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CHAPTER 1

Introduction

This study was concerned with the effects of chronic illness on the
self-concept and self-esteem of the adolescent. The presence of a chronic
illness or a disabling condition is thought to'have a major impact on the
adolescent's physical and emotional characteristics and development. It
is estimated that 7% to 10% of all children are afflicted with a serious
chronic illness (Jennison, 1976). The increasing incidence of children
(including adolescents) with chronic illness, due primarily to recent
technologic and medical advances that prolong life (Steel, 1977), empha-
sizes the need for further study of the health care needs of this
population.

The specific chroni¢ illness to be explored in this study is kidney
failure that has reached the final phase of end-stage renal disease
(ESRD). An individual with ESRD requires definitive treatment in the
form of kidney transplantation or dialysis to maintain 1ife. Since there
is no "cure" for ESRD, adolescents that have reached this stage of kidney
failure will continue to be chronically i11 for the rest of their Tives.
In addition to this basically stable population, it is estimated that two
children per million population in the United States per year will be
newly diagnosed with end-stage renal disease requiring definitive therapy
(Lawson, Murphy & Talwalkar, 1976). Thus, as the general population
increases, so will the number of children and adolescents with end-stage
renal disease.

End-stage renal disease is a severe, life-threatening chronic illness
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that affects all aspects of the individual's 1ife. Kidney failure pro-
duces a number of physiological abnormalities including electrolyte and
water imbalances, hypertension, anemia, acidosis, and uremia (Lewy & Hur-
ley, 1976). These abnormalities result in symptoms of fatigue, pallor,
anorexia, vomiting, edema, weakness, and headaches that alter both
physical appearance and functioning. Children with ESRD suffer from
growth failure caused, in part, from the above-mentioned conditions as
well as from poor nutrition and bone disease (renal osteodystrophy that
results from disturbances in calcium and phosphorus metabolism) (Moel,
1978).

The available treatment options for ESRD (i.e., renal transplant
~or dialysis) have many limitations. Renal transplantation invoTves the
surgical placement of a donated kidney (from a cadaver or living,
related donor) into the body of the recipient in order to restore the
individual to a state of near-normal kidney function. The chief post-
transplant problem is rejection of the "foreign kidney" by the recipient's
immune system, resulting in a partial or complete loss of kidney func-
tion. Individuals receiving kidney transplants must follow a strict
therapeutic regimen using immunosuppressive agents in order to delay
the rejection process and thus maintain kidney function. This treat-
ment produces many side effects that alter physical appearance, delay
physical maturation and suppress growth. The function of the trans-
planted kidney must be closely monitored through frequent clinic
visits and laboratory tests which force the individual to be closely
linked to the health care system and health care professionals.

Hemodialysis is a process by which toxic waste-products, and
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excess fluids and e}ectro]ytes are removed from individuals with kidney
failure by filtering their blood through the membranes of a coil
located in a "kidney machine." This process requires connection of the
patient's blood vessels to the machine through a surgically created
"access" site. It is usually performed three days per week for approx-
imately four hours each day. Peritoneal dialysis serves the same purpose
as hemodialysis, but the process differs. A catheter is placed through
the patient's abdominal wall and into the peritoneal cavity. Fluid is
exchanged hourly through the catheter thereby filtering out waste
products from the blood vessels that line the cavity. This process may
be performed using a manual technique or with the patient connected to
a machine. It is done three times a week for a total of 36 hours.
Continuous ambulatory peritoneal dialysis (CAPD) functions according

to the same principles as the peritoneal dialysis described above.
However, no machine is involved and the fluid is manuaily exchanged
every four to eight hours each day, seven days a week.

Individuals on chronic dialysis therapy continue to have many of
the‘symptoms of kidney failure previously noted, as well as additional
probTems created by the dialysis process itself. Hemodialysis has
been reported to be unsuccessful in restoring the patient's appetite,
good health, and general feeling of well-being despite apparently adequate
biochemical control (Edelmann & Barnett, 1971). Rapid fluid and
electrolyte shifts and severe anemia often occur with hemodialysis.

The vascular access used for hemodialysis can stop working properly,
requiring surgical intervention to repair the access or to create a

new access site. This results in pain, temporary functional impair-



ment of the extremity involved and marked scarring.

Frequently seen complications with peritoneal dia]ysis include
serious abdominal cavity infections (peritonitis) and massive protein
losses in the peritoneal exchange fluid that result in a poor nutri-
tional state (Williams, Klenk, & Winters, 1973). In both types of
dialysis, a portion of the patient's body must be connected to a
machine or tubing set-up for prolonged time periods. Individuals on
dialysis require close monitoring and assistance by health care
professionals.

Adolescence is a time of rapid change and growth. The adoles-
cent experiences normal physical, physiological, and psychological
maturation changes that require adjustments in body image and self-
concept. The adolescent must accommodate and accept these normal
changes in order to achieve a positive view of the self. End-stage
renal disease and the side effects of treatment interrupt and abruptly
alter normal adolescent development. Together they impair physical
functioning, force dependency on the health care system and health
care professionals, produce anxiety, and cause social isolation.
Thus, disorders of self-concept and self-esteem can be anticipated
for the adolescent with end-stage renal disease being treated by
kidney transplant or chronic dialysis.

