Abram 1969; Reichsman and Levy 

1972) described fluctuations in the emotional and physical 

well-being of individuals undergoing chronic hemodialysis. 

De-Naur and Czaczkes (1976) and Lowenhaupt (1977) 

have implied a need for staff to be aware of the goals and 

concerns of individuals undergoing chronic hemodialysis. 

McKegney and Lange (1971) view open communication as essen

tial when hemodialysis is instituted and throughout its 

continuance . . In this way the staff are more cognizant of 

the individual's reactions and goals. One vital staff 

function may be to utilize measures that enhance the 

autonomy of the individual on hemodialysis (Jackle 1974). 

The intense current interest in a better under

standing of the quality of life exists in all sectors of 

our society. A long-term illness and necessary procedures 

to maintain life must have some effect on the individual's 

perception of the quality of his life. It is relevant to 

examine the quality of life of the individual undergoing 
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chronic hemodialysis at this time when there is limited 

evidence of what the implications are as perceived by the 

individual. 

DEFINITION OF TERMS 

Specifically for this study, the following defini

tions were utilized: 

1. Chronic hemodialysis -- at least six months 

duration of hemodialysis as a result of end-stage renal 

disease 

2. Quality of life -- the individual's responses 

to a series of statements and questions constructed to 

elicit data relevant to the concept of the quality of life 

3. Work -- activity directed towards return to 

employment and the resumption of pre-illness household 

responsibilities 

LIMITATIONS 

There was no control over the following variables: 

1. The stimuli in the environment 

2. The past experiences of the individual 

3. The given situation of the day 
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DELIMITATIONS 

There was control over the following variables: 

1. Participants in the st~dy were at least 

eighteen years of age 

z~ Individuals had been on maintenance hemo

dialysis for at least six months 

3. Individuals were physically able to partici

pate in the interview 

4. Individuals were able to understand and speak 

English 

5. Individuals were not expected to recover renal 

function 

6. Individuals did not participate in the pilot 

study of the interview questions 

ASSUMPTIONS 

For the purposes of this study, the following 

assumptions were made: 

1. Quality of life as experienced by the individual 

undergoing hemodialysis will be better understood if there 

is an awareness of that individual's perception of his life 

situation 

2. Quality of life is a multidimensional concept 

that is unique in its interpretation by each individual 
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3. The quality of life is altered by the institu

tion of chronic hemodialysis 

4. Individuals are able to conceptualize a belief 

about the quality of their life 

5. A better understanding of the perception of the 

quality of life as viewed by the individual undergoing 

chronic hemodialysis will enhance the success of inter

ventions to assist this individual 

SUMMARY 

It was within this framework that the present re

search study was conducted to determine the impact of chronic 

hemodialysis on the perception of the quality of life. 

Chapter II presents a review of literature related 

to the concept of quality of life and its implications for 

the individual undergoing chronic hemodialysis. Chapter 

III describes the procedures utilized for the collection and 

treatment of research data. Chapter . IV discusses the analy

sis of data collected for the study. An operational defini

tion of the term quality .of life is offered as it relates to 

the individual . undergoing chronic hemodialysis. Chapter V 

presents a summary of the study with recommendations for 

subsequent research. Implications of the study are developed 

and conclusions are delineated. 



CHAPTER II 

REVIEW OF LITERATURE 

Introduction 

The stresses imposed on persons with end-stage 

renal disease and subsequent chronic hemodialysis are 

formidable. The well-being of these individuals will be 

enhanced by an understanding of the impact of this ongoing, 

lifesaving procedure on their quality of life. In this 

chapter, the literature is reviewed as it relates to the 

concept of the quality of life experienced by the individual 

undergoing chronic hemodialysis. The following framework 

will be utilized to develop this concept: the current 

interest in the parameters of the quality of life, the 

quality of life from a medical perspective, the quality 

of life from a nursing perspective, the present status of 

chronic hemodialysis, the psychosocial aspects of chronic 

hemodialysis, and chronic hemodialysis and the quality of 

life. 

Current Interest in the Parameters 
of the Quality of Life 

During the past several decades, the term quality 

of life has become a focus of increasing discussion and 

concern by society and many professional groups. 

16 
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Quality of life appears destined to become one of 
the most talked about yet least understood topics 
of the seventies. Elusive to define and difficult 
to measure, quality of life nevertheless pervades 
more and more of our thinking (Dallas 1972, p. 910). 

Downs (1974a) asserts that despite the fact that 

the quality of life cannot be precisely defined, a working 

definition of the concept needs to be formed. Individuals 

ought to be employed, enjoy health, be able to support 

those dependent on them, enjoy the amenities of life, re

ceive quality education, and be able to make constructive 

use of their time. Certainly these goals are not attained 

by all members of our society. 

The concept of the quality of life is closely re

lated to the value of human life. It is not surprising 

that there exists no universal agreement on how individual 

lives are to be valued. "The valuation of lives involves 

and reflects many of the most basic beliefs and institutions 

of our society" . (Zeckhauser 1975, p. 420). 

Fletcher (1972) asserts that an understanding of the 

quality of life will be enhanced by greater clarity regard

ing those qualities which make a being truly human. Self

awareness, self-control, the sense of the future and the 

past, concern for others; and the ability to control one's 

existence are the positive components of the profile of man 

discussed by Fletcher. 
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One's personal values and goals evolve from past 

experiences, whether positive or negative, and affect exis

tence on an individual and societal level (Hiltner 1974). 

An individual's perceptions and concerns will have a direct 

relationship to the experience of well-being (Berg, Hallauer, 

and Berk 1976). It is widely accepted that health is an 

expectation that individuals possess (Kaplan, Bush, and 

Berry 1976); however, the level of health is but one com

ponent of an individual's quality of life. The sense of 

well-being that contributes to the quality of life is multi

dimensional (Knapp 1976). Well-being may be defined as that 

dimension of living which represents the total quality of 

life in regard to health (Kaplan, Bush, and Berry 1976). 

Quality of life implies more than that which makes living 

possible, it implies that which makes living worthwhile 

(Schwartz 1975). Schwartz notes that it may be difficult 

for the aged to maintain the quality of their lives as they 

grow older. The linchpin of the quality of life that holds 

everything else in its appropriate place is self-esteem. 

An individual who is fully informed regarding his 

own situation is the one best able to decide the quality of 

his life (Downs 1974a). The quality of life" . will 

never be a thoroughly quantitative phenomenon, but will 
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always be, to a certain extent, a function of a person's 

expectations'' (Dallas 1972, p . . 913). 

Emerging from the current study and dialogue regard

ing the quality of life are three common themes. First, 

the quality of life implies that an individual is fully 

informed regarding the options open to him and their effects, 

and the choice of a particular option is exercised with 

freedom. Second, the individual's increased responsibility 

for his own health is implied by the quality of life concept. 

Third, quality of life implies the need for maximal usage 

and expansion of health care services (Dallas 1972). 

Quality of Life From a 
Medical Perspective 

Watts (1976) noted that not only is the concept of 

the quality of life the focus of much attention, but society 

also identifies the improvement of the quality of life as 

one of medicine's goals. Medical literature reflects a 

shared concern with society regarding the quality of life 

and the impact of the prolongation of life on that quality. 

During the nineteenth century few individuals expected 

their physician to extend their years of life; but, today, 

there exists the popular belief that''~ .. medicine, given 

enough of an investment of resources, can help people live 

forever'' (Lynch et al. 1978, p. 502). However, Dubos (1971) 
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concludes that the life .expectancy past forty-five years of 

age has not been changed significantly, and that little is 

known about most chronic and degenerative diseases. 

The quality of life experienced by the elderly in 

long-term residencies has been the subject of comment 

(Cayley 1976; Editorial, British Medical Journal 1976) and 

suggestions are offered that would have a positive effect 

on enhancing the life situation for these individuals. 

Particularly emphasized is the value of maintained inde

pendence (Editorial, British Medical Journal 1976) which is 

closely associated with the maintenance of self-esteem 

(Schwartz 1975). 

Since 1958, myocardial revascularization has been 

an accepted surgical procedure performed with increasing 

frequency to improve coronary circulation and cardiac func

tion; but physicians do not agree as to the effect of this 

procedure on the individual's quality of life and the pro

longation of life. Vaisrub (1976) notes that the continued 

unemployment rate and early retirement rate for the indi

vidual after revascularization surgery does not argue well 

for occupational rehabilitation, and adds that the quality 

of life may be "void of social usefulness" (p. 387). Coodley 

(1976) questions the social usefulness criteria in measuring 

the effectiveness of myocardial revascularization. Perhaps 
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the failure to return to work is a rather narrow standard; 

the decision not to return to work may reflect the pursuit 

of new goals (Decker 1976). 

Scientific advances may be associated with "in

creased specialization--which frequently has negative 

implications for access to, for continuity of, and for 

personal quality of care" (Fuchs 1976, p. 4). Technological 

advances require a massive societal investment, but, after 

experiencing a century of greatly_ improved health status 

resulting from a continuous rise in the standards of living, 

" ... we may now be corning to the phase of diminishing 

returns'' (Dubos 1971, p. 53). Medical training should re

flect the importance of the prevention of illness and the 

promotion of health, as well as increasing the potential for 

self-care by the client population (Fuchs 1976). The quality 

of life might be enhanced by such measures. 

Kimball (1977) discussed the ethics of personal 

medicine. Personal medical care is defined as that which 

is " ... concerned with the individual ethical values of 

a patient coming with a specific need to a caring physician" 

(Kimball 1977, p. 868). An ethical basis for personal 

medicine would include the physician's view of the total 

person, a fully informed client, and joint decision-making 

between client and physician (Kimball 1977). Matthews and 
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Hingson (1977) state that the client-physician interaction 

is crucial to compliance with therapeutic regimens. A 

physician who understands his client's health belief history 

and provides the opportunity for sharing and discussing in

formation relevant to the client's health status will pro

mote compliance. Compliance may be improved if the physi

cian is able to share decision-making and follow-up respon

sibility with the client (Matthews and Hingson 1977). 

How is it determined at what point the physician's 

responsibility ends and the patient's freedom of choice 

begins? Moser (1976) offers the following guidelines that 

could assist physicians in dealing with this issue: full 

disclosure of the disease process and available options 

measured to the individual's capacity to understand, forth

right recommendations, and respecting an individual's judg

ment and decisions. It is generally agreed that individuals 

should be able to exercise autonomy in determining the 

purpose and course of their life (Jansen 1976; Lynch et al. 

1978; Engel 1977; Sobel 1976), although in clinical settings 

it may be difficult to adhere to this principle. The medi

cal profession is held in high esteem by our society, and 

the individual who is ill usually gives the control of his 

life to the physician and other members of the health care 

team (Illich 1976). 
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Chronic illness imposes major stresses on the indi

vidual and places him in a position of increased dependency 

(Levy and Clark 1976). Chronic illness affects all aspects 

of daily living, and some of the problems are the preven

tion of medical crises, the control of symptoms, the ad- · 

herence to treatment regimens, social isolation, the vari

able course of the illness, and the need for securing funds 

to finance treatments (Strauss 1975). 

Decisions regarding the prolongation of life are 

more narrowly focusing on the kind of life the individual 

experiences as a result of the utilization of new life

support technologies (McCormick 1978). 

Ultimately, it is the patient who decides whether 
the risk of achieving an increased life span is worth 
the morbidity associated with his particular condi
tion; it is the patient who defines "quality of life" 
(Lynch et al. 1978, p. 50 2). 

Dubos (1976) comments on medicine's role in deter-

mining the quality of life: 

Thus, medicine cannot by itself determine the quality 
of life. It can only help people to achieve the state 
of health that enables them to cultivate the art of 
life--but in their own way .... It implies also the 
ability for each person to do what he wants to do and 
become what he wants to become, according to human 
values that transcend medical judgment (p. 9). 

Medicine's concern regarding the quality of life 

is reflected in the literature. Illness is a major threat 

to the individual's quality of life. The proliferation of 
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technological advances and society's esteem of and depen

dence on the medical profession have served to complicate 

any attempt to concisely quantify the concept of the quality 

of life. 

Quality of Life From a 
Nursing Perspective 

Nursing literature has reflected on various aspects 

of the quality of life throughout the years. Such reflec

tions focus on a holistic approach to patient care by view

ing man as a biopsychosocial being (Mitchell 1973). Implicit 

in the proliferation of nursing efforts directed toward 

health teaching is the concern for the overall health status 

of individuals (Travelbee 1971). Basic learning principles 

utilized by nursing leaders in the field of patient educa

tion are that effective learning requires active participa

tion on the learner's part (Pohl 1973), and that internal 

motivation is conducive to effective learning (Redman 1976). 

Currently, " the ill person is becoming known more 

frequently not as a patient, but as a client with a more 

active, decision-making role in his health care" (Mitchell 

1973, p. 11). 

Travelbee (1971) identifies the nurse as one who 

. possesses a body of specialized knowledge and 
the ability to use it for the purpose of assisting 
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other human beings to . find meaning in illness, 
or to maintain the highest maximal degree of health 
(p. 40). 

Implicit in this statement is the active, shared dialogue 

between nurse and client. Often, however, health care pro

fessionals promote a very passive role for the individual 

who is ill. Tryon and Leonard (1965) assert that, 

. if a patient is approached as a person with 
the ultimate power of accepting or rejecting the 
proposed care, then the effectiveness of that care 
is increased and both patient and staff satisfac
tion is increased (p. 121). 

Nursing, as medicine, views disease prevention and 

health maintenance as integral to the profession (Mitchell 

1973) . 

. the nursing act is related to the health
illness quality of the human condition, or funda
mentally, to a man's personal survival. This is 
not to say that all instances of nursing are mat
ters of life and death, but rather that every nurs
ing act has to do with the quality of a person's 
living and dying (Paterson and Zderad 1976, pp. 11-
12) . . 

