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ABSTRACT
TITLE: A Hospital-based Camp for Promoting Independence in
Adolescents with Spina Bifida

AUTHOR: Susan

APPROVED:
Shirley Hanson, R.N., PhD., Advisor

This study explored the benefits of a hospital-based camp for promoting
independence in adolescents with spina-bifida. The purposes of this treatment were:
1) to increase knowledge of socialization, and future goals; 2) to improve self-esteem:;
and 3) improve independence in activities of daily living (ADL’s) of adolescents with
spina bifida.

A quasiexperimental, equivalent control-group, interrupted time series design
was used. The sample consisted of 16 subjects with spina bifida, eight experimental
and eight control group subjects, who were between 13 and 19 years of age. The
experimental subjects volunteered to spend one week at Shriners Hospital in the
treatment program and the controls were contacted by telephone. Three instruments:
1) Socialization and Goals Questionnaire (SGQ); 2) Piers-Harris Children’s Self-

Concept Scale (PHCSCS); and 3) Functional Independence Measure (FIM), were

given over three interrupted time intervals and analyzed by analysis of variance of
pre-camp, post-camp, and follow-up. The p value was significant at the .05 level.
The research hypothesis was supported in that socialization and goals can be
significantly improved for individuals and group by a hospital-based camp, as shown

by the SGQ. Self-Concept was difficult to measure as it changes over time and there
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are many variables involved in self-esteem. Total self-esteem scores for individuals
and group can improve, seen in the one month follow-up in areas of: intellectual/
school status, anxiety, popularity, and happiness/satisfaction. The FIM was an
accurate measure of ADL’s. The experimental group had relatively high
independence function for their disability, so did not dramatically improve in ADL’s
as a group. Individually, clinical improvement in three subjects was shown.

Nurses are in a unique position to improve socialization and goals, self-esteem,
and independence in adolescents with spina bifida. A variety of instruments should be
utilized to record results of interventions over time, as all benefits may not be evident
immediately following the treatment. Factors limiting generalizability of results
include the small sample size, wide age range, diagnosis, time frame, and instruments
used. The clinical significance of the findings are apparent in the need to assess all
adolescent’s knowledge of socialization, independence in ADL’s, and setting mutual
goals for the future. This study signified the need for more research on camps for

promoting independence in children/adolescents with disabilities.
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Chapter |
Introduction

Spina bifida (myelomeningocele) refers to a congenital neural tube defect
(NTD) involving the spinal cord which may result in neurological deficits affecting
extremities and bowel/bladder functions. Spina bifida remains a prevalent birth
defect. However, in the past decade encouraging new statistics have emerged.
Nationally, the incidence of NTD’s (most commonly spina bifida and anencephaly),
has declined "to 0.6 per 1000 births in 1989" (Yen et al., 1992, p. 857). There are
reported decreases in the rates of children born with spina bifida and corresponding
increases in the numbers of adults now living with spina bifida. Rauen and Aubert
(1992) reported that most children born with myelomeningocele, can be expected to
become adults. Individuals with spina bifida commonly have loss of sensation and
"muscle weakness/paralysis below the spinal defect” (Knowlton, Peterson, &
Putbrese, 1985, p. 259). Socialization and recreation which were frequently altered
in childhood, can manifest themselves as deficits in peer relationships and social
activities in the adolescent years. These problems frequently affect the care that
nurses give adolescents with spina bifida and their families. Even though social,
educational, and recreational aspects of living are not always direct concerns of the
nurse, disturbances in these areas are so significant to the patients’ medical conditions
that the nurse inevitably must deal with them. The few hospital-based camps for
medical, social and recreational concerns demonstrate the need for further

development in this area. An extraordinary (not typical) nursing intervention would



be the development of a hospital-based camp using a multidisciplinary approach, to
increase independence.

Statement of Problem and Purpose

Adolescents that come to health care facilities often have no close friends; they
do not participate in physical activities or sports. They miss normal peer relationships
and opportunities to explore their sexuality. This study focused on adolescents,
because the crisis concerning socialization and independence was current for them.
Increasing social activities and encouraging independence, in a concentrated manner
may help improve peer relationships and promote self-esteem for adolescents with
spina bifida.

According to Strax (1988), there are four major tasks that all maturing
adolescents must face: vocational, identity, independence, and peer acceptance.
Reaching these goals can be a particular problem to physically handicapped
adolescents due to altered mobility, social isolation from peers, and dependence on
their family (Sherman, Berling, & Oppenheimer, 1985). Another problem is that
nursing and medical needs often detract from social, recreational, and educational
needs. According to available research, parents received more information from
health professionals on the physical aspects of disabilities than on psychosocial issues.
The psychosocial dimensions of normal development received even less consideration.
Social and recreational needs of adolescents have been neglected (Rinck, Berg, &
Hafeman, 1989; Sherman et al., 1985). A few hospital-based camping experiences

reported in the literature appeared effective in meeting goals for independence and



socialization. The few studies in the literature on camps for adolescents or
adolescents with spina bifida all demonstrate the need for more self-help programs
and research on this topic (‘Bodzioch, Roach, & Schkade, 1986; Bolding & Llorens,
1991). Programs for affected children could help prevent the problems adolescents
now face.