There are many unanswered questions related to this self-concept
and self-esteem problem. What are the relationships between self-
concept, self-esteem, adolescent development, body image, and chronic
illness? Can an adolescent's self-concept and self-esteem be accu-

rately measured? In what ways and to what degrees does ESRD and the
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side effects of treatment alter self-concept and self-esteem in ado]eé-
cents? Can disorders in self-concept and self-esteem be assessed with
currently available assessment instruments? In what ways can the
assessment of self-concept and self-esteem guide health care personnel
and particularly nurses in planning and implementing interventions for
adolescents with ESRD and other chronic illnesses?

Additional study is needed to provide a solid base of knowledge
about the nature of the relationships between chronic illness and the
self-concept and self-esteem of the adolescent. Also, assessment tools
that are designed to measure self-concept and self-esteem in adoles-
cents need to be evaluated for reliability. It was the aim of this
study to add to the general knowledge about self-concept and self-
esteem in adolescents with chronic il1lness and to explore the usefulness
of two instruments, the Coopersmith Self-Esteem Inventory and the Piers-
Harris Self-Concept Scale, in measuring these attributes for this
particular population.

Health care personnel, and especially nurses, work closely with
adolescents who have chronic illnesses, including ESRD, because of
these adolescents' dependency on the health care delivery system.

Nurses can utilize the information derived from this study and others
1ike it to become more knowledgeable about the possible relationships
between chronic i11ness in an adolescent and the formation of self-
esteem and self-concept by the adolescent. Once aware of these rela-
tionships, nurses, employing the nursing process, can obtain appropriate
subjective and objective data to assess self-concept and self-esteem

in chronically 11 adolescents. Objective data gathering tools such as



the Coopersmith Self-Esteem Inventory and the Piers-Harris Self-Concept
Scale can potentially be used by nurses in this assessment process.
However, more studies similar to this one must be conducted so that
nurses become aware of these assessment tools, are given information
on their proper administration and interpretation, and are provided
with reliability data indicating the value of such tools for measuring
self-concept and self-esteem.

Nurses, in applying the knowledge gained, can perform accurate,
complete assessments of a chronically i1l adolescent's self-concept
and self-esteem and identify potential or existing problems. If a
negative self-concept and/or self-esteem is documented, nurses can
generate a specific nursing diagnosis and design an individualized plan
of care aimed at helping the chronically i1l adolescent improve his/her
self-concept and self-esteem. Implementation and evaluation of the
plan of care will also be guided by the nurse's knowledge of chronic
illness and its relationship to self-concept and self-esteem in

adolescents.

Review of the Literature

The Effects of Chronic I11ness on Adolescent
Self-Concept and Self-Esteem

Chronic il1ness has a major influence on normal growth and develop-
ment and can inhibit the adolescent's progress through the maturation
process (Wolfish & McLean, 1974; Mattson, 1972). Jelneck (1977) and
Waechter (1979) provide general discussions on how the presence of a
disease interferes with the adolescent's ability to accomplish the

following normal developmental tasks: accepting the physical self,



achieving independence, finding a personal identity, and attaining
social maturity.

The first task, physical self-acceptance and body image formation,
is especially difficult for the chronically i11 adolescent who has
changes in physical characteristics, level of functioning and/or appear-
ance. Wolfish and MclLean (1974) point out that an adolescent who
appears different from others in his or her peer group, experiences
marked anxiety over his/her body image. Watson and Johnson (1958)
indicated in their study of physically disfigured children, that, when
there is a change in body structure, the individual must revise his
body image to integrate that change, and this process tends to produce
severe anxiety in a person who has a pre-existing, indefinite body
image. Not only do chronically adolescents have an indefinite body
image, but even healthy adolescents have this perception of body image
due to the normal body changes that occur with physical growth and
sexual maturation (Waechter, 1979; Jelneck, 1977; Clifford, 1971).
Secord and Jourard's (1953) studies of body cathexis (the degree of
satisfaction one feels for one's own body) indicated that negative
feelings about one's body are also associated with anxiety and a
resultant overconcern with pain, disease and bodily injury. This is
further substantiated by Schwab and Harmeling's (1968) work with 124
adult patients whose negative feelings toward the parts of their bodies
affected by their illness resulted in a general overall negative image
of their bodies that correlated with emotional distress. Secord and
Jourard's (1953) studies have further shown that feelings about one's

body are commensurate with feelings about one's self and that a negative



body image is associated with feelings of insecurity about the self as
a whole.

Reaching total independence is another key task to be fully accom-
plished by the end of adolescence. Forced dependency on parents,
siblings, nurses, physicians, and others because of the physical and
psychosocial restrictions imposed by the chronic illness and the treat-
ment regimen, inhibits the adolescent's move toward independence, and
can lead to feelings of helplessness, anger and confusion (Jelneck,
1977). An intense struggle often occurs between the adolescent's need
to be dependent and his or her desire for independence. This conflict
can result in rebellion against medical treatment and denial of the
illness (Waechter, 1979; Steinhauer, et al., 1974), and stems from the
individual's need to be in control. As Rubin (1968) states, the ability
to function at all times and in all places with complete control is held
in personal, social, and cultural esteem. The fear of losing, and the
actual loss of control that occurs with the chronically i11 individual
results in a loss of self-respect that adversely affects the individual's
body image and self-esteem (Rubin, 1968; Udelman, 1979).