The level of interest by nursing in the concept of 

the quality of life is highlighted by the choice of it as 

the theme of the Canadian Nurses' Association 1976 Conven

tion (Bertrand 1976). Nursing literature does not yield 

any definition of the quality of life; but the relationship 

between the quality of life and the prolongation of life is 

clearly recognized. Nursing recognizes the significance of 
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the health status of individuals, but has also focused 

attention on the broader implications of the quality of 

life. The greatest contribution of nursing to health care 

" can happen only if we are able to see demands and 

opportunities in relation to our reason for being--nurturing 

the well-being and more-being of persons in need" (Paterson 

and Zderad 1S76, p. 40). 

The right of an individual to a quality of life is 

reflected by Hill (1977) in her discussion of the aged in 

our society. Hill asserts that, "If medical science is 

going to prolong the biological life of man, it has the 

duty to improve the quality as well" (p. 14). Callahan 

(1970) describes meaningfulness to life as a dimension of 

the quality of life. 

Lestz (1977) asserts that through education indi

viduals could become more aware of their options and how 

to evaluate their personal choices; the inclusion of the 

family in this process is both essential and beneficial 

(Griffin 1975). Again, an active role on the part of 

individuals requiring health care services is advocated. 

The concept of powerlessness, defined as "the per

ce~tion on the part of the individual of a lack of personal 

or internal control over events within a given situation" 

(Roy 1976, p. 224), has been explored (Roy 1976; Johnson 
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1967; Roberts 1976). Powerlessness is experienced when 

there is a loss of control over one's existence or when 

knowledge is inadequate reg~rding one's illness and its 

implications (Roberts 1976). Powerlessness is significant 

in its negative impact on learning (Johnson 1967); high 

levels of powerlessness are related to low levels of ill

ness knowledge (Roy 1976). By implementing measures that 

restore control to the individual, such as active partici

pation and decision making, the nurse restores the indi

vidual's sense of autonomy (Roberts 1976). 

Nursing's concern regarding the individual's quality 

of life has encompassed the total health-illness continuum 

of life. Pervasive in nursing literature is the view of 

man as an active participant in the decisions that affect 

him; nurses support and guide the individual's efforts in 

dealing with stressful life situations which include those 

stresses imposed on the individual by chronic illness. 

Current Status of Chronic Hemodialysis 

The history of hemodialysis spans a period of sixty

five years. In 1913, Abel, Rowntree, and Turner, coined the 

term "artificial kidney" by demonstrating that hemodialysis 

was possible, and the clinical possibilities of hemodialysis 

were realized when cellophane and heparin were discovered 
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(Brundage 1976). - Dr. Willem Kolff first used hemodialysis 

in Holland in 1944 for the treatment of renal failure (Fel

lows and Blagg 1976), and initially the procedure was 

limited to maintaining a patient through acute episodes of 

renal failure (Brundage 1976). 

In 1960, Dr. Belding H. Scribner reported the inven
tion of the means which enabled hemodialysis to be 
used as a method of sustaining the lives of those who 
would die of kidney failure. Scribner's shunt opened 
the door of life to thousands. But for many, life 
maintained by the use of hemodialysis was not to be with
out physical and psychological problems (Levy 1914a, 
p. ix). 

Since 1960, the treatment of end~stage renal disease 

has progressed rapidly. Home dialysis was introduced by 

Merrill in 1963. In 1965, Brescia and Cimino introduced the 

arteriovenous fistula (Brundage 1976) that is widely in cur

rent use as a means of providing access for hemodialysis. 

Kidney failure takes the lives of 58,000 Americans 

each year, and increasing amounts of federal funds are being 

allocated each year to achieve a major breakthrough in the 

cure of kidney disease. The budget for fiscal year 1973 

for kidney disease research was $18,600,000 (Douglas 1973). 

Two institutes are charged with the greatest responsibility 

for kidney research, the N~tional Institute of Arthritis 

and Metabolic Diseases and the National Heart and Lung 

Institutes (Dirks 1973). 
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Tilney et al. (1975) note that, "The choice of 

therapy for those with chronic renal failure and end-stage 

uremia is limited either to hemodialysis or renal trans

plantation" (p. 108). 

The decision-making process is difficult, involving 
diverse calculations and often contradictory desires . 
. . .. The patient who chooses a transplant faces a 
greater risk of dying in order to gain a better chance 
for a normal, unrestricted life. The patient on 
dialysis is less likely to die but more likely to 
suffer further medical and psychological damage from 
the long-term effects of therapy (Levine 1978, p. 8). 

The mortality rate in the first year is 5 percent for hemo

di~lysis patients and 10 percent for transplant patients; 

both groups have an increased chance of dying with each 

passing year (Levine 1978). Papper (1971) notes that with 

hemodialysis, 77 percent of the individuals will survive two 

years and 67 percent will survive three years. 

The problems inherent to life on chronic hemodialy

sis will not be solved in a few years simply by giving all 

hemodialysis patients a kidney transplant (Scribner 1974). 

Scribner predicts that" .. . . the dialysis population of 

the United States will stabilize somewhere around 20,000 

patients no matter what happens to the success or failure 

o f re n a 1 t rans p 1 ant at ions " ( Levy et a 1 . 1 9 7 4 , p . 4) • In 

1974, there were 5,000 individuals on dialysis and an equal 

number who had received transplants. 
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Chronic hemodialysis may be administered in a 

variety of settings. Typically, in-hospital hemodialysis 

is limited to acute renal failure and the complicated man

agement of chronic renal failure. Limited care hemodialysis 

facilities have only been utilized since 1970, but they are 

'' ... a widely recognized form of health care delivery 

for the end-stage renal disease patient" (Wilkinson 1975, 

p. 491). 

It is difficult to correlate the cost of chronic 

hemodialysis among various treatment centers. Factors con

tributing to this difficulty include actual differences in 

cost, variance in cost calculation, and fluctuating costs. 

The ability to document actual costs is essential to improv

ing resources available for kidney disease on all levels 

(Douglas 1973). Douglas states that· the cost of institu

tional dialysis on a three times per week schedule ranges 

from ten thousand dollars to fifty-two thousand dollars, 

while Levine (1978) states that the cost ranges from 

twenty-four thousand dollars to thirty thousand dollars. 

Both Levine (1978) and Douglas (1973) agree that the costs 

are dramatically decreased with home dialysis, but "less 

than twenty-five percent of patients choose this alterna

tive" (Levine 1978, p. 10). 
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The Social Security Act of 1973, HR-1, provides for . 

the coverage of 80 percent of the medical bills of heme

dialysis through Medicare (Anger 1975). 

Before federal funding was enacted , economics 
played a large role in choices between dialysis and 
transplantation. Long-term dialysis was an extremely 
expensive treatment that only few could afford, trans
plantation the only alternative that held any . hope of 
avoiding financial ruin (Levine 1978, p. 10). 

Brundage (1976) identifies hypervolemia, hypovolemia, 

hemolysis, disequilibrium syndrome, transfusion hazards and 

psychological dysfunctions as major problems that may occur 

during hemodialysis. Although hemodialysis substitutes for 

some of the functions of a normal kidney, the complete re-

versal of uremic complications is not possible. A ,, 

calcium-phosphorus metabolism disorder persists in dialysis 

patients, resulting in bone disease in certain instances'' . 

(Fearing 1975, p. 461). Anemia, hypertension, pericarditis, 

susceptibility to infection, peripheral neuropathy, and 

reproductive system disorders may be persistent medical 

problems (Brundage 1976; Levine 1978; Papper· 1971). 

Good nutritional management is an important adjunct 

of chronic hemodialysis. The therapeutic regimen will 

usually require an alteration of the intake of protein, 

sodium, potassium, and fluids (Brundage 1976; Anger 1975). 

If hypertension, infection, anemia, acidosis, or renal 



32 

osteodystrophy is present, medications may be prescribed 

(Papper 1971; Brundage 1976). 

Dr. F. Patrick McKegney made the following comments 

1n 1972 while participating on a panel of psychiatrists who 

had worked in the area of hemodialysis for a number of 

years: 

Patients come on dialysis and expect the magic cure. 
They expect to be as well as they were five or ten 
years before renal failure developed. But patients 
on dialysis are still not well and ... they are 
anemic and weak. They may have some residual neuro
pathy. They may have intercurrent illnesses. They 
usually cannot take these facts into account when 
they initially anticipate dialysis as making them 
"we 11 " ( Levy e t a 1 . 1 9 7 4 , p . 1 7 ) . 

If the individual who has end-stage renal disease 

chooses hemodialysis as the mode of therapy that he per

ceives will enhance his chance for survival and quality of 

life, then inconvenience, restricted. activities, potential 

failure of access sites, dietary limitations, potential 

organ system complications, and funding sources will be 

concerns that must be faced every day (Tilney et al. 1975). 

Chronic hemodialysis promotes physiological stability, but 

"the type of existence engendered by chronic hemodialysis 

may be . . . difficult and unacceptable" (Tilney et al• 

1975, p. 114) to the individual. 
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Psychosocial Aspects of 
Chronic Hemod1alysis 

Scribner (1974) notes that "today psycho-social 

problems represent the major cause of disability a~ong 

patients who depend for their survival on the artificial 

kidney" (p. xi). Early in the course of hemodialysis, the 

potential psychological impact of the procedure was realized. 

Wright, Sand, and Livingston (1966) stated that the psycho

logical factors were among the most critical variables in 

determining adjustment to treatment. Shea et al. · (1965) 

asserted that the emotional reactions of patients requiring 

chronic hemodialysis may represent the greatest obstacle 

to successful rehabilitation. It can be concluded that 

chronic hemodialysis is a "problematic therapeutic endeavor" 

(Short and Wilson 1969, p. 437). Indeed, Norton (1967) is 

alone is his assertion that "very little is required of 

the patient except his bodily presence in bed, a certain 

amount of restraint in diet and of self-care, and, where 

possible, financial reimbursement" (p. 1272). 

Abram (1974b) however, notes that only recently has 

the Kidney Advisory Committee listed the inclusion of psy

chiatrists as essential to hemodialysis and transplant pro

grams, and adds that there are ''relatively few psychiatrists 

who involve themselves with studying and treating the 
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psychosocial concomitants and sequelae of physical illness" 

(p. 70). In 1962, behavioral disturbances among hemodialy

sis patients were first described by internists; however, 

formal psychiatric studies did not appear until 1965 (Abram 

1970). Gombos et al. (1964) were the first to recognize 

the" degree of dependency necessitated by the program" 

(p. 462). Shea et al. (1965) published the first study 

focused .completely on the psychological considerations of 

chronic hemodialysis. 

Psychiatrists' realization of the importance of 

preventive work with individuals undergoing chronic hemo

dialysis has stemmed from the knowledge that "severe psy

chiatric complications are the direct cause of death in a 

high proportion of cases dying in the early stages of · 

di a 1 y s i s " ( De - No u r and C z a c z k es 1 9 7 6 ·, pp . 3 2 8 - 3 2 9) . The 

motivation of the individual on hemodialysis to talk with 

a psychiatrist may be low due to a perceived social stigma, 

the individual's need to preserve his self-esteem with 

others also in chronic hemodialysis, and the individual's 

active denial regarding difficulties which are experienced 

(Abram 1974b). The psychiatrist's role may also include 

work with personnel and families (Abram 1969) in addition 

to his direct interventions with patients. 
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A group of twenty-five individuals on chronic hemo

dialysis were presented with a set of ten possible concerns 

and requested to rank them in order from most to least 

likely to be a source of personal concern. The subsequent 

generalized rank ordering for the entire group revealed the 

following to be the most worrisome concerns for this group: 

becoming a burden to others, unable to take care of per- · 

sonal responsibilities, unable to achieve goals, exhaustion 

of funds, and living may become unbearable (Norton 1969). 

Norton's findings emphasize the value of autonomy to this 

group of individuals undergoing chroni~ hemodialysis. 

Sources of stress include imposed restrictions on 

lifestyle, physical and emotional changes related to uremia, 

increased state of dependence, body-image distortions, and 

social role disturbances (Anger 1975 .; Cummings 1970; De-Naur 

and Czaczkes 1976). The impact of these stressors on the 

individual's life has been extensively investigated (Beard 

1969; Levy 1974b; Abram 1970; Christopherson and Gonda 

1973). The type of stress associated with hemodialysis is 

described as chronic, as opposed to the acute stress of such 

procedures as heart surgery (Abram 1968). 

Patterns of behavior and defenses in response to 

chronic hemodialysis are similar but varied in the degree 

to which they are experienced by the individual. The 



36 

defenses most utilized are denial, displacement, isolation 

of affect, projection, and reaction formation (De-Naur, 

Shaltiel, and Czaczkes 1968; Levy 1977). The defenses may 

be labile; the extensive utilization of defenses may con

tribute to an impoverishment of the personality and a 

decreased capacity to adapt (De-Naur, Shaltiel, and Czaczkes 

1968). 

Denial "represents a primitive form of defense 

against anxiety and fear of annihilation which up to a 

point protects and serves a useful function" (Abram 1974a, 

p. 56). 

The capacity for denial in the patients is phenomenal, 
but what are they denying? ... these patients accept 
their condition and the inevitability of its outcome. 
What is denied is that it is happening now (Short and 
Wilson 1969, p. 434). 

Reichsman and Levy (1972) conclude that denial is used more 

extensively by the chronic hemodialysis patients than by 

any other patient population with physical illness. Denial 

may be effective in protecting the individual against the 

devastation of multiple losses, but this defense has the 

capacity to destroy the individual when he negates the 

effect of indiscretions with his diet and the hemodialysis 

schedule. 

De-Naur and Czaczkes (1976) relate that depression 

is probably the most common psychiatric complication of 
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chronic he~odialysis. Reichsman and Levy followed twenty

five individuals on chronic hemodialysis over a period of . 

four years and found that in the initial phases of therapy 

all were significantly depressed. 

Depressive feelings had clearly preceded the symptoms 
of uremia in nine patients and were associated in: time 
with the experience of a meaningful loss that occurred 
a few weeks to three months before the onset of physi
cal symptoms (Reichsman and Levy 1972, p. 860). 

The depressive affects of sadness and helplessness are con

sistently reported (Reichsman and Levy 1972; Anger 1975). 

Depression may be episodic, and, because it is relatively 

common, it may be overlooked (Levy 1973). It is usually 

not possible for individuals to accept an external shunt 

as an integral part of themselves (Shea et al. 1965), but 

a decrease in anxiety and depression is experienced when 

individuals have their shunts replaced by internal fistulaes 

( Levy 19 7 7) . 

Since Gombos and his associates (1964) ·first re

ported their observations regarding the potential of depen

dency with chronic hemodialysis, others have confirmed 

their impressions (Abram 1974 a; Dansak 1972; Levy 1977) • 

As a dialysand, the patient is placed in several binds. 
Primarily he is faced with a fierce independency
dependency conflict, requiring that he remain dependent 
on a machine ... and the dialysis program for the 
rest of his life and at the same time lead an indepen
dent life, assuming the responsibilities of a healthy_ 
person (Abram 1974a, p. 51). 
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The concerns regarding becoming a burden to others 

and the inability to pursue personal responsibilities and 

goals demonstrated by Norton (1969) are consistent with the 

independency-dependency conflict. Dansak (1972) warns that 

unless healthy independence is fostered by the health care 

team, the secondary gains of illness may dominate and inter

fere with successful adaptation to hemodialysis. Berman 

(1973) and Coene (1978), individuals who have been main~ 

tained by hemodialysis for a number of years, emphasize the 

importance of maintaining as much control as possible re

garding the decisions that affect their lifestyle and treat

ment program. The dependence on the hemodialysis machine 

contributes significantly to the alteration of body-image 

associated with chronic hemodialysis (Abram 1969). 

In 1964, Scribner (1974) predicted that with the 

improvements in the technical aspects of hemodialysis, the 

medical problems would decrease, but the suicide rate would 

increase; this prediction has proven reasonably accurate• One 

difficulty is, however, the absence of comparative studies 

with other groups of chronically ill individuals that would 

more clearly delineate the scope of the problem. One report 

based upon questionnaires from almost thirty-five hundred 

home and center hemodialysis patients concluded that direct 

or indirect suicide was much greater in this group than in 
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the general population (Abram, Moore, and Westervelt 1971). 

Suicide may be active or may be attempted by withdrawing 

from the hemodialysis program or not following the thera

peutic regimen. There is some evidence that attempted and 

committed suicide is significantly higher in males (Abram, 

Moore, and Westervelt 1971), and that a single or widowed 

male is at the highest level of risk (Lowenhaupt 1977). 

There is the suggestion that with those patients in 

programs in which a transplant is a possibility there is a 

higher incidence of morbidity and mortality (McKegney and 

Lange 1971). "Suicidal behavior may even ensue if the 

homograft fails and dialysis again becomes necessary for 

survival" (Abram and Buchanan 1978, p. 25). 

All fourteen patients in a study conducted by 

Beard (1969) either 

overtly or covertly described intimate experiences 
with fear of imminent death. This fear was their 
immediate, initial, and recurring reaction to learn
ing of the diagnosis of chronic and progressive renal 
failure (p. 379). 

Few hemodialysis programs make explicit the individual's 

options to refuse or stop treatment; McKegney and Lange 

(1971) suggest that the option of discontinuance should be 

distussed with the individual when dialysis is instituted. 

By such open communications, discontinuance is made a 

legitimate issue for subsequent discussion, and the 
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individual receives acknowledgement of his own control in 

decision-making (McKegney and Lange 1971). 

Five hundred thirty-six hemodialysis patients and 

renal transplant recipients responded to a nationwide ques~ 

tionnaire that was designed to investigate their sexual 

adjustment (Levy 1974b). Both males and females in the 

hemodialysis group and male transplant recipients experi~ 

enced great deterioration in their sexual function when . the 

present was compared to the period of time prior ·to uremia . 

(Levy 1974b) . 

. . . the appearance or worsening of sexual dysfunction 
with the physical improvement during maintenance hemo
dialysis, points to the likelihood that emotional 
factors play a role in sexual dynfunction in patients 
on programs of hemodialysis (Levy 1974b, p. 139). 

Phases in adaptation to chronic hemodialysis have 

been described (Abram 1969; Reichsman and Levy 1972). 

Abram (1969) describes the successive phases of adaptation 

as the uremic syndrome, the shift to physiological equilib

rium, convalescence, and the struggle for normalcyp 

Reichsman and Levy (1972) identify three distinct phases-

the honeymoon period, the period of disenchantment and dis

couragement, and the period of long-term adaptatioti. At the 

time these observations were made, individuals were quite 

ill as a result of end-stage renal disease ~hen accepted 

into hemodialysis programs. · 
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... treatment is now generally given earlier in the 
course of uremia than in previous years. Therefore, 
the ... stages of adaptation are now less well 
delineated and less dramatic (Levy 1973, p. 401). 

As with other chronic illnesses, "acceptance of and 

emotional adjustment to the basic disease process has gen

erally been poor in patients'' (Shea et al. 1965, p. 562). 

Efforts to prevent regression are an integral part of the 

rehabilitative effort. It has been observed that there is 

a tendency to overestimate an individual's rehabilitative 

potential without full consideration of all the stress 

factors. Depression may significantly decrease compliance 

(De-Naur and Czaczkes 1976). 

The impact of chronic hemodialysis on the structure 

and integrity of the family is significant . . Financial hard

ships, role reversal, and the additional treatment responsi

bilities are shared by the patient and those significant to 

him (Anger 1975). Families must also deal with their own 

feelings of loss and change (Christopherson and Gonda 

1973). 

Nursing personnel interact with the individual under

going chronic hemodialysis more than any other member of the 

health care team. Jackle (1974) stresses the need for 

nurses to be cognizant of the individual's need for au

tonomy; the likelihood of a diminished quality of life can 

be avoided through such measures. The nurse's role also 
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includes that of providing information and assisting fami

lies (Cummings 1970). Anger (1975) identifies the nurse as 

the facilitator of the individual's adaptation to hemo

dialysis, but she warns that the nurse must understand her 

own feelings regarding suffering and dying. Anxiety on 

the part of the nurse may relate to the fear that some fatal 

complication experienced by the individual undergoing chronic 

hemodialysis will be due to her human error (Foy 1970). 

It can be concluded that the psychosocial sequelae 

of chronic hemodialysis is a crucial factor in determining 

the effectiveness of the therapy; the quality of life per

ceived by the individual will be determined to a great 

extent by the psychosocial stressors in his life situation 

and his unique ability to cope with them. Further studies 

are needed to gain additional data r~garding this treat

ment's stresses and impact on individuals. A "better under- . 

standing of what therapeutic modalities may be effective in 

reducing the stress and psychological problems that arise in 

hemodialysis patients" (Levy 1977, p. 768) could be gained 

by additional investigations. 

Chronic Hemodialysis and the 
Quality of Life 

In 1964, an editorial (Elkinton 1964) appeared in 

a medical periodical and sparked a great deal of dialogue 
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(Letters and Comments, Annals of Internal Medicine, 1964) 

regarding the moral problems of hemodialysis and transplan

tation. Even at this relatively early point in the history 

of hemodialysis, there was extensive deliberation and con

cern over issues that even today remain unanswered. 

A critical moral problem in medicine today is the 

allocation of scarce resources . 

. . . scarce resources ... mean life for some who 
shall receive them and death for others who shall not 
receive them. Hearts, kidneys, and hemodialysis 
machines have become the archetype of scarce medical 
resources in the public policy debates over what con
stitutes a just distribution of medical resources 
(Veatch 1977, p. 221). 

Ramsey (1970) negates any value in social worth considera

tions in deciding how health resources are to be allocated. 

The passage of federal funding legislation in 1973 for 

chronic hernodialysis has not fully a~swered the basic 

ethical question: Should so few individuals benefit from 

procedures that are provided by society at great expense 

and with tremendous efforts? 

On an individual level, the financial burdens of 

chronic hemodialysis may be overwhelming. Despite a pro

gram of 80 percent government aid, many areas are left un

covered and numerous questions unanswered. "A 90-day waiting 

period, 20 percent costs to be paid by a second party, and 

payment for medications are some examples of problem area 5
" 

(Wilkinson 1975, p. 502). 
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- Specific measurements for the quality of life do 

not exist; and, as Jackle (1974) has noted, quality of life 

is a "rather abstract and slippery concept to define, share, 

and study'' (p. 362). Implicit in measures that prolong 

life, such as chronic hemodialysis, are the facets of the 

quality of life, for the "promotion of human well-being has 

not only to do with life but with the quality of that life'' 

(Lyons 1970, p. 21). Well-being is closely associated, 

therefore, with considerations regarding the quality of 

life. 

Criteria for measuring life's quality may include 

such parameters as self-worth, self-image, interpersonal 

relationships, value judgments, and areas of active environ

mental involvement (Beard 1971). When an individual is un

able to maintain meaningfulness in his life and his ability 

to interact with others and the environment diminishes, the 

quality of his life is perceived as drastically marred. 

The institution of chronic hemodialysis has the potential 

to alter all the parameters of the quality of life suggested 

by Beard (1971). 

Jackle (1974) chose to investigate life-satisfaction, 

a major component of the quality of life. Levy and Wynbrandt 

(1975) utilized an individual's resumption of pre-illness 

activities as the indicators of an acceptable quality of 
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life for the individual. Of the eighteen patients who par

ticipated in the study, most experienced a striking change 

in their life as compared with the period before illness, 

and the loss of income and family life deterioration was 

common (Levy and Wynbrandt 1975). 

The quality of life may be derived from an individ

ual's ability to arrive at some meaning, or purpose, in 

living (Frankl 1959). Mock (1973), a transplant recipient 

and former hemodialysis patient, comments that it is his 

"hope that, in my years of added life, I may in some small 

way, contribute to making ours a better world, in return 

for my own ' g i ft of 1 i f e ' " ( p . 111 2 ) . Or a Bers ht e 1 , the 

first woman on hemodialysis to enter a medical school, is 

firm in her conviction to become a doctor (Finn 1978). 

Autonomy, self-determination, and individual freedom are 

included in the quality of life concept (Sobel 1976). 

Norton's (1969) study demonstrates that the hemo

dialysis patient's primary concern is with the problems of 

continued life on hemodialysis. If individuals who are 

receiving chronic hemodialysis perceive that the quality 

of life available to them and to their families is not 

sufficient, then the individual considers withdrawing from 

therapy (McKegney and Lange 1971). This dilemma is identi

fied by Beard (1969) as the fear of death and fear of life. 
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A conflict between the staff and the patient who 

chooses to discontinue therapy can exist. For the profes

sional staff member, the conflict may stem from an histori

cal stance to perpetuate life, the equating of success with 

the prolongation of life, the legal ramifications, and the 

particular emotional needs of the staff member (Anger and 

Anger 1976). Staff members need to explore their own feel~ 

ings and values before they can support an individual who 

chooses to refuse or discontinue therapy. 

Data are limited as to the individual's perceived 

quality of life. Typically, investigators have focused on 

pre-illness activities (Levy and Wynbrandt 1975) as com- · 

pared to present level of function. Seldom is the indi

vidual able to share his perceptions with the investigator 

in a non-directive fashion; however, .Brown et al. ( 19 7 4) 

were able to focus on the individual's perceptions related 

to home dialysis when they asked the question: "I wonder 

if you could tell me in what way your life has changed since 

you've been on home dialysis?" (p. 165). 

Quality of life is a truly multidimensional concept 

that defies defining in a precise and uniform manner for all 

segments of society. 

Like beauty, which is experienced subjectively 
only through the eyes of the beholder, the quali!Y 
of life in the final analysis can only be determined 
subjectively by the individual (Beard 1971, P· 24). 
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Summary 

The following facts and principles, which were 

developed through the review of literature, serve as the 

foundation for an understanding of the quality of life as 

it relates to the individual undergoing chronic hemodialy

sis: annually in the United States kidney failure is 

responsible for fifty-eight thousand deaths; the largest 

percentage of individuals with end-stage renal disease 

are either maintained, or have been maintained, by chronic 

hemodialysis; chronic hemodialysis subjects the individual, 

as well as his family, to monumental stresses; the physio

logical and psychosocial stresses imposed by chronic hemo

dialysis have the potential to alter the individual's 

quality of life; the quality of life is a multidimensional 

concept that is subjective in nature; a need exists to 

identify how treatment modalities and stresses are identi

fied and managed by the individual; and, the ethical and 

moral implications of chronic hemodialysis on a societal 

and individual level are significant. 



CHAPTER III 

PROCEDURE FOR COLLECTION AND 

TREATMENT OF DATA 

Irtt~oduction 

A descriptive research study was conducted for the 

purpose of identifying attitudes, behaviors, and activities 

important to the individual's perception of his quality of 

life while undergoing chronic hemodialysis. This chapter, 

Procedure for Collection and Treatment of Data, discusses 

the sample population, and study setting, and the methods 

used in collecting and analyzing the data. 

Setting 

The agency that was utilized for the collection of 

data is a proprietary center for the treatment of renal 

disease. The agency is located in a metropolitan area of 

the Southwestern United States and ·has been in operation 

since 1972. Both outpatient services and chronic hemo

dialysis are provided. 

At the time of the study, 165 individuals were 

receiving chronic hemodialysis; typically each individual 

receives three treatments per week. Two large, separate 

rectangular rooms house the forty individual units for 
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administering hemodialysis. There is approximately thirty

six square feet between the individual units, and the chairs 

are arranged in rows facing one another. Noises from the 

machines and alarm devices are constantly present. 