Establishing a sense of identity, an integrated ée]f—concept and
a personal value system is a third important focus for the adolescent.
The forced isolation imposed by chronic illness acts to estrange the
adolescent from his or her peer group, thus retarding his or her iden-
tity development, which is partially built on the mirror image reflec-
tions of others (Waechter, 1979). Meissner's (1967) study of 193
females and 189 males in junmior and senior high schocl with physical

disabilities indicated that the self-concept of these adolescents was



related to the impact and the obviousness of the physical disability.
Physical attributes such as beauty, strength, energy, and endurance are
the major contributors to the adolescent's self-concept, which is a com-
posite of the attitudes the adolescent has toward his or her mental and
physical self. This study specifically indicated that, for females, the
greater the impact the disability had on the adolescent's self-identity
and image, the more negative self-statements were made. Males with
high-impact disabilities were cited as making positive self-statements,
and appeared to use denial as a coping mechanism for their disability.
For the late adolescent, chronic illness threatens all the goals the
adolescent would normally want to achieve in order to attain self-suffi-
ciency, consolidation of identity, total responsibility for one's life,
and career stability (Waechter, 1979; Anyan, 1978).

The final development task--social maturity and the development of
good interpersonal relationships--is affected by chronic disease due to
the physical and social isolation that occurs in the case of the chroni-
cally i11 adolescent (Wolfish & McLean, 1974; Waechter, 1979). Fre-
quently, these adolescents are unable to attend school, which is the
primary site for social interaction (Steinhauer, et al., 1974). Peer
relationships are often dissolved when an adolescent becomes il11, due
to rejection by his or her healthy friends who feel threatened by recog-
nizing the limitations of others (Waechter, 1979). For the adolescent
who is seeking to establish a sexual identity and intimate relation-
ships, being attractive to members of the opposite sex is crucial.
Attractiveness is often decreased by a chronic illness that causes

[ T I
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The adolescent feels inadequate as a sexual human being. This, coupled
with peer rejection, is devastating to the adolescent's self-concept

and results in a very low self-esteem (Waechter, 1979).

The Effects of Kidney Transplantation on
Adolescent Self-Concept and Self-Esteem

Since the 1970's, kidney transplants have been used successfully
for individuals of all ages with end-stage renal disease (ESRD) (Fine,
et al., 1979; Boulton-Jones, et al., 1971; Gonzalez, et al., 1970;
Lawson, et al., 1976; Advisory Committee to Renal Transplant Registry,
1972). It must be emphasized that renal transplantation is a treatment
modality for ESRD and not a "cure." The individual with a kidney trans-
plant must adhere to a strict medical regime of daily medications, diet-
ary control, physical activity limitations, and frequent clinic visits
and blood tests. Present, too, is the constant threat of complications
occurring; the most common of these being rejection of the transplanted
kidney, resulting in cessation of its function.

The adolescent who receives a renal transplant may have a long
history of chronic illness, thus having pre-existing disturbances in
body image and self-concept. Studies have documented that adolescents
who have had chronic renal insufficiency or have had ESRD requiring
dialysis for a prolonged time are delayed in physical growth and sexual
maturation (Ferracis, et al., 1980; Stickler, 1976). An individual with
a renal transplant is required to take daily (or every othér day) corti-
costeroids (prednisone) and other immunosuppressive agents to prevent

rejection of the transplanted kidney. Prolonged use of corticosteroids

has been shown to produce the following side effects in transplant
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patients: Cushinoid facial features ("moon" face), severe acne, poly-
phagia, obesity, hirsutism, cataracts, and bone disease (Malekzadeh,

et al., 1976). Linear growth post-transplant has been reported in a

few adolescents, but usually, adolescents suffer linear growth suppres-
sion from steroids and maintain a short stature in comparison to healthy
adolescents (Fine, et al., 1978; Scharer, et al., 1976). In addition,
the transplant surgery produces inc%sional scars that, combined with the
other impairments to physical appearance, can be detrimental to the
adolescent body image (Gilman & Frauman, 1979).

The majority of studies done have indicated that adolescents with
renal transplants have a negative body image that results in a poor
self-concept and low self-esteem. Lawson (1976), in a report of 24
Oregon pediatric transplant patients (including 13 adolescents),
stated that short stature and delayed sexual maturation was an impedi-
ment to psychological adjustment. However, Pang's (1975) study on the
same adolescent groups suggested that assessments of body image and
self-esteem in transplant patients closely resembled the normal control
group.

Grushkin (1973) contends that self-esteem is severely damaged in
adolescents with kidney disease as a result of an unattractive external
appearance, delayed development, and subnormal growth. This is sub-
stantiated by Korsch's (1973) study of 35 children, ages 1% to 20
years. The Piers-Harris self-concept scale was used and results
indicated that the transplant patients had severe damage to their -
self-concept in comparison to the normal control group. This study was

AP andnd . M Tnma (1Q7QY 15+
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indicating the same results. Another study using interviews as the data
collection method was done with 18 patients, ages 11 to 26 years (Poz-
nanski, et al., 1978), and indicated that most transplant patients had
depressive feelings, negative self-image and difficulties forming rela-

tionships, particularly with members of the opposite sex.