Each individual receiving hemodialysis ieports at 

an assigned time and to a specific area. During hemodialy

sis the individual sits in a large recliner chair, and tele

vision sets are available for most of the individual units~ 

Population 

The population consisted of 137 individuals who had 

been on chronic hemodialysis for at least six months and 

who met the other delimitations of the study. Each of 

these individuals was assigned a number from 1 to 137. 

Twenty-six individuals were selected from the population by 

a random method; five individuals did not wish to partici

pate in the study after it was described to them, and a 

sixth individual transferred to another treatment center 

before an interview time could be planned. The remaining 

twenty individuals comprised the study sample. 

Protection of Human Rights 

The human rights of the subjects agreeing to par

ticipate in the study were protected by the following 

measures: 
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1. Permission to conduct the study was secured 

from the Human Research and Review Committee of Texas 

Woman's University (Appendix A) 

2. Permission to conduct the study- wa~ secured 

from the agency in which the study took place (Appendix BJ 

3. An oral presentation regarding all aspects of 

the study was provided each participant (Appendix C) and 

questions were fully answered 

4. Permission was obtained from each individual 

agreeing to participate in the study (Appendix D) 

5. The data obtiined from each individual was 

handled with every consideration to confidentiality 

6. A subject's decision not to participate in the 

study was respected 

7. If an individual was participating in the 

study and later decided to withdraw, this action was 

respected 

8. The investigator referred any subject who 

demonstrated emotional vulnerability as a result of the 

interview process to the unit's clinical psychologist 

Tool 

Two tools were utilized in this study. The first 

tool was a demographic data sheet which was completed for 
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each individual in the study (Appendix E). The individual's 

age, sex, marital status, educational background, diagnosis, 

date of institution of hemodialysis, and the individual's 

perception of his progress on hemodialysis were recorded . .. 

Future goals regarding work status, as well as pre-illness 

and current work status, were also recorded. 

The second tool was a structured interview focusing 

on six content areas (Appendix F). The investigator 

addressed the following six questions or statements to 

each participant, and the interview was tape recorded. 

Documentation supporting the face validity of the six con

tent areas utilized accompanies the following statement or 

question: 

1. Tell me about your life right now. An indi

vidual's evaluation of his life may ·be reflected in the 

· perceptions relevant to his current life situation (Gitter 

and Mostofsky 1973; Berg, Hallauer, and Berk 1976). · 

2. In what ways do you feel your life has been 

changed since beginning dialysis? A striking change from 

an individual's pre-illness life is experienced after the 

institution of hemodialysis (Levy and Wynbrandt 1975). The 

institution of chronic hemodialysis is accompanied by alter

ations in the individual's activities, interpersonal rela

tionships, and lifestyle (Abram and Buchanan 1978). 



52 

3. Describe for me the most important parts of 

your life. Specific events do not have significance to 

individuals, it is rather the importance and meaning 

attached to the aspects of daily living (Gitter and Mos

tofsky 1973). Multiple losses are experienced by the 

individual undergoing chronic hemodialysis (Abram and 

Buchanan 1978). 

4. Tell me about those things you would like to 

do but cannot. Hemodialysis imposes dependency on proce

dures, equipment, and personnel; nursing actions directed 

at increasing the individual's autonomy must be recognized 

and implemented (Jackle 1974). 

5. What do you see yourself doing five years from 

now? Individuals undergoing hemodialysis have a more con

servative view of their future life satisfaction when com

pared to a normative group (Jackle 1974). 

6. What gives your life meaning? Purposefulness 

is the most basic human activity (Jansen 1976). The word 

"meaning" is used instead of purpose. Both words will elicit 

similar responses, . and the word "meaning" is perhaps more 

clear to most individuals Reichsman and Levy (1972) 

demonstrated a clear relationship between hope and physical 

and emotional improvement. Hope, purpose, and meaning all 

convey an implied future orientation. 
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The investigator maintained a non-structured 

approach; clarification of the question was given if needed 

by the respondent. The investigator conducted the inter

view while the subject was undergoing his hemodialysis 

treatment. 

So~e individuals found it more difficult to respond 

verbally, and the investigator interacted with each subject 

to encourage a maximal descriptive response. If . individuals 

required additional clarification after the initial item was 

presented, other comments were utilized by the investigator 

to elicit a descriptive response. These additional clarifi

cation comments were related to the six previous content 

areas respectively as follows: 

1. How would you describe your life at this time? 

2. Compare your life now to .the time before you 

needed dialysis. 

3. What is most important to you now? What is 

the most valued part of your life? 

4. Are there things you want to do but feel you 

cannot for some reason? 

5. What do you see for yourself in the future? 

6. What gives purpose to your life? 

At the conclusion of the subject's response to each 

content area, the investigator summarized what had been 
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verbalized in order to seek validation from the respondent. 

Before concluding the interview, the investigator asked the 

participant if he had any questions; any questions voiced 

by the participants· were answered fully. 

Data Collection 

Twenty individuals who had been on chronic hemo

dialysis for at least six months comprised the study sample. 

Data were collected during a two week period. Demographic 

data were recorded, and a six item structured interview was 

conducted. Tape recordings were made of each subject's 

entire interview. The interview period was approximately 

thirty to forty-five minutes; the interview was conducted 

while the individual was receiving a regularly scheduled 

hemodialysis treatment. The demographic data that was 

obtained included the individual's age, sex, marital status, 
) 

diagnosis, length of time on hemodialysis, educational back-

ground, and work history. The individual was asked to 

describe his adjustment to hemodialysis. The six item 

structured interview focused on the following areas: life 

at the present, changes since beginning hemodialysis, impor

tant parts of life, desired but unattainable activities ·or 

goals, future life, and life's meaning. Clarification of 

the interview item was provided if this was requested by 

the individual. 
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Pil6t Study 

Two individuals undergoing chronic hemodialysis 

participated in pre-testing the interview format of the 

study. The interview was tape recorded and conducted in 

the manner utilized for the study. Some of the clarifica

tion comments utilized in the study generated from the 

pilot study. The data obtained from these two interviews 

appears in Appendix G. 

Treat~ent of Data 

After listening to each participant's taped inter

view, activities, attitudes, and significant phrases were 

recorded by the investigator. A pilot study of the data 

gained from the six content areas was carried out with the 

assistance of two hemodialysis patients. Their responses 

were recorded (Appendix G) in the manner utilized for the 

study. 

A table was constructed to demonstrate the findings 

of the study. An operational definition of the quality of 

life as it relates to the individual undergoing hemodialysis 

was formulated. 

Summary 

This chapter was concerned with a description of 

the study setting, sample population, the research tools, 
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and the procedures used in the coll~ction and treatment of 

data. There were twenty participants in the total study 

sample. 

Data were collected by two methods. A structured 

interview focused on six content areas related to the con~ 

cept of the quality of life, and demographic information 

was recorded. 



CHAPTER IV 

ANALYSIS OF DATA 

Introduction 

This descriptive study was conducted to determine 

the perception of the quality of life by individuals under

going chronic hemodialysis. The data to be presented in 

this chapter were collected through the use of a demographic 

sheet and a six-item structured interview from a randomized 

sample· of twenty individuals on chronic he~odialysis. Com

ments regarding the significant aspects of life, activiti~s, 

and attitudes by individuals in the sample in response to 

each interview item were recorded and appear in the tables 

which follow. This chapter will be concerned with analyzing 

and interpreting that data. 

_ Description of the Sample 

The study sample consisted of twenty individuals 

who required chronic hemodialysis (Appendix H). Table 1 sum

marizes the sample distribution by age and sex. The mean age 

of the sample was 41. 5 years with a range from 23 to 77 years· 

There were 8 females or 40 percent of the total sample 

with their range of age from 23 to 77 years. There were 
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12 males who comprised 60 percent of the total sample with 

their age range from 27 to 63 years. 

Age 

20-29 

30-39 

40-49 

50-59 

60-69 

70-79 

Totals 

TABLE 1 

SAMPLE DISTRIBUTION BY AGE AND SEX 
N=20 

Male 

Number % of Total Number 

1 5 4 

5 25 0 

2 10 2 

2 10 1 

2 10 0 

0 0 1 

12 60 8 

Female 

% of Total 

20 

0 

10 

5 

0 

5 

40 

Table 2 summarizes the data relevant to the marital 

status and the length of time on hemodialysis of the sample. 

The mean length of time on hemodialysis for all the sample 

was 3 years and 2 months with a range from 7 to 89 rnonthi. 

Married individuals were clearly the majority group in this 

sample, as 13 or 65 percent of the sample were married; the 

length of time the individuals had been married ranged from 

1 to 57 years. Three or 15 percent of the sample were 
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single. Four or 20 percent were divorced; the length of 

time the individuals had been divorced ranged from 4 to 13 

years. 

Months on 
Hemodialysis 

0-11 

12-35 

36-59 

60-83 

84-107 

Totals 

TABLE 2 

SAMPLE DISTRIBUTION BY MARITAL STATUS AND 
YEARS ON HEMODIALYSIS 

N=20 

Sinqle Divorced 
% of % of 

Number Total Number Total 

0 0 0 0 

2 10 0 0 

1 5 3 15 

0 0 1 5 

0 0 0 0 

3 15 4 20 

Married 
% of 

Number Total 

1 5 

6 30 

4 20 

1 5 

1 5 

13 65 

Of the married sample, the age range was 29 to 77 

years, and the length of time on hernodialysis ranged from 

7 to 89 months. Of the divorced sample, the age range was 

24 to 37 years, and the length of time on hemodialysis was 

36 to 66 months. Of the single sample, the age range was 

23 to 30 years, and the length of time on hemodialysis 

ranged from 22 to 39 months. 
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The sample distribution by self-reported education 

background and work history is summarized in Table 3; the 

employment status is noted in regard to the pre-illness 

period, the current period, the future period. 

Education 

Less 
than 
high 
school 

N=7 

High 
school 

N=7 

College 
N=6 

Totals 

TABLE 3 

SUMMARY OF SAMPLE DISTRIBUTION BY EDUCATION 
BACKGROUND AND WORK HISTORY 

N=20 

Pre-illness Work Current Work Future Work Goals 
Not Not Not 

Employed Employed Employed Employed Employed Employed 

7 0 2 5 6 1 

5 2 1 6 3 4 

5 1 3 3 3 3 

17 3 6 14 12 8 

There was a rather even distribution among the 

sample in regard to the educational categories, as 7 or 35 

percent had less than a high school education, 7 or 35 per

cent had a high school education, and 6 or 30 percent had 

pursued some college study. The job status of only 3 or 
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15 percent of the total sample was unaltered by the institu

tion of chronic hemodialysis and the preceding renal disease; 

of this 15 percent, two had pursued college study and one 

owned and operated his own business. The pre-illness work 

pattern of the sample included that of plumber, cost accoun

tant, military service, dietary aide, child care, auto parts 

salesm~n, farmer, industrial engineer, maid, waitress, nurs

ing home administrator, fireman, machinist, and telephone 

supervisor. Of the three in the total sample who were un

employed prior to the institution of hemodialysis, one was 

a recent high school graduate who had never worked, one was 

blind and disabled, and one was 77 years of age and retired. 

Only 6 or 30 percent reported current employment as contras

ted with the 17 or 85 percent who reported pre-illness 

employment. The current work pattern of the sample included 

that of self-employment, industrial engineer, · auto parts 

salesman, and telephone supervisor. Retirement or dis

ability as a result of renal disease and chronic hemodialy

sis was reported by 3 or 15 percent. There were 12 or 60 

percent of the total sample who anticipated future employ

ment, but six of this group had no specific goals or plans, 

rather a desire to work sometime in the future. Of the 

other six who had definite work goals, only one was not 

currently employed. 
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The diagn6ses were obtained from a self-report by 

the sample and from the medical record. The comments of 

individuals in the sample reflected various levels of knowl

edge regarding their renal disease and hemodialysis, for 

example, "my kidneys are large and don't work," "I have 

kidney disease that won't get better without a t_ransplant," 

and "polycystic kidney disease finally caused my kidneys 

to fail." Typically, responses from individuals in the 

study did not go beyond stating that the kidneys failed or 

quit. 

All individuals in the study had end-stage renal 

disease, but the cau~ative factor varied as 4 or 20 percent 

were glomerulonephritis, 4 or 20 percent were obstructive 

uropathy, 3 or 15 percent were nephrosclerosis or hyperten

sion, 3 or 15 percent were of unknown etiology, 2 or 10 per

cent were pyelonephritis, 2 or 10 percent were polycystic 

renal disease, 1 or 5 percent was diabetic neuropathy, and 1 

or 5 percent was Goodpasture's syndrome. Table 4 presents 

the sample distribution by sex and etiology of end-stage 

renal disease. 

There were no females in the sample who suffered 

end-stage renal disease as a result of polycystic renal 

disease, diabetic neuropathy, or Goodpasture's syndrome; 
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only females comprised the group for which . end-stage renal 

disease was attributable to pyelonephritis. 

TABLE 4 

SAMPLE DISTRIBUTION BY SEX AND ETIOLOGY 
OF END-STAGE RENAL DISEASE 

N=20 

Male 

Etioloqy of ESRD* Number % of Total Number 

Glomerulonephritis 3 15 1 

Obstructive 
uropathy 2 10 2 

Nephrosclerosis/ 
hypertension 1 5 2 

Unknown 2 10 1 

Pyelonephritis 0 0 2 

Polycystic renal 
disease 2 10 0 

Diabetic neuropathy 1 5 0 

Goodpasture's 
syndrome 1 5 0 

Totals 12 60 8 

*End-stage Renal Disease 

Female 

% of Total 

5 

10 

10 

5 

10 

0 

0 

0 

40 

At the beginning of the interview, after the pre

ceding information was elicited, the respondent was asked 

to describe his adjustment to hemodialysis. This allowed 

the individual an opportunity to respond in a more 
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descriptive manner and provided a transition from giving 

demographic data to beginning the responses to the inter-

view items. If data pertinent to certain interview content 

areas were elicited, they were identified and pursued when 

the particular interview item was discussed. In order to 

evaluate the individual's medical status, the more recent 

progress notes were reviewed in order to determine if the 

individual's perception of his medical status was consis

tent with that of the health care team. 