The Effects of Chronic Dialysis on Adolescent

Self-Concept and Self-Esteem

Studies of the psychosocial effects of chronic dialysis on adoles-
cents indicate similar findings to those done with adolescents with
kidney transplants. Hemodialysis is fraught with specific insults to
the adolescent's body image that include scarring from vascular access
placements, pallor from anemia, short stature, and thinness (Gilman &
Frauman, 1973; Scharer, 1976). Hemodialysis has been shown to be a
very stressful experience that evokes the fear of pain, mutilation and
loss of body intactness (Bernstein, 1970). It also has been shown to
increase the conflict between dependence and independence for the adoles-
cent because the patient is forced to: 1) depend on a machine to main-
tain 1ife; and 2) adhere to very rigid dietary restrictions (Kaplan De-Nour,
1979; Magrab & Papadopoulou, 1978). Kaplan De-Nour (1979) conducted
extensive interviews with 18 adolescents on hemodialysis. She stated
that these adolescents complained about their appearance (especially
the pale-yellow tinge of their skin), had body image problems, and seemed
very isolated and alienated from their peer group. They also engaged
in few social activities.

There is little-information available in regard to the psychosocial

effects of chronic peritoneal dialysis and Continuous Ambulatory Peritoneal
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Dialysis (CAPD). Chronic peritoneal dialysis has been used successfully
to treat adolescents with ESRD. The reports of Day and White (1976) and
Hickman (1978) indicate possible areas for body image and self-esteem
problems that include the coﬁtinued presence of a percutaneous peritoneal
dia]ysis catheter, scarring from surgical placement of this catheter,
chronic malnutrition resulting in short stature, poor weight gain and
pallor from anemia.

Experience with adolescents in CAPD is even more limited with only
three groups reporting data (Alexander, et al., 1981; Balfe, et al.,
1981; Shmerling, et a]., 1981). A study of 161 CAPD patients, 18 years
of age and older, using the Basic Personality Inventory as the assess-
ment instrument indicated that CAPD patients demonstrate a higher degree
of depression, denial and self-depreciation in comparison to the general
public (Burton, et al., 1981). Another author has reported that patients
on CAPD have an improved quality of life without severe dietary restric-
tions and dependence on a "machine" (Sorrels, 1981). Sorrels stated
that the CAPD patient can conceal the peritoneal catheter and bag
sufficiently to maintain a positive self-image and become indistinguish-
able from normal peopTe. Shmerling (1981) reported that only oﬁe out
of seven patients (ages 6 to 18 years) expressed concern over being
stigmatized by his peers because of the peritoneal catheter protruding
from his abdomen, but all patients were displeased about the external
catheter. Other patients indicated that CAPD's greatest advantage was
tﬁat it provided them with freedom of movement and the ability to manage
their own therapy. Two other groups have reported teaching adolescents

e their own CAPD program thus positively influencing their self-

concept (Maksym Nelson, et al., 1980; Balfe, et al., 1981).
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Renal transplantation and chronic dialysis appear to have a signi-
ficant negative effect on the adolescent's body image and level of
functioning. These factors prevent successful accomplishment of normal
adolescent deve]opménta] tasks by the adolescent with end-stage renal

disease.

Theoretical Framework

Self-Theory: Self-Concept and Self-Esteem

The evolution of self-theory began early in the history of American
psychology with interest in the self expressed in the writings of
William James (1890), and the introspectionists (Calkins, 1915). Despite
a lack of study of the seif in the period between 1920 to 1950, a proli-
feration of self-theorists have been recognized since that time, due to
a renewed interest in a modified, psychoanalytic personality approach
that stresses the importance of ego development and functioning
(Wylie, 1958).

Self-theorists have contributed many definitions for "“the self."
Coopersmith (1967) defined the self as an "abstraction that an individ-
ual develops about the attributes, capacities, objects, and activities
which he possesses and pursues." This abstraction is symbolized by
"me" and represents the person's idea of himself/herself. Rogers (1951)
sees the self-concept or the self-structure as the organized configura-
tion of the perceptions of the self which are part of awareness. Rogers
(1951) expands this definition further by stating that "the self is
composed of the individual's characteristics and abilities, percepts

and concepts of self in relation to others and the environment, and
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value gqualities, which are nerceived as having a positive or negative
balance." Brehm and Cohen (1962) regard the self as the object that a
person sees himself/herself as being. The self is ideally open to
change but is relatively resistant to change because it provides a
sense of personal continuity. Jersild (1952) considers the self as

a composite of thoughts and feelings, which constitute a person's
awareness of one's individual existence and his conception of who and
what one is. In other words, a person's self is the sum total of all
that one can call one's own. Jersild (1952) also states that the self
is both constant and changeable, in that a healthy self assimilates
and integrates experiences that are essential, and renounces those
that are unessential, strange, or harmful.

Self-concept is defined as the individual's conscious, cognitive
perception and evaluation of his/her self (Zahran, 1967). There are
two aspects that compose self-concept: the actual self, and the ideal
self (Jersild, Brook, & Brook, 1978). The actual self reflects the
attitudes one has in relationship to what he/she is really like. The
ideal self represents the ideas one has about what he/she would 1ike
vto be or thinks he/she ought to be. Attitudes of self-rejection and
self-acceptance stem from a conflict between the ideal self and the
actual self. Jersild (1952) states that self-acceptance is an essen-
tial state for good mental health.

Rosenberg (1965) defines self-esteem as a positive or negative
attitude toward the self. Wylie (1961) proposes that a favorable
self-esteem represents a congruence between the ideal self and the

actual self. James (1890) concludes that a person's aspirations and
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goals have a major role in determining self-esteem. If a person's
achievement approaches or meets his/her goals in a valued area, the
result is high self-esteem. However, if there is a large discrepancy
between one's achievement and one's goals, then low self-esteem results.
High self-esteem can mean that one considers oneself superior to others,
but it is usually considered to mean that one posseses an adequate
degree of self-acceptance, respects oneself, and considers oneself
worthy. Low self-esteem implies self-rejection, and self-dissatisfac-
tion (Rosenberg, 1965). Mead (1934) states that self-esteem is largely
derived from the "reflected appraisal of others." Individuals evaluate
themselves based on criteria employed by the significant people in their

environment.

Adolescent Development and Self-Concept

The goals of adolescent development are outlined by Jersild, et al.,
(1981), as follows: physical maturity, mental maturity, emotional matur-
ity, finding the self, and emancipation from parents. Each of these
developmental tasks requires the adolescent to alter and adjust his or
her self-concept to accommodate physical and emotional changes. However,
these changes are not discontinuous with those of childhood or adulthood,
but rather reveal an emergent personality that has a historical back-
ground, and is moving into the future with increased awareness of the
present. Thus, without major distortion in experience or self-image,
the developmental process flows along a continuum (Cole & Hall, 1970).

A schematic representationof this developmental process is depicted in
Figure 1. This diagram illustrates the healthy adolescent's achievement

of the five goals of adolescence, displayed at the center, through
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successful cdmp]etion of the development tasks of adolescence, Tisted
along the diagram's borders. The result, shown at the base, is the
formation of a positive self-concept and self-esteem by the healthy
adolescent.

It is generally accepted that there are three stages of adoles-
cence: early, middle, and late (Lowrie, 1976; Nicholson, 1980). Early
adolescence (males--ages 12 to 14 years; females--ages 11 to 13 years)
is marked by the onset of puberty. Along with the physical changes
that occur at puberty, emotional inconsistency results and there are
wide mood swings. Teenagers at this age become introspective and only
confide their feelings to close friends. Adolescents that become i1l
at this age focus on the illness's effect on their physical appearance,
functioning and mobility. It is during middle adolescence (males--age
14 to 17 years; females--age 13 to 16 years) that the greatest struggle
for independence occurs.

The middle adolescent has difficulty tolerating barriers to his/her
emancipation. There is still concern over the judgments of others
making it difficult to cope with non-attractiveness. The adolescent
is establishing sex role identity at this time. Iliness at this stage
of adolescence is seen as a factor that forces dependency and causes
grave conflict for the adolescent.

Late adolescence (age 17 to 21 years) borders the entrance into
adulthood. The late adolescent is concerned with his/her function in
the world and his/her achievement level of this function. The late
adolescent's 1ife role is defined in terms of education, marriage,

children, occupation and lifestyle. Illness is viewed as a threat to
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the realization of career and Tife goals.

Adolescence is a period of physical and emotiona]_change requiring
adjustment of the adolescent's self-concept. The normal, healthy
adolescent is able to go through this process and achieve a positive
self-concept and high self-esteem in most cases. Clifford (1971) indi-
cated in his study of body-satisfaction and self-satisfaction in 350
adolescents (146 males and 194 females), ages 11 to 19 years, that
these adolescents usually expressed satisfaction with themselves,
although males were found to be more satisfied with themselves and
their bodies than females were. However, interference in the develop-
mental process by ensuing illness or other factors can disrupt the
process and prevent formation and/or maintenance of a positive (ade-
quate) self-concept and self-esteem.

The chronically i11 adolescent is usually unable to accomplish
some or all of the goals of adolescent development due to illness.

This is especially true of adolescents with ESRD. The physical matura-
tion process is slowed and sometimes ceases with chronic illness,
resulting in adolescents that do not go through puberty until possibly
the Tate adolescent stage. These adolescents lack secondary sex
characteristic development and are smaller in height and general size
in comparison to healthy adolescents. This, combined with a physical
impairment and/or disfigurement, leads to the development of negative
feelings towards the body and appearance and a subsequent poor self-
concept and self-esteem.

Mental and emotional maturity are also potentially blocked due to

the stresses that a chronic illness and its treatment impose on the
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adolescent. These adolescents are frequently unable to maintain a
normal school attendance schedule. This often requires the adoles-

cent to participate in a home instruction program which can Tlead to
isolation from the peer group. Also, the chronic illness taxes the
energies of the individual, making Tearning more difficult. This
factor, coupled with irreqular school attendance, delays progress
through the educational system. Also, lack of social contact and rejec-
tion by healthy adolescents because of physical differences interferes
with the normal emotional development of the chronically i11 adolescent.