Two individuals in the sample evaluated their status 

by a comparison with other individuals on hemodialysis. 

Seven individuals considered their level of activity when 

commenting on their hemodialysis status, and this was 

exemplified by such statements as, "I'm doing well, I'm able 

to keep working," "I do well, I feel · good most of the time, 

. and I stay active," and "I'm doing fine, nothing has 

changed, I work, but my energy is less." Three individuals 

evaluated their hemodialysis status by a comparison with 

their pre-hemodialysis level of activity and performance 

when they stated, "I can work, and I sure feel better than 

the year before dialysis," ''I'm doing pretty well now and 

sure better than before dialysis," and "1 'm doing great, I 

feel better than before dialysis." Typically, individuals 

reported that they were doing well on hemodialysis. 
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Activity was the most typical way the individual measured 

his progress since beginning hemodialysis. 

The medical records of the individuals revealed 

that 9 or 45 percent of the total sample had laboratory 

values and interdialytic weight gains that were unacce~table 

to the medical staff, and it was noted that this most pro

bably was due to a non-adherence to the recommended diet 

and fluid restriction and medication regimen. 

The demographic data revealed that the sample con

sisted of twenty patients, 12 or 60 percent who were male 

and 8 or 40 percent who were female. The mean age of the 

sample was 41.5 years, and the mean length of time on hemo

dialysis for the sample was 3 years and 2 months. The most 

prevalent marital status of this sample was married; but 

there was a rather even distribution•of education back-

. grounds when categorized as less than high school education, 

high school graduate, and college study. Seventeen or 85 

percent of the total sample were employed prior to end

stage renal disease and the institution of chronic hemo- · 

dialysis, but only 6 or 30 percent were currently employed. 

Typically, individuals in the sample did not verbalize 

more than a vague understanding of their illness, and m0st · 

saw themselves doing well on hemodialysis therapy. Glomeru

lonephritis and obstructive uropathy were the leading 
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causes of end-stage renal disease as 4 or 20 percent were 

glomerulonephritis and 3 or 20 percent were obstructive 

uropathy. 

Interview It~m Analysis 

The first interview item was the following: tell 

me about your life right now. The purpose of this question 

was to elicit information regarding the individual's per

ception of his current life situation. The way an indi

vidual evaluates his life may be reflected in those per

ceptions relevant to his current life situation. It was 

hoped that this initial interview question would allow the 

individual time to become more relaxed with the interview 

process while commenting on the events most current to him. 

It was also the purpose of this question to elicit informa

tion as to the current activity level and the potential 

areas of concern to the individuals in the sample. 

As an opening or summary remark to the interview 

item, six individuals referred to leading a norm~l life, 

being normal, or the ability to do almost ~nything; their 

comments included the following: "except for dialysis, I 

have a very ~ormal lifestyle," and "I do anything, work 

full-time, garden, do home repairs and improvements." · 

These references to normalcy were not consistent with the 
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descriptions of their present life; a decrease in the activ

ity level with chronic hemodialysis was reported, usually 

attributable to a diminished level of energy, e.g., "I 

have much less energy as the day goes on." The day of a 

hemodialysis treatment was reported to be one of particular 

low activity by two individuals who stated that, "I have. no 

activity except watching TV on dialysis days," and "I don't 

do hardly anything on dialysis days." The level of activity 

and energy is discussed more extensively with the responses 

to the second interview item. 

The comments from the individuals in the sample to 

the first interview item were subsequently recorded, and 

the frequency of the responses were ranked in Table 5. 

Comment 

TABLE 5 

RANK ORDER OF FREQUENCY OF RESPONSES 
TO INTERVIEW ITEM #1 

Yard work and gardening 

Housework 

Sports 

Church 

Activities with family or friends 

Work 

Car Upkeep 

TV 

Frequency 

9 

8 

7 

7 

6 

5 

3 

3 



Comment 

Home Repairs 

Nothing 

Radio 

Reading 

Handwork 

Attend cattle sales 

Total 

68 

TABLE 5 (Continued) 

Frequency 

2 

2 

1 

1 

1 

1 

56 

Two individuals stated that they had very little 

to do on a daily basis and commented that, "I stay home 

and watch TV, don't do anything, sometimes I help my 

brothers with their projects," and "I don't do anything; 

my mother does everything for me, and I just sit at home 

and watch TV." Responses that were less frequent to this 

interview item included car upkeep, watching TV, home 

repairs, reading, listening to the radio, handwork, and 

attending cattle sales. The six most frequent responses 

to the first interview item which focused on the present 

life situation were also categorized by age, sex, and 

education background of the respondents. Table 6 provides 

a list of the most frequent responses to the first inter

view item by age and sex. 



Comment 

Yard work or 
gardening 

N=9 

Housework 
N=S 

Sports 
N=7 

Church 
N=7 

Activities 
with family 
or friends 

N=6 

Work 
N=5 

Totals 

69 

TABLE 6 

MOST FREQUENT RESPONSES TO INTERVIEW 
ITEM #1 BY AGE AND SEX 

Age 
20-39 40-59 60-79 
years years years Male 
N=lO N-7 N-3 N-12 

5 3 1 6 

4 3 1 1 

6 1 .o 5 

2 3 2 3 

4 2 0 3 

3 1 1 5 

24 13 5 23 

Sex 

Female 
N 8 

3 

7 

2 

4 

3 

0 

19 

Except for the responses of church and work, the 

frequency of these responses decreased as the age of the 

individual increased; that is, yard work or gardening was 

mentioned five times more by individuals who were 20-39 

years old, than by those in the 60-79 year range. Work was 
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mentioned by three individuals in the 20-39 year range and 

by one individual in each of the subsequent age ranges. 

The response of church occurred two times in the 20-39 year 

range, three times in the 40-59 range, and two times in the 

60-79 year range. In this sample the trend pertaining to 

activity, except for church related activity, decreased in 

frequency as the age of the individual increased. 

Yard work or gardening and sports were mentioned at 

least twice as frequently by males as by females. Only one 

of the eight females in the sample did not mention house

work; only one male, who was single, mentioned housework 

when discussing his present life. · A contrast existed be

tween males and females in mentioning work in response to 

this first interview item as five males mentioned work but 

no females. Of this sample, only one of the eight females 

worked on even a part-time basis; this individual occa

sionally operated her own snowcone stand. Activities with 

family or friends and church received a near equal response 

by both males and females; males and females both mentioned 

activities with family or friends thr~e times, and males 

mentioned church three times and females four times. 

It was noted that yard work or gard~ning, sports, 

and work were mentioned more often by males than by females; 

and housework was mentioned almost exclusively by females. 
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Both males and females mentioned church and activities with 

family and friends in a similar frequency. 

·The most frequent responses to the first interview 

item by education background showed only minimal variation 

as illustrated by Table 7. 

Comment 

Yard work 
gardening 

N=9 

Housework 
N=8 

Sports 
N=7 

Church 
N=7 

Activities 
family or 

N=6 

Work 
N=S 

Totals 

TABLE 7 

MOST FREQUENT RESPONSES TO INTERVIEW ITEM #1 
BY EDUCATION BACKGROUND 

Less than 
High School High School 

.. , ,7 -.1, .., 

or 

3 3 

3 3 

1 3 

2 3 

with 
friends 

3 l 

2 0 

14 13 

College 
1,.1,-,e:; 

3 

2 

3 

2 

2 

3 

15 

Sports were mentioned less often by individuals in 

the less than high school group than by the high school or 
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college groups, and work was not mentioned by any individual 

in the high school group. Activities with family or friends, 

church, yard work or gardening, and housework were mentioned 

by individuals equally in each of the three educational 

categories. 

As anticipated, the individuals in the sample did 

furnish information relevant to their current life situa

tion in response to the first interview item. Certain acti

vities such as yard work or gardening, housework, sports, 

church, activities with family oi friends, and work were 

most frequently mentioned by individuals in the sample. As 

the age of the individuals increased, a decrease in the 

frequency of activities reported by the individuals was 

noted with the exception of church. Yard work or gardening, 

sports, and work were mentioned more · often by males than by 

females, and housework was mentioned almost exclusively by 

females. Sports were mentioned less frequently by indi

viduals with less than high school education, and work was 

not mentioned by any individual in the high school group. 

The interaction as the individual responded to the 

first interview item did serve to set the tone of the 

interview as respondents described and clarified their 

remarks. There was a trend toward qualifying earlier 
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remarks referring to normalcy as individuals discussed the 

limitations in their present life. 

The second interview item asked: in what ways do 

you feel your life has been changed since beginning dialy

sis? It may be expected that the institution of chronic 

hemodialysis will be accompanied by some alterations in 

the individual's activities, interpersonal relationships, 

and lifestyle. A striking change from an individual's pre

illness life is experienced after the institution of 

chronic hemodialysis. The question sought to elicit in

formation relevant to the individual's perception of the 

changes in his own life, and also to identify those areas 

in which changes were most significant to the individual. 

The responses to this interview item were diverse. The 

most frequent responses from the individuals in the sample 

are presented in Table 8. 

TABLE 8 

MOST FREQUENT RESPONSES TO INTERVIEW ITEM #2 

Comment 

Decreased activity and energy 

Decreased ability to travel 

Mental changes 

Changes in diet or addition of medications 

Problems increased by another disability 

Frequency 

10 

7 

5 

4 

3 



Comment 

Marital strain 

Feel better 

Tptal 

74 

TABLE 8 (Continued) 

Frequency 

3 

3 

35 

A decrease in activity and energy was reported by 

ten individuals in the sample; of this group, seven said 

that they were now less active, and three stated that their 

energy was less. The comments of this group of individuals 

are exemplified by the following statements: "I've always 

been so busy before," "I have less energy now," and "I 

can't work or play like before." Seven of the twenty indi

viduals in the sample referred to a sense of confinement 

since beginning chronic hemodialysis as exemplified by the 

difficulty traveling and the time requirements of heme

dialysis therapy. Some of the statements relevant to this 

sense of confinement were, "I can't go anywhere unless 

prior dialysis arrangements are made," "I'm more confined 

now," and "I don't go anywhere now unless overnight." 

Five responses indicated that the respondent had experi

enced mental changes since chronic hemodialysis was insti

tuted. Three of the five respondents emphasized that 

memory and the ability to concentrate was diminished with 



75 

chronic hemodialysis, and stated that, "my memory and con

centration are worse now," "I've noticed a decreased 

ability to concentrate and recall events," and "my memory 

and ability to concentrate are not as good now." Two indi

viduals noted that the mental changes included an increased 

irritability since beginning hemodialysis stating that, 

"I'm more irritable now;" but one individual stated that 

he was better able to get along with other people since 

beginning hemodialysis. Four individuals stated that the 

changes included new medications and restrictions in their 

diet or fluid intake. 

Three individuals in the sample had other physical 

problems that complicated their life on hemodialysis; 

"blindness increases my problems," "this stroke is more of 

a problem for me," and "the loss of the use of my left hand 

has decreased my activity" were statements from these indi

viduals. An increase in marital problems was reported by 

three individuals; for one individual the problems resulted 

in divorce, for another an unsatisfactory marriage had 

worsened, and for another a previously perceived flhappy 

marriage" had experienced severe marital strain. Only one 

individual commented on sexual activity, and he stated that 

he had experienced a decrease in his sexual ability with 

renal disease and chronic hemodialysis. Three individuals 
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reported that they felt better since being on hemodialysis, 

and one individual stated, "I feel much better now." Of 

the responses listed on Table 9, all implied a diminution 

or problem regarding changes in their life situation since 

beginning hemodialysis except for three respondents who 

stated they felt better. 

The two most prevalent responses to the interview 

item that focused on changes since the institution of 

chronic hemodialysis were the decrease in activity and 

energy and the decreased ability to travel. These two 

responses were chosen for further analysis by age, sex, 

and education background. Table 9 contains these two 

responses by age and sex of the respondents. 

Comment 

Decreased 
activity and 
energy 

N=lO 

Decreased 
ability to 
travel 

N=7 

Totals 

TABLE 9 

MOST FREQUENT RESPONSES TO INTERVIEW 
ITEM #2 BY AGE AND SEX 

Age 
20-39 40-59 60-79 
years years years Male 

N-10 N-7 N-3 N=l2 

4 3 3 7 

3 3 1 4 

7 6 4 11 

Sex 

Female 
N=B 

3 

3 

6 
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There was no clear difference in the response of decreased 

activity and energy by age of the respondents; of the ten · 

total responses, four were in the 20-39 age range, three 

were in the 40-59 age range, and three were in the 60-79 

age range. Only one individual in the 60-79 age range 

reported that they experienced a decreased ability to travel 

since chronic hemodialysis was instituted; the other six 

of the seven total responses were evenly divided between 

the other age groups. 

There was little difference between the sexes of 

the respondents who stated that the decreased ability to 

travel was a change from their pre-illness lifestyle; four 

males and three females gave this response. More than 

twice as many males as females reported that they had 

experienced a decreased activity and energy level since 

being on hemodialysis; seven males and three females gave 

this response. 

The two most frequent responses to the second 

interview item by education background are presented in 

Table 10. The response of decreased activity and energy 

was most prevalent from individuals in the less than high 

school group; of the ten total responses, five were in 

this group. The decreased ability to travel was reported 

most frequently by individuals in the high school group; 
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of the seven total responses, four were in the high school 

group, two were in the less than high school group, and one 

was in the college group. 

Comment 

Decreased 
activity and 
energy 

N=lO 

Decreased 
ability to 
travel 

N=7 

Totals 

TABLE 10 

MOST FREQUENT RESPONSES TO INTERVIEW 
ITEM #2 BY EDUCATION BACKGROUND 

Less than 
High School High School 

N=7 N=7 

5 2 

2 4 

7 6 

College 
N=6 

3 

l 

4 

The second interview item asked the individual to 

comment on changes in his life situation since hemodialysis; 

decreased activity and energy, decreased ability to travel, 

mental changes, changes in diet or the addition of medica

tions, problems being increased by another disability, 

marital strain, and feeling better were the responses that . 

were noted as most frequent. With the institution of 

hemodialysis, a life-preserving and life-saving therapeutic 

measure, the attempt to restore well-being is made, but the 



79 

most prevalent responses by individuals in this sample were 

those connoting a diminution in ability, an unfavorable 

change, or a problem. A decrease in activity and energy 

was reported almost equally by the three age groups, but 

more than twice as many males as females noted this. Only 

one individual in the 60-79 age group reported a decreased 

ability to travel, and there was little difference between 

the sexes in the frequency of the response of travel. One

half of the responses of decreased activities and energy 

were from the less than high school group, whereas the high 

school group was more frequent in reporting a decreased 

ability to travel. 

The responses from the sample confirmed the assump-

tion of the second interview item that there are striking 

·changes from the individual's pre-illness life which are 

experienced after the institution of chronic hemodialysis. 

The institution of chronic hemodialysis in this sample was 

accompanied by alterations in the individual's activities, 

interpersonal relationships, and lifestyle. 

The third interview item asked the individual to 

respond to the following comment: describe for me the most 

important parts of your life. It has been suggested that 

specific events do not have significance in and of them

selves to individuals; but it is the importance and meaning 
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attached to the aspects of daily living by an individual 

which makes it significant. This question was directed at 

identifying the significance to the individual of certain 

aspects of his life with the realization that individuals 

undergoing chronic hemodialysis may experience multiple 

losses, e.g., loss of income, loss of health, and loss of 

work role. This interview item attempted to elicit informa

tion regarding those aspects of life that were the most 

significant to the individual. The individual was not 

directed to name people, activities, or objects, but rather 

the individual was free to comment on that which was impor

tant to him. The responses from the tape recorded inter

views were noted, and the total of thirty-eight responses 

were ranked by frequency (Table 11). 

TABLE 11 

RANK ORDER OF FREQUENCY OF RESPONSES 
TO INTERVIEW ITEM #3 

Comment 

Family and friends 

Maintenance of health 

Independence 

Church 

Job 

Frequency 

13 

6 

5 

3 

2 
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TABLE 11 (Continued) 

Comment 

None 

Machine (Hemodialysis machine) 

Attitudes about life 

Living near normal existence 

Freedom 

Home 

People not knowing on dialysis 

Self 

Total 

Frequency 

2 

1 

l 

l 

1 

1 

1 

l 

38 

The importance of family and friends was the most 

frequently mentioned response to this interview item; there 

were a total of thirteen responses that referred to family 

and friends. Individuals emphasized the importance of 

loved ones by stating, "my wife--I'd have been dead long 

ago without her" and "my husband, my kids, and my family- -

there is nothing else." "Trying to do those things which 

maintain my condition" and "controlling my weight and 

having a good night on dialysis" were comments made by · 

two of the six individuals who regarded the maintenance of 

health as an important part of life. Independence was 

important to five individuals in the sample; examples of 
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their statements included the following: "keeping indepen

dent and taking care of myself and my husband" by a 77-

year-old female who had been on hemodialysis for seven 

months, and "being independent and keeping dialysis at a 

low-profile" by a 39-year-old male who had been on hemo

dialysis for eighteen months. The church was listed as 

important by three respondents. "To do a job well" was one 

of the two responses that emphasized a job as important in 

the individual's life. One respondent, a 53-year-old blind 

male who had been on hemodialysis for sixteen months, 

stated that there was nothing important in his life; and 

a 23-year-old female who had been on hemodialysis for 

thirty-nine months stated that "there can be nothing until 

I'm off this machine, I don't care which way my life goes." 

Only one individual referred to the hemodialysis machine 

and stated that "without it, I would die; I used to be 

afraid of it." 

Twenty-four of the thirty-eight responses to this 

interview item were related to family and friends; the 

maintenance of health, and independence. These three most 

frequently mentioned comments in responding to the third 

interview item are presented by age and sex in Table 12. 



Comment 

Family and 
friends 

N=l3 

Maintenance 
of health 

N=6 

Independence 
N=S 

Totals 

83 

TABLE 12 

MOST FREQUENT RESPONSES TO INTERVIEW 
ITEM #3 BY AGE AND SEX 

20-39 40-59 60-79 
years years years 

N=lO N=7 N=3 

6 5 2 

3 3 0 

3 1 1 

12 9 3 

Male Female 
N=l2 N=8 

7 6 

5 1 

2 3 

14 10 

The importance of family and friends was mentioned almost 

equally by the 20-39 and the 40-59 year old groups; six 

individuals in the 20-39 year old group, five in the 40-59 

age group, and two in the 60-79 age group listed family and 

friends as important to their life. The maintenance of 

health was not mentioned by the 60-79 year old group but 

received three responses from each of the other two age 

groups. There was a difference in the importance of the 

maintenance of health to males and females; there was a 

total of six responses listing health as important to the 

individual's life, but only one of these responses was from 
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a female. The importance of independence was referred to 

by more individuals in the 20-39 year old group; of the 

five total responses, three were in the 20-39 group and 

one was in each of the other two age groups. Independence 

received a near equal number of responses from both males 

and females, as two males and three females listed indepen

dence in response to this interview item. 

Table 13 contains the most frequent responses to 

the third interview item by education background. 

TABLE 13 

MOST FREQUENT RESPONSES TO INTERVIEW 
ITEM #3 BY EDUCATION BACKGROUND 

Less than 
Comments High School High School 

N=7 N=7 

Family and friends 
N=l3 6 2 

Maintenance of health 
N=6 4 1 

Independence 
N=5 0 2 

Totals 10 5 

College 
N=6 

5 

l 

3 

9 

The importance of family and friends was referred to by 

more individuals in the less than high school and college 

groups; of the thirteen total responses, six were in the 
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less than high school group, two were in the high school 

group, and five were in the college group. The maintenance 

of health was mentioned only once by individuals in both 

the high school and college groups, but health was mentioned 

four times by individuals in the less than high school group. 

There was an increase in the frequency of the response of 

independence as the education of the individual increased; 

of the five total responses, there were none from the less 

than high school group, two from the high school group, and 

three from the college group. 

The third interview item asked the individual to 

comment on what was most important to him; family and 

friends, the maintenance of health, and independence were 

the responses that were most frequent. When the three most 

frequent responses to this interview ·item were analyzed by 

age, sex, and education, it was found that the importance 

of family and friends was mentioned least often by indi

viduals in the 60-79 year old age group and those with a 

high school education. The maintenance of health was not 

mentioned by any individual in the 60-79 year old age 

group; health was mentioned five times more often, how

ever, by males as by females. With an increase in the 

education level an increase in the number of responses 
' 

of independence by the sample was noted. There was little 



86 

difference between the number of independence responses 

from males and females. 

Except for two respondents, the sample was able to 

provide information regarding the most significant aspects 

of their life. The responses to the previous interview 

item confirmed the assumption that the individual in the 

sample had experienced multiple losses since beginning hemo

dialysis. The third interview item demonstrated that 

specific events were not the most important aspects of life; 

instead, individuals in the sample identified family and 

friends, health, and independence as most significant to 

them. 

The fourth interview item asked the individual to 

tell about those things which he would like to do but could 

not for some reason. Hemodialysis imposes dependency on 

. procedures, equipment, and personnel. It has been stated 

earlier that alterations in lifestyle are commonly experi

enced by individuals undergoing chronic hemodialysis. The 

interview item sought to elicit information from the sample 

regarding those things that the individual viewed as un

available to him or unattainable by him. It was also hoped 

that individuals would explain in what ways they were un

able to accomplish desired goals or activities. The indi

viduals' responses to this interview item were recorded 
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and the responses were ranked by frequency as presented in 

Table 14. 

TABLE 14 

RANK ORDER OF FREQUENCY OF RESPONSES 
TO INTERVIEW ITEM #4 

Comment 

Travel 

Job 

Sports 

Don't think about/don't let it bother me 

Advance and learn in present job 

To do more 

Manage and play in band 

Strenuous activities 

Education 

Make own decisions 

Farming 

Crafts 

Meet more people 

Gardening 

Church work 

Do more for children 

. Total 

Frequency 

9 

5 

5 

3 

2 

2 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

36 
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The inability to travel freely was clearly the most 

prominent response to this interview item; 9 or 45 percent 

of the total sample stated that tr~vel was desired but 

either impossible or extremely difficult to arrange. Some 

of the comments regarding travel included the following: 

"I'd like to just travel--to go off for a few weeks with

out worry" and "travel is so hard because of the many 

arrangements that are necessary." Five of the individuals 

in the sample desired jobs but were currently unemployed, 

and one stated, "I'd like to get a job soon." Five indi

viduals also wanted to be able to participate more in 

sports; "I'd like to swim, skate, or bowl, but I'd be afraid 

the fistula arm might get hurt," was the response of a 23-

year-old female, and "I'd like to travel to boat races and 

be in active sports, but something might happen away from 

the city or my fistula arm might get hurt" was stated by a 

30-year-old male. The responses of three individuals indi

cated that they didn't think about changes in their life or 

that changes in their life didn't bother them; a comment 

that exemplified this was from a 53-year-old blind male: 

"I just wiped all that out of my mind; it wasn't hard to 

do. I just resigned mys~lf to the situation; I never will 

be back on top.'' Two respondents indicated that they would 

like to advance in their present jobs but added that this 
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would probably not occur; "I'd like to advance and learn 

more in my job, but in spite of my superior performance 

record my boss knows I'm a kidney patient, to hi~ I'm 

handicapped" was the comment from a 31-year-old telephone 

installation supervisor who had been on hemodialysis for 

twenty-three months. The other items contained in Table 

14 illustrated the desire by most individuals in the sample 

to be able to do more; and the statement by a 45-year-old 

male who had been on hemodialysis for fifty-three months 

was typical of the sample: "I'd like to do a lot more, but 

I can't; I just don't have the energy I used to." 

Travel, job, and sports, the three most frequent 

responses to the fourth interview item, are presented by 

age and sex in Table 15. 

Comment 

Travel 
N=9 

Job 
N==S 

Sports 
N==S 

Totals 

TABLE 15 

MOST FREQUENT RESPONSES TO INTERVIEW 
ITEM #4 BY AGE AND SEX 

Age 
20-39 40-59 60-79 
years years years Male 

N-10 N=7 N=3 N=l2 

5 3 1 5 

2 2 1 3 

3 1 1 4 

10 6 3 12 

Sex 

Female 
N=B 

4 

2 

1 

7 
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There was little difference in the frequency of the response 

· of travel to interview item #4 by males and females, as 

five males and four females mentioned travel. As the age 

of the sample increases, travel is less frequently men

tioned. The response of job varied little in frequency 

between the age and sex categories. There was a greater 

frequency of the response of sports by individuals in the 

sample who were males or who were in the 20-39 age group. 

The most frequent responses to the fourth interview 

item by education background are presented in Table 16. 

Comment 

Travel 
N==9 

Job 
N=S 

Sports 
N=S 

Totals 

TABLE 16 

MOST FREQUENT RESPONSES TO INTERVIEW ITEM #4 
BY EDUCATION BACKGROUND 

Less than 
High School High School 

N=7 N=7 

4 3 

5 0 

2 2 

11 5 

College 
N=6 

2 

0 

1 

3 

There was a gradual decrease in the frequency of the response 

of travel with the increase of the education level of the 
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sample; of the total of nine responses of travel, four were 

. in the less than high school group, three were in the high 

school group, and two were in the college group. · All of 

the total of five responses of a job to this item on the 

interview agenda were in the less than high school group. 

Sports were slightly less frequent in the college group; 

of the five total responses of sports in response to this 

fourth interview item, one was in the college group and two 

were in each of the other two education groups. 

The fourth interview item asked the individual to 

tell about those things he would like to do but could not. 

Generally, the individuals in the sample desired to do more 

and be more active. Some of the responses indicated that 

job advancement was difficult after the institution of 

hemodialysis. Three respondents denied that they ever 

thought about things that they were unable to do. Several 

of the responses indicated that the individuals in the 

sample were concerned regarding their safety should they 

become more active in sports or travel. The three most 

frequent responses to the fourth interview item were trav~l, 

job, and sports; and three responses were discussed by ~ge, 

sex, and education background. There was little difference 

in the frequency of the responses of travel and job between 

males and females in the sample. Sports arid travel were 
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listed more often by individuals in the 20-39 age group; 

more males than females referred to sports as activity 

that was desired. Travel was mentioned with decreasing 

frequency as the education level of the sample increased. 

Jobs were referred to only by individuals with an educa

tion background of less than high school. There were only 

minimal differences in the frequency of the response of 

sports among the three education categories. 

The respondents commented freely on those things 

that they would like to do but could not; they were also 

able to explain why they felt it was not possible to do 

some of the things they might wish to do. The responses 

to this interview item also supported the assumption that 

their lifestyle had been altered since beginning hemodialy

sis; the desire to do more was pervaS'ive among individuals 

in the sample. 