Forced dependency is another major problem for the chronically i1l
adolescent. The requirement of ongoing health care forces the adoles-
cent to be dependent on the health care system. This leads to depend-
ence on health care personnel, parents, and other family members for
physical care and emotional support. These adolescents also need finan-
cial aid, which is frequently provided by the parents, in order to
sustain living and health care costs.

Adolescents with chronic illnesses have great difficulties in
finding their own identity or sense of self. This relates to all the
previous1y mentioned problems of delayed physical, emotional and mental
maturity and an inability to establish normal independence. It also
involves the problem of uncertainty for the future. Because of the
illness, the adolescent cannot be sure of how his/her condition may
change over time. There is always the fear that the condition will
become worse leading to hospitalization, further physical impairment
and possibly death. This interferes with the adolescent's ability
to find a purpose for his/her life. The adolescent has limited choices

for educational programs and occupations. It is also difficult to make
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plans for 1iving independently or getting married and having a family,

when so much depends on the individual's health status.

Summary

Chronically i11 adolescents are unable to accomplish the develop-
mental tasks of adolescence because of factors imposed by illness and
ongoing treatment. An inability to progress through the normal develop-
mental stages leads to the formation of a negative self-concept and
self-esteem by these adolescents. Health care professionals, and
especially nurses, can intervene in this maladaptive cycle by assessing
the adolescent's self-concept and self-esteem; identifying problems,
when they exist; forming a plan of care; and implementing this plan.
Intervention can potentially guide the chronically i11 adolescent to an
improved, and eventually, a positive self-concept and self-esteem.

This process is schematically depicted in Figure 2. The diagram
first represents the chronically i1l adolescent's inability to achieve
the five goals of adolescence. These goals, displayed at the center,
are not achieved as indicated by the dotted arrows coming from the
chronically i11 adolescent at the top, and the dotted lines surrounding
these goals. The characteristics of the chronically i11 adolescent are
listed along the diagram's borders. These adverse characteristics and
the unachieved goals result in the formationof a negative self-concept
and self-esteem by the chronically i11 adolescent as illustrated by
the arrows coming from all these items and pointing to negative self-
concept and self-esteem. The diagram further indicates with directional
arrows that intervention by health care professionals can facilitate

accomplishment of some adolescent developmental tasks and goals by the
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chronically i11 adolescent, and thus result in improved self-concept

and self-esteem.

Purpose of the Study

The purpose of this study was to measure and compare the self-
concept and self-esteem of healthy adolescents and adolescents with
end-stage renal disease being treated by means of kidney transplanta-

tion or chronic dialysis.

Hypotheses

The hypotheses which were explored were:

1. Adolescents with end-stage renal disease who have received
kidney transplants tend to report a lower self-esteem than do healthy
adolescents.

2. Adolescents with end-stage renal disease who are currently
receiving chronic out-patient dialysis tend to report a lower self-
esteem than do healthy adolescents.

3. Adolescents with end-stage renal disease who have received
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kidney transplants tend to report a less adequate (lower) self-concept

than do healthy adolescents.

4, Adolescents with end-stage renal disease who are currently

receiving chronic, out-patient dialysis tend to report a less adequate

(lower) self-concept than do healthy adolescents.



CHAPTER II
METHODOLOGY

Setting and Subjects

The sample for the study was drawn from adolescent end-stage renal
disease (ESRD) patients who were receiving health care management through
the Oregon Health Sciences University's (OHSU)‘Renal Transplant Clinic,
Home Continuous Ambulatory Peritoneal Dialysis (CAPD) Program and
Hemodialysis (HD) Unit. At the time of the study, the OHSU was the
major facility in the state of Oregon that provided kidney transplanta-
tion, follow-up care and chronic dialysis programs for adolescents with
end-stage renal disease.

The following criteria were employed in the selection of the ESRD
subjects for the study:

1. The subject must be an Oregon or southwestern Washington

resident.

2. The subject must be 13 to 20 years of age.

3. The kidney transplant subject must be medically stable, out
of the hospital for at least one month and free of any acute
rejection episodes requiring dialysis or hospitalization at
the time of the study.

4. The dialysis subject must be medially stable and be receiving
dialysis therapy on an out-patient or home basis for at least
one month.

The ESRD subjects were contacted during their visits to the OHSU's
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in the study. Appropriate‘written consent was obtained from each
subject and, if a minor, from his/her parent(s) or guardian. A‘copy
of the consent appears in Appendix A.

The original intent of the study was to use a minimum of 20 sub-
jects. However, due to patient refusals, expirations and transfers to
other health care facilities, the accessible population was reduced.

A total of 13 adolescents with ESRD agreed to participate in the
study; 9 adolescents with kidney transplants (4 males, 5 females) and
4 adolescents on chronic dialysis (CAPD-1 male, 2 females; HD-1 male).
(During the time period allotted for data collection, one chronic dial-
ysis subject surpassed the age 1imit of 20 years by 2 months with this
subject being 21 years 2 months old at the time of the study. This
subject was maintained in the study due to the 1limited number of avail-
able chronic dialysis subjects.) Testing of each ESRD subject was accom-
plished during the course of a OHSU clinic or HD unit visit.