The fifth interview item asked the question: what 

do you see yourself doing five years from now? It was 

assumed that individuals on chronic hemodialysis had a more 

conservative view of their future life satisfaction as com

pared to individuals who were not on hemodialysis. This 

interview item sought to obtain additional informati9n 

regarding how the individual in the sample thought about 

his future and to identify those areas of con~ern to 
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individuals in the sample regarding future planning. The 

responses from the individuals in the sample were recorded 

and the frequency of the responses were ranked in Table 17. 

TABLE 17 

RANK ORDER OF FREQUENCY OF RESPONSES 
TO INTERVIEW ITEM #5 

Comment 

Plan only day by day/ don't think about future 

Having kidney transplant 

Having a family and home 

Unchanged life 

Have a job 

Still be independent 

Treatment advances 

Healthy 

Living 

Seeing children grow 

Have own money 

Family security attained 

Be able to do something 

Will be doing more after husband retires 

Totals 

Frequency 

9 

6 

4 

3 

3 

2 

2 

2 

2 

2 

1 

1 

1 

1 

39 
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The most frequent response to the fifth interview item was 

"I live day to day" or "I never think about the future;" 

9 or 45 percent of the total sample stated that they lived 

in the present with little planning or thinking projected 

into the future. However, six individuals responded that 

they did expect to have the opportunity to receive a kidney 

transplant ·in the future. "I can't go on with this machine 

forever, what else is there to look forward to except a 

transplant? With a transplant, there is a chance of a 

normal life'' was the statement by a 45-year-old _male. Four 

individuals stated that they hoped to have a family and 

home of their own in the future; a 27-year-old male who had 

been on hemodialysis for forty-eight months stated, "I'd 

like to get remarried and have a family." "I plan to be 

doing just what I'm doing now" was one of the three state

ments that referred to circumstance~ being unchanged in the 

next five years. Three individuals who were not currently 

working thought they would be in the future. Five indi

viduals made various references to the possibility of death 

for those people on hemodialysis; a 37-year-old male ~ho 

had been on hemodialysis for thirty-six months stated that 

"with the machine you don't know how you will do--a lot 

of people die." Some of the other responses to the fifth 

interview item regarding the future were the following: 
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advances in hemodialysis therapy will be made, independence 

will be maintained, health will be achieved, living will 

continue, children's growth will be guided, and the family's 

security will be attained. The most frequent responses to 

this interview item were living in the present, receiving 

a kidney transplant, and having a family and home; these 

three responses accounted for nineteen of the thirty-nine 

responses. The most frequent responses to this question 

are presented in Table 18 by age and sex. 

Comment 

Plan day to day; 
don't think of 
future 

N=9 

Receiving a 

TABLE 18 

MOST FREQUENT RESPONSES TO INTERVIEW 
ITEM #5 BY AGE AND SEX 

Aqe 

20-39 40-59 60-79 
years years years 

N-10 N-7 N=3 

4 4 1 

kidney transplant 
N=6 4 2 0 

Having a family 
and home 

N=4 4 0 0 

Totals 12 6 1 

Sex 

Male Female 
N=l2 N=B 

6 3 

3 3 

2 2 

11 8 
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Planning day by day was mentioned by only one indi

vidual in the 60-79 age group; the other eight si~ilar · 

responses were equally divided between the other two age 

groups. Twice as many males as females emphasized daily 

planning with a disregard for future planning; six males 

and three females responded to this item by denying planning 

for the future. The desire to have a kidney transplant in 

the future declined sharply as the age of the sample in

creased; of the six total responses, four were in the 20-39 

age group, two were in the 40-59 age group, and there were 

none in the 60-79 age group. As might be expected, the 

desire to have a family and home declined sharply with the 

increasing age of the sample; all of the four total responses 

were in the 20-39 age group, and males and femal~s responded 

in equal frequency. 

The most frequent responses to the fifth interview 

item by education background are presented in Table 19. 

TABLE 19 

MOST FREQUENT RESPONSES TO INTERVIEW 
ITEM #5 BY EDUCATION BACKGROUND 

Comment 

Plan day to day; don't think 
of future 

N=9 

Less than 
High School 

N-7 

2 

High School 
N=7 

3 

College 
N=6 

4 
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TABLE 19 (Continued) 

Less than 
High School High School College 

Comment N=7 N=7 N.:..6 

Receiving a kidney transplant 
N=6 1 2 3 

Having a family and home 
N=4 0 3 1 

Totals 3 8 8 

The frequency of the response of planning day by day in

creased as the education level of the sample increased; of 

the nine total responses, two were in the less than high 

school group, three in the high school group, and four in 

the college group. There was also an increase in the fre

quency of the response of receiving a kidney transplant in 

the future as the education level of the sample increased; 

of the five total responses, one was in the less than high 

school group, two in the high school group, and three in the 

college group. Having a family and home was mentioned most 

often by individuals in the high school group; of the four 

total responses, there were none in the less than high school 

group, three in the high school group, and one in the college 

. group. 

The fifth interview item asked the respondents to 

describe what he would be going five years from the present. 

Several respondents made reference to the possibility of 
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their own death. Nine or 45 percent of the total sample 

conducted their lives by planning only on a day to day 

basis. Receiving a kidney transplant and having a family 

and home were also frequent responses. When the responses 

to the fifth interview item were examined by age, sex, and 

education background of the sample, planning day to day was 

found to be less frequent in the 60-79 age group and in 

the less than high school education group. Twice as many 

males as females listed day to day planning as a response· 

to this interview item. Receiving a kidney transplant was 

a more frequent response from individuals in the 20-39 age 

group and in the college education group. Only those in 

the 20-39 age group desired to establish a family and home 

in the future, and no one in the less than high school 

education group listed this response~ 

The responses to this interview item did not lend 

themselves to a precise identification of the individual's 

projected life satisfaction, but it was clear that the lack 

of future planning was typical of individuals in this 

sample. The vulnerability to death that was expressed by 

some of the respondents was identified as an area of con

cern; the concern of the individuals in the sample with 

their future health status is illustrated by the variety 

of comments related to it as reported in T~ble 17. Because 
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of the lack of future planning, the activities thought to 

perhaps take place in the future were only vaguely described 

by the respondents. 

The sixth interview item was the following: what 

gives your life meaning? It was assumed that one of the 

most basic human activities is purposefulness; man has the 

persistent desire to explore the meaning of life situa

tions. Meaning is closely interrelated with the attitude 

of hope; if the individual does have a perceived meaningful 

existence, then physical and emotional improvement may be 

influenced. This item attempted to elicit information 

relevant to the individual's perception of the meaning of 

his life. It was hoped that individuals in the sample 

could identify and describe that which was the sustaining 

force in their life. The responses to this interview item 

were recorded, and the subsequent rank ordering of the 

frequency of the responses is presented in Table 20. 

TABLE 20 

RANK ORDER OF THE FREQUENCY OF RESPONSES 
TO INTERVIEW ITEM #6 

Comment Frequency 

Family and friends 

Prayer, faith, and God 

10 

4 
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TABLE 20 (Continued) 

Comment 

Desire to live 

Being productive and independent 

Determined to be well--normal 

Just tough it out 

Knowing others are worse off 

Trying to get job 

Present job 

Good health and strength 

Being ready for treatments 

Being happy 

Total 

Frequency 

2 

2 

1 

1 

1 

1 

1 

1 

1 

1 

26 

Twelve different items were listed in response to 

the sixth interview item by the twenty individuals in the 

sample: Of the twenty-six total responses to this interview 

item, ten were listed as family and friends; "someone to 

live for, without my daughter and boyfriend, I wouldn't 

want to live" was the response from a 29-year-old female 

who had been on hemodialysis for sixty-six months. Four 

respondents referred to prayer, faith, and God as the mean

ingful source of their life; "my ,life is in God's hands to 
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do his work" and "I pray hard night and day for God's 

strength to do His Work" were two responses from this 

group. The desire to continue living and the ability to be 

productive and independent were other sources of meaning to 

some individuals in the sample. A 39-year-old male whd 

had been on hemodialysis for eighteen months reported that 

"the purpose of dialysis is to enable each person to be 

productive; running my business and being independent makes 

me feel worthwhile." Table 20 also contains those responses 

· mentioned by at least one individual in the sample; "being 

happy--but I don't know if that is possible for anyone on 

dialysis" and "my job is a challenge--! don't want anyone 

to consider me handicapped" were two of the least frequently 

listed responses. The most frequent responses that accounied 

for fourteen of the twenty-six total.responses to the sixth 

interview item were family and friends and prayer, faith, 

and God. These two responses were subsequently anilyzed by 

age and sex as presented in Table 21. 

The frequency of the response of family and frie~ds 

was listed by all age groups and by both sexes. Of the ten 

total responses, seven were in the 20-39 year old age . group, 

two were in the 40-59 age group, and one was in the 60-79 

age group. Clearly, the response of family and friends 

was more frequently given by individuals in the 20-39 
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TABLE 21 

MOST FREQUENT RESPONSES TO INTERVIEW 
ITEM #6 BY AGE AND SEX 

Age 

20-39 40-59 60-79 
years years years 

N=lO N=7 N=3 

Family and friends 
N=l0 7 2 1 

Prayer, faith, and 
God 

N=4 0 3 1 

Totals 7 5 2 

Sex 

Male Female 
N-12 N-8 

6 4 

2 2 

8 6 

age group. Six males and four females listed family and 

friends as that which gave meaning to their lives. There 

was an equal number of responses by males and females who 

listed prayer, faith, and God as life's meaning. There 

were four respondents that listed prayer, God, and faith 

as meaningful, none were in the 20-39 age group, three were 

in the 40-59 age group, and one was in the 60-79 age group. 

The most frequent response by education background 

to interview item #6 are presented in Table 22. 
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TABLE 22 

MOST FREQUENT RESPONSES TO INTERVIEW 
ITEM #6 BY EDUCATION BACKGROUND 

Less than 
High School High School 

N~7 ~7 

Family and friends 
N=lO 4 3 

Prayer, faith, and God 
N=4 2 2 

Totals 6 5 

College 
N 6 

3 

0 

3 

There were only minimal differences in the frequency 

of the response of family and friends; of the ten total 

responses, four were in the less than high school group, 

three were in the high school group, and three were in the 

college group. Prayer, faith, and God was a response not 

made by any individual in the college group; of the four 

total responses, two were in the less than high school group 

and two were in the high school group. 

The final interview item focused on the individual's 

perceived meaning of his life. There was very minimal 

repetition of responses except in the categories of family 

and friends and prayer, faith, and God; more than 50 per

cent of the twenty-six total responses to this interview 

item were in one of these two categories. The most frequent 
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response of family and friends was from individuals in the 

20-39 age group, from males, and from those with less than 

high school education. There was little difference in how 

frequently males and females listed prayer, faith, and God, 

but there were no individuals in the college group or in 

the 20-39 age group that gave this response. 

Except for a 53-year-old-blind male who stated, 

''you are alive and what can you do about it--just tough it 

out," all the individuals in the sample listed and described 

a source of meaning in their life. The two most frequent 

responses to this interview item were sources of support 

for the individual on chronic hemodialysis. · 

The individuals in the sample wished to see them

selves as normal. Early in the interview the respondents 

described themselves as just 1-ike anyone else, .but as the 

interview progressed there was a trend to describe more of 

the difficulties and problems faced when on chronic hemo

dialysis. There were perceived alterations in lifestyle 

and marked changes from the pre-illness life that were 

reported. Typically, individuals in the sample desired to 

see themselves fulfilling a more active role in life. Indi

viduals in the sample demonstrated a limited ·knowle~ge of 

their renal disease and the hemodialysis procedure; 
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non-compliance with the therapeutic regimen was probable in 

almost one-half of the sample. 

Some of the most significant findings were that as 

the age of the sample increased, all activities except 

church diminished. In our society, it is expected that 

with advancing years the activities of the individual will 

decrease, and the responses by the·sampie confirmed this 

societal expectation. Although the experience of diminished 

levels of activity and energy was prevalent in the sample, 

it was reported twice as frequently by males in the sample. 

Health was reported as an important aspect of life by five 

times more males as females. If a male is to perform his 

socially prescribed role, he must be physically able to 

work and be active. The males in this sample perceived an 

inability to achieve this societal norm because of diminished 

levels of energy and health. The importance of heal th was 

also expressed with more frequency by those individuals in 

the sample who had less than a high school education. It 

might be expected that with minimal education, jobs are 

limited primarily to those requiring physical skills. When 

the health status is altered, as with renal disease and the 

institution of chronic hemodialysis, then the ability to 

maintain a physically demanding job is diminished. Without 

other skills to offer to the job market, the individual 
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with a limited educational background will have difficulty 

· in securing other employment. The amount of time required 

for chronic hemodialysis must also be considered when seek

ing employment. Of the three individuals in the sample 

whose job status was unaltered by the institution of chronic 

hemodialysis, two had pursued at least three years of col

lege study and one owned and operated a grocery store. All 

of the responses of job to the interview item asking if 

there were things that were desired but viewed as unattain

able were from individuals in the less than high school 

group. 

The importance of family and friends was very preva

lent in the sample; only in the age period from 60-79 years 

was a decline in the importance of family and friends noted. 

For individuals in the 60-79 age ra~ge, it is likely that 

their children had families of their own, perhaps in other 

areas of the country, and that other family members or 

friends had died, therefore the number of significant loved 

ones had decreased. Also the plan to have a kidney trans

plant in the future was expressed much less frequently as 

the age of the sample increased. Individuals on chronic 

hernodialysis know that the general guidelines for trans

plantation usually specify that the recipient be under SO 

years of age. The meaning of life derived from a spiritual 
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life was not mentioned by any individual who had received 

college training or was in the 20-39 age group; this may 

reflect a general tendency to move away from participation 

in established religious rituals by segments of the popula

tion. 

The respondents lived in the present and referred 

to the possibility of death for individuals on chronic hemo

dialysis. What has been described by one author as the 

conservative view of the future held by individuals on 

chronic hemodialysis was confirmed by the findings of this 

study. Although early in the interview the respondents 

described themselves as normal, their inability to be as 

active and independent as they wished was prevalent as the 

interview progressed. The expectation by the health care 

team that individuals on chronic hemodialysis share in the 

decision-making process may be one measure to increase the 

individual's sense of autonomy and at the same time increase 

the likelihood for the adherence to a therapeutic regimen 

among those who have very little invested in the future. 

The independency-dependency conflict was identified in indi-· 

viduals in this sample who were unable to pursue their per-
. ' 

sonal goals and responsibilities. In a sense, the individual 

felt powerless to determine the direction of his own life; 

the decision to negate the future reflects this thinking. 
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The responses by the individuals in the sample are . 

related to six aspects of life: activity level, support 

systems, health, autonomy, view of the present and future, 

and view of normalcy .. The data provided information rele

vant to the individual's perception of his life situation. 

From this data an operational definition of the quality of 

life of the individuals in the sample who were undergoing 

chronic hemodialysis can be constructed. This operational 

definition would include the following perceptions by the 

individual: 

1 . the wish to be more active 

2 . the importance of support systems 

3 • an altered level of health 

4 •· a striving for autonomy 

5 . to live in the present 

6 . a desire to live a normal life 

Summary of Findings 

The data were collected by the utilization of demo

graphic data and a six item structured interview. There 

were twenty individuals in the sample; the mean age of the 

sample was 41.5 years with a range from z3·to 77 years. 

There were twelve males and eight females in the total 

sample. · h · 1 were married, Thirteen individuals 1n t e samp e 
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four were divorced, and three were single . . The mean length 

of time on hemodialysis for the sample was 38 months with 

a range from 7 to 89 months. There was an even distribtition 

among the categories of education background. Only three 

of the total sample had experienced no alteration in their 

job status with the institution of chronic hemodialysis; 

thirteen of the sample were employed prior to hemodialysis, 

with only six being presently employed. Individuals in the 

sample usually described the reason for requiring hemodialy

sis as the failure of their kidneys. Glomerulonephritis 

and obstructive uropathy were the causative factors .of end

stage renal disease for eight of the twenty individuals. 

It was found that, with the exception of church 

related activity, as the age of the sample increased, the 

frequency of activities decreased. The most frequent 

changes in the life of the individuals in the sample since 

beginning hemodialysis were identified as the decreased 

activity and energy level and the decreased ability to 

travel. When individuals were asked to list those things 

that were most important to them, family and friends, the 

maintenance of health, and independence were. given as 

responses. Individuals in the study perceived that travel, 

job possibilities, and participation in sports were d~sired 

but not easily attainable since beginning hemodialysi~. 
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Individuals in the study were primarily present oriented 

in the sense of how they conducted their lives on a day to 

day basis. Family and friends and prayer, faith, and God 

were those things which gave meaning to the life of the 

individuals in the sample. 

Individuals in the sample wished to see themselves 

as normal and able to pursue a more active role, despite 

the limitations they felt existed in their life~ It was 

suggested that the males in the sample experienced an 

inability to achieve their expected social role, and that 

those individuals with less than a high school education had 

fewer personal resources available to them when their health 

was threatened. The importance of some form of support sys

tem was expressed by individuals in the sample. It was sug

gested that the individuals' sense of control and autonomy 

could be enhanced by measures to increase his participation 

in the treatment program. 

Summary of Data Analysis 

Chapter IV was concerned with the analysis and 

interpretation of the data collected from twenty individ

uals, all of whom were undergoing chronic hemodialysis. 

The purposes of the study were to determine the 

behaviors identified by individuals requiring chronic 
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hemodialysis as contributing to their quality of life and 

to determine the individual's perception of his life situa

tion as it is affected by chronic hernodialysis. These two 

purposes were accomplished by presenting and identifying 

the various aspects of the individual's life situation 

derived from significant comments, behaviors, and attitudes 

contained in the responses to the interview items as listed 

in the tables. The final purpose of the study was to 

operationally define the term "quality of life" as it re

lates to the study sample. An operational definition of 

the quality of life for the individuals in the sample was 

established based upon the individual's responses. 



CHAPTER V 

SUMMARY, CONCLUSION, IMPLICATIONS 
AND RECOMMENDATIONS 

Introduction 

This study has focused on the perception of the 

quality of life by the individual undergoing chronic hemo

dialysis. This chapter will be concerned with the summary, 

conclusion, implications, and recommendations that have 

evolved from the study. 

Summary 

A descriptive study was conducted to determine the 

perception of the quality of life by individuals undergoing 

chronic hemodialysis. The six items utilized during the 

structured interview were derived from the literature to 

elicit data relevant to the concept_ of the quality of life 

(Appendix F). 

A demographic data sheet (Appendix E) was completed 

on each individual in the sample at the time of the inter

view. Twenty individuals undergoing chronic hemodialysis 

in a proprietary limited care hemodialysis center in a 

metropolitan area of the Southwestern United States were 

selected at random. The data were collected over a two week 

period in the Summer of 1978. 
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Items on the demographic sheet were analyzed to 

determine the following: the mean age of the sample, the 

sample distribution by sex and marital status, the mean 

length of time on hemodialysis, the education . background, 

the work history, the diagnosis, and the individual's per

ception of his adjustment to hemodialysis. 

Phrases, attitudes, and activities derived from the 

individual's responses to the six item interview were re

corded. The responses of the total sample to each interview 

item were analyzed for content. By the use of the response 

to the structured interview, some description of the indi

vidual's life situation was obtained. 

The content was tabulated; the most frequent com~ 

ments related to the specific interview item were then pre

sented. The perception of the quality of life by the 

individuals in the sample is related to the comments which 

have been presented. An operational definition of the 

quality of life as it relates to this sample was presented. 

Conclusion 

This study results in the following conclusions: 

1. Individuals on chronic hemodialysis_ desire to 

see themselves as active and normal despite their physical 

limitations 
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2. Individuals on chronic hemodialysis experience 

striking changes from the pre-illness life and alterations 

in lifestyle 

3. Individuals on chronic hemodialysis value sup

port systems, health, and independence as important 

4. Individuals on chronic hemodialysis experience 

significant alterations in the ability to travel, hold a 

job, and participate in sports 

5. Individuals on chronic hemodialysis derive 

their satisfaction by living from day to day 

6. Individuals on chronic hemodialysis derive a 

meaning of life from some system of support 

Implications 

Based on the findings of this study, the following 

implications are derived: · 

For education: 

1. The nursing student should be made aware of 

the significant impact that chronic hemodialysis has on 

the individual and his family 

2. The nursing student should be prepared to 

assume responsibility for the assessment of stressors and 

coping abilities of individuals on chronic hemodialysis 
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3. Experiences should be provided for nursing 

students to become familiar with individuals on chronic 

hemodialysis to better understand their attitudes, interests, 

and concerns 

For practice: 

1. Communication and sharing should be encour~ged 

between the professional staff and individuals on chronic 

hemodialysis 

2. · A joint committee of professional staff and 

individuals on chronic hemodialysis and their families 

should be formed at the local level to discuss patient · 

needs and their resolution 

3. The nurses's responsibility for assessment 

and intervention should be considered when patient care 

assignments and staffing are planned · 

4. The professional staff should be aware of the 

relative lack of future orientation with individuals on 

chronic hemodialysis when setting goals and planning nurs-

ing intervention 

5. The professional nursing staff should become 

more aware of the importance of the inclusion and support 

of the individual's significant family members 

6. The professional staff should plan with indi

viduals on chronic hemodialysis to institute measures to 
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increase the individual's sense of control in all aspects 

of life 

7. The professional staff should plan with indi

viduals on chronic hemodialysis measures to resolve some 

of the difficulties involved in travel 

8. The professional n~rsing staff should plan with 

individuals on chronic hemodialysis ways in which activities 

could be increased 

Recommendations 

Based on the findings of this study, the following 

recommendations are made: 

1. A similar study be conducted in the future using 

a larger sample 

2. More work be done to refine the research instru-

ment used in the study 

3. The families of individuals on chronic hemo

dialysis be included in a study sample to more clearly 

delineate the impact of chronic hemodialysis on the quality 

of life and explore resolution measures 

4. This study be repeated in a different geographic 

location 

5. Professional staff be included in the study 

sample with individuals on chronic hemodialysis to determine 
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if differences exist between their perceptions of the 

impact of therapy 

6. A further study be conducted to determine if 

areas of the operational definition presented in -this study 

are related to non-compliance with the therapeutic regimen 
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ORAL PRESENTATION 

I am a graduate student working toward a Master of 

Science Degree from the College of Nursing at Texas Woman's 

University. As part of the fulfillment for that degree, I 

am conducting a research project with persons who are 

experiencing hemodialysis. Your confidential, anonymous 

participation would be greatly appreciated. I would like 

to explain the study to you. 

The participants in the study will describe their 

own life situation in response to some specific comments 

and questions I will ask. The responses to these six items 

will indicate some of the areas important to you now that 

you are on hemodialysis. 

The entire interview will be tape recorded; but 

strict confidentiality will be observed throughout the 

study,and your identity will be anonymous. Your decision 

to participate or not to participate in the. study will in 

·noway affect your treatment here at the Dialysis Center. 

If you decide to participate and then during the interview 

change your mind, you may withdraw. 

It is anticipated that the interview will take 

about thirty to forty minutes. Do you have any questions 

about the study? Would you be willing to participate? 
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'rEXAS WOl,IAN ' S UN IVERS !TY 

(Form ~ - Oral presentation to subject) 

Consent to Act as a Suh,iect . for_ Resea.:··eh and Investi";ation: 

I have received an oral descript.i.on of t.hit-i study, incl,;dinr, a fair 
explanation of the procedurGs and their purpose, any associated discomforts or 
risks, and a d~scription of the possible lJenef~.ts. An offer has been made to 
me to answer all questions about the study. I understand that my name will not 
be used in any release of the data and that I am free to withdraw at any time. 

Signature Date 

Witness · Date 

lertification by Person Explaining the Study: 

This is to certify that I h1.ve t:'ully inforr:1,::!d a.ur'l exrlained to the above 
iamed person a descript5. ou cf ~he lis-c:,ed elements of 1 nfo:rmed consent• 

Si1~nature Date 

Posit:ion 

~itness Date 
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DEMOGRAPHIC DATA SHEET 

Interview Date --------

Age Sex Marital Status 

Diagnosis 

Hemodialysis Summary 

Date of Institution of Dialysis 

Pre-illness Work Status 

Current Work Status 

Future Work Goals 
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INTERVIEW GUIDE 

Interview Item #1: Tell me about your life right now; 

Clarification: How would you describe your life 

at this time? 

Interview Item #2: In what ways do you feel your life has 

been changed since ·beginning dialysis? 

Clarification: Compare your life now to the time 

before you needed dialysis. 

Interview Item #3: Describe for me the most important parts 

of your life. 

Clarification: What is most important to you now? 
. What is the most valued part of your 

life? 

Interview Item #4: Tell me about those things you would 

like to do but cannot. 
Clarification: · Are there th~ngs you want to do but 

feel you cannot for some reason? 

Interview Item #5: What do you see yourself doing five 

years from now? 
Clarification: What do you see for yourself in 

the future? 

Interview Item #6: What _ gives your life meaning? 
Clarification: What gives purpose to your life? 
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TABULATION OF DATA 

Item #1 Present Life 

*(lP) life machine centered 
("life giving system") 

**(2P) confined to machine 

Item #3 -- Important parts of Life 

(lP) church "Christian friends" 
home life (trying to main

tain as normal a life
style as possible) 

(2P) opportunity to be on machine 
family mostly, able to do 

for family 
feeling independent, able 

to do for self 

Item #5 -- Five years hence 

(lP) if still on dialysis and 
unable to have transplant, 
to be less dependent on 
others and do things on 
my own 

(2P) great breakthrough so dialy
sis not required 

hopes for kidney transplant 
wants to be around for a 

time 
* (lP) first pilot interview 

** (2P) second pilot interview 

Item #2 -- Changes since 
Dialysis 

(lP) hard to respond 
more certain of what can be 

done when living on "fixed" 
income" 

(2P) quite a bit of change 
life better on the whole 
thought at first it was the 

"end of world" 

Item #4 -- Desired Activities 

(lP) machine doesn't hinder 
blindness is biggest problem 

although tied to machine 
to see is to be indep~ndent 

(2P) more confined now 
taking long trips would be 

a hassle 
tiring still restricts 

· activity 

Item #6 -- Meaning of life 

(lP) Church, Bible more than 
anything else 

immediate family 
becoming less dependent 

(2P) family, home and friends 
helping someone with kidney 

disease, bein~ good 
listener 
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SAMPLE DISTRIBUTION BY AGE, SEX, MARITAL 
STATUS, AND YEARS OF HEMODIALYSIS 

N=20 

Respondent Age Sex Marital Status 
Months on 

Hemodialysis 

A 37 Male Divorced 13 years 36 

B 39 Hale Married 12 years 18 

C 27 Male Divorced 4 years 48 

D 77 Female Married 57 years 7 

E 53 Male Married 29 years 16 

F 58 Female Married 26 years 33 

G 29 Female Divorced 6 years 66 

H 23 Female Single 39 

I 30 Male Single 22 

J 63 Male Married 12 years 89 

K 45 Male Married 26 years 53 

L 62 Male Married 38 years 61 

M 43 Male Married 1 year 12 

N 44 Female Married 27 years 21 

0 24 Female Divorced 4 years 41 

p 29 Female Married 12 years 46 

Q 52 Male Married 31 years 48 

R 42 Female Married 25 years 41 

s 30 Male Single 35 

T 31 Male Married 10 years 23 
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