After the sample population was determined, healthy adolescents
were selected for the control population. Each healthy, control sub-
ject was matched to each ESRD subject using the following criteria:

1. The control subject had to be a resident of Oregon or south-

western Washington.

2. The control subject had to present a history free of chronic

illness, physical disfigurement and functional disability.

3. The control subject had to be the same sex as the matched

ESRD subject.
4. The control subject had to not differ in age by more than

3 to 6 months (.25 to .5 years) from the matched ESRD subject.
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Control subjects meeting the criteria were selected by convenience
from the Portland, Oregon community. Once identified, the control
subjects were asked to participate in the study. Appropriate written
consent was obtained from each contro1»subject and, if a minor, from
his/her parent(s) or guardian. (Appendix A) Control subjects were

tested in their homes or in conference rooms at their schools.

Data Collection

Two testing instruments were used to collect the primary data for
the study; Coopersmith's (1967) Self-Esteem Inventory (Form A) and the
Piers-Harris Self-Concept Scale (1964) entitled, "The Way I Feel About
Myself." Each is a self-report instrument used to measure an individ-
ual's self-esteem and self-concept. Demographic and health history
data were obtained from responses to questions on a General Information

Sheet and an Addendum for Adolescents with ESRD.

Independent Variable

The independent variable for this study was the treatment modality
being employed for each adolescent subject with ESRD. In this study,
this was either kidney transplantation or chronic, out-patient or home
dialysis. The healthy, control subjects were, of course, receiving

neither treatment.

Measurement of the Dependent Variables

The dependent variabies for this study were seif-esteem and self-
concept. For the purposes of this study, self-esteem was defined as

the score on the Coopersmith Self-Esteem Inventory and self-concept was
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defined as the score on the Piers-Harris Self-Concept Scale.

Coopersmith Self-Esteem Inventory (SEI)

Coopersmith's Self-Esteem Inventory (SEI) is designed to measure an
individual's personal judgment of worthiness as expressed in the atti-
tude the individual holds toward the self in social, academic, family
and personal areas of experience. The SEI includes a lie scale to
assess extremé]y socialized responses. The SEI can be administered by
an investigator in either an individual or group setting or can be self-
administered.

The SEI (Form A) consists of a 58-item questionnaire that contains
five subscales: general self (26 items), sbcia] self-peers (8 items),
home-parents (8 items), Tie scale (8 items) and school-academic (8 items).
Most of the items were based upon items selected from the Roger and
Dymond (1954) scale. Each item is a statement that reflects an attitude
related to an individual's self-esteem. The respondent is requested to
indicate for each item if the statement reflects a personal thought,
feeling or action that is "l1ike me" or "unlike me." A copy of this
tool appears in Appendix B.

Scoring: The items of the SEI are scored in the direction of posi-
tive or high self-esteem. A composite score is obtained by first deter-
mining the number of correct reponses of all the scales (excluding the
Lie Scale), and then multiplying this score by two. Thus, the maximum
total score for the SEI is 100 and the minimum score is 0. A separate
score for the Lie Scale is determined and indicates defensive, "lie"

reactions. The items on the Lie Scale are scored in the direction of
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"not lying" or of telling the truth. A maximum score of 8 and a
minimum score of 0 is possible. Each subscale can be scored separately
and -this score indicates the degree of self-esteem the individual holds
for each area of experience: general self, social, home and academics.
The general self scale has a maximum score of 26 and a minimum score

of 0. The social self-peers, home-parents and schoo]-écademic scales
each have a maximum score of 8 and a minimum score of 0.

The Coopersmith Self-Esteem Inventory has been widely used for the
measurement of self-esteem in school-age and adolescent males and
females (Coopersmith, 1967; Kimball, 1972; Strodtbeck, 1972; Trow-
bridge, 1972; Donaldson, 1974; Ketchan & Morse, 1965; and Owens &
Gustafson, 1971). Normative mean scores have been established for the
composite SEI. For preadolescents (ages 9 to 15 years), the mean
score for females is 70.1 and for males it is 72.2. For young adults
(ages 16 to 23 years), the mean score for males and females is 76.1
(Coopersmith, 1975). Appendix F contains a summary of these studies
and the normative scores obtained.

Reliability: Coopersmith (1959) obtained normative data by admin-
istering the SEI to 1,748 children attending public schools in central
Connecticut. Retesting three years later of 56 children from this
population revealed a test-rétest reliability of .70. Fullerton (1972)
reports a test-retest reliability of .64 over a 12-month interval and
a split half reliability of .87. Kimball (1972) used the self-esteem
inventory in testing 7,600 children, grades 4 through 8, and generated

reliabilities of .87 to .92 (Kuder-Richardson Formula 20). Spatz and
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Johnston (1973) through their use of the SEI with 601, 5th, 9th, and
12th-grade students obtained reliability coefficients in the range of
.79 to .85 (Kuder-Richardson Formula 20).

Validity: Crandall (1973) has shown correlations of .59 and
.60 between the SEI (short form) and the Rosenberg Scale from the
testing of 300 college students. Simon (1972) in studying a group of
11 and 12 year olds of both sexes indicated that children with high
self-esteem scores on the SEI perceived themselves as more popular with
their peers than children scoring low on the SEI. Flammer and Matas
(1972) administered three tools: the SEI, the Self-Other Orientation
Scale and the Children's Manifest Anxiety Scale, to 48 children (mean
age 9 years) and found consistant results comparing the scores of the
three tests. Matteson (1974) found a positive correlation between
the SEI and the Adolescent Communication Inventory in a study of 111
adolescents ages 14 and 15 years. Adolescents with Tow self-esteem
viewed communication with their parents as less facilitative than did
adolescents with high self-esteem. Many's study of 4,367 4th through
8th graders (1973) reveaTed a significant Tow negative relationship
between the SEI and the Sasasian Anxiety Scale. Fullerton (1972)
studied 104 5th and 6th graders of both sexes and found a validity
coefficient of .44 for the SEI and tests measuring self-disclosure

and risk-taking behavior.

Piers-Harris Self-Concept Scale

The Piers-Harris Children's Self-Concept Scale is designed to
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measure an individual's personal self-concept (i.e., the way an individual
feels about himself or herself) by detemining what the person's self-
attitudes are. For adolescent populations it is administered by having
the investigator read the instructions aloud to either a group or an
individual and then, letting the subject(s) read the statements and
indicate on paper their response.

The Piers-Harris scale consists of 80 items that are designed to
reflect the concerns of children in 11 categories as identified by
Jersild (1952) through his intensive collection of children's state-
ments about what they liked and disliked about themselves. These
categories are: a) physical characteristics and appearances; b) clothing
and grooming; c) health and physical soundness; d) home and family;

e) enjoyment of recreation; f) ability in sports and play; g) ability

in school and attitudes toward school; h) intellectual abilities;

i) special talents (music, art); j) just me, myself; and k) personality,
character, inner resources, emotional tendencies. Each item is a
statement of a personal characteristic, feeling, attitude or action. The
respondent is asked to "answer each item as you really feel, not as you
think you ought to be" (Piers, 1970). The respondent is instructed

to circle either yes or no to indicate if the statement does or does

not reflect "the way you really feel inside" (Piers, 1970). Appendix C
displays a copy of this tool.

Scoring: The items on the Piers-Harris Sé]f-Concept Scale are

scored in the direction of positive or high self-concept. A total
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score is determined by counting the number of correct respcnses.
The maximum score for this scale is 80 and the minimum score is O.

Normative data for the Piers-Harris Scale were established as a
result of a study of 1,183 school children ranging from Grade 4 to
Grade 12 (Millen, 1966). The mean score of this normative sample was
51.84 with no significant differences found between males and females.

A number of other studies have been conducted using the Piers-
Harris Self-Concept Scale as a measure of self-concept in children and
adolescents (Piers, 1965; Eastman, 1965; Guardo, 1966; and Farls, 1966).
Appendix G contains a summary of these studies and the normative data
obtained. Several other studies other than the normative group have
found no significant differences in the mean scores for Piers-Harris
Scale between males and females (Farls, 1966; Piers & Harris, 1964; and
Piers, 1965).

Reliability: The Piers-Harris Self-Concept Scale has been utilized
extensively and judged to have good internal consistency and adequate
temporal stability (Piers, 1970). Piers and Harris' (1964) testing of
363 males and females, grades 3, 6, and 10, using the 98-item scale,
resulted in reliability coefficients in the rangé of .78 to .93 (Kuder-
Richardson Formula 21). - The Spearman-Brown odd-even formula was applied
for half the Grade 6 and Grade 10 samples, with resulting reliability
coefficients of .90 and .87, respectively. Retesting after four months
on one-half of the original sample showed reliability coefficients of
.71 and .72. Wing (1966) tested 244 Oregon 5th graders using the

80-item scale and had two-month and four-month test-retest reliability
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Validity: The Piers-Harris Scale has been successfully correlated
with many\other related instruments. Millen (1966) compared scores on
the Piers-Harris Scale with scores on the Children's Manifest Anxiety
Scale (a self-report instrument) and the Children's Social Desirability
Scale obtained through the testing of 1,183 children in grades 4, 6, 8,
10 and 12. He obtained a negative correlation of -.59 to -.69 for the
Anxiety Scale and a positive correlation of .25 to .45 for the Social
Desirability Scale (Pearson's r). Cox (1966) compared Piers-Harris
scores with big (major) problems checked on the SRA Junior Inventory
for 97 children in grades 6 through 9 and obtained a negative correla-
tion of -.64. Cox also compared Piers-Harris scores to the perception
of parents as loving vs. rejecting with a' .56 correlation and to peer

acceptance vs. rejection with a correlation of .61.

Extraneous Variables

There were a large number of extraneous variables that potentially
had an effect on the dependent variables being investigated. Two of
these variables, age and sex differences, were controlled for by
matching ESRD subjects and healthy control subjects. It was beyond
the scope of this study to control for other possible intervening
variables that inc]ude the following: socioeconomic level, integrity
of the family unit, physical stature, <ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>