The purposes of this study were to demonstrate specific outcomes of a
treatment program designed to help adolescents with myelomeningocele: 1) to
increase knowledge of socialization and future goals; 2) to improve in self-esteem;
and 3) improve independence in activities of daily living (ADL’s). The benefits of a
hospital-based program such as Camp SPIRIT (S: Socialization/Self-Esteem;

P: Programs in vocational goals; I: Independence; R: Recreation; I: Improvement:
T: Teamwork), were explored. Background information and summary of research
supported the importance of socialization, education, and recreation for the physically

challenged adolescent.



Chapter 11
Review of the Literature

The review of literature consists of five different sections: (1) socialization/
independence, (2) peer relationships, (3) recreation, (4) camping experiences, and (5)
the conceptual framework. Each area of the literature will be discussed concluding
with the conceptual framework. Orem’s self-care theory demonstrates how nurses can
empower adolescents with disabilities to become more independent, through
supportive-educational opportunities.

Socialization/independence. During the family nursing assessment,

socialization and independence of adolescents are important dimensions to review in
adolescents with myelomeningocele. Blum, Resnick, Nelson, and St Germaine (1991)
emphasized that health care professionals work closely with children and parent
support groups, "to help normalize the social experiences of those children developing
with spina bifida...to reduce the social isolation and its associated sequelae both
during adolescence and beyond" (p. 280). Many physically disabled adolescents rely
on family members to assist with activities of daily living (ADL’s). According to
Murch and Cohen (1989), becoming independent is more difficult for handicapped
individuals. Blum et al. (1991) found that even though friends were important to
children with physical handicaps, out-of-school relationships and social activities were
limited. Adolescents often assumed sedentary lifestyles and parents were unable to
completely meet the need for socialization with peers, education regarding sexuality,

and future vocational concerns (Rinck et al., 1989). As Blum et al. (1991) stated, to



help adolescents reach their potential, we must assist them and their families in
achieving independence.

Peer relationships. Adolescent peer relationships is another area of importance

in the family nursing assessment. The literature on peer relationships revealed studies
which focused on friendships and development of personal identity. Rosenbaum,
Armstrong, and King, (1987) reported that "failure to establish successful peer
friendships is emerging as a significant factor distinguishing disabled from able-bodied
children" (p. 327). Misunderstandings regarding handicapped peers can hamper
opportunities for friendships (Rosenbaum et al, 1987). Strax (1988) contended that
disabled individuals usually have a prolonged adolescence due to being sheltered by
their families and also having limited peer access. For the disabled, the "identity
crisis is even more profound because of a dearth of appropriate role models" (Strax,
1988, p. 756). Wallander rand Varni (1989) reported that adolescents with "high
social support from both family and peers showed significantly better adjustment than
those with high social support from only one of these sources” (p. 185). A study of
seventh to eleventh graders found that the children "chose as friends, nondisabled
first, wheelchair bound next...," (Strax, 1988, p. 758).

It can be difficult for physically challenged children to initiate interaction with
peers. Strax (1988) revealed, "it is agonizing for physically disabled or
uncoordinated children who have trouble dancing, conversing, or participating in
sports activities to join in with other teenagers," (p. 759). Unfortunately, in spina

bifida, "nonhandicapped friends of preadolescents were lost during adolescence”



(Strax, 1988, p. 759). Blum et al. (1991), also noted that, while peers were starting
to date, "heterosexual social contacts were infrequent” for physically handicapped
adolescents (p. 280). Current literature agreed that physically disabled adolescents
had fewer social relations with peers than non-disabled. This decrease in social
activity was attributed to rejection by peers or lack of opportunities for socialization.
A special hospital-based camp can offer experiences with peers not possible before.
Recreation. In the family nursing assessment, it is important to include
recreation. Physical activities are important to adolescents but can be a special
challenge to adolescents with physical disabilities, making rewards appear remote.
According to Biddle and Fox (1989) "there is evidence suggesting that the process of
exercise can bring about both short- and long-term psychological enhancement, which
may be important factors in exercise motivation and also contribute significantly to
mental well-being" (p. 206). There are a wide range of sports options for
handicapped adolescents that improve "stamina, strength, and skill" (Jackson, 1987,
p. 302). The mastery of a specialized sport (like downhill snow skiing) can make
other ADL’s seem easy. ‘Current literature on exercise supports the hypothesis that
"those who pursue a physical lifestyle, have a better mental outlook and a better
acceptance of their disability, than those who are relatively inactive” (Jackson, 1987,
p. 302). Recreation is important for ali, "but for the handicapped, it is a significant
factor in eliminating the web of obstacles that restrict a person with a
disability... skiing can mean adventure, exercise, growth, development, self-respect

and independence" (O’Leary, 1987, p. 8).



Research by Hayden, Davenport, and Campbell (1979) compared adolescents
with myelodysplasia to nondisabled adolescents in order to investigate physical,
psychological and social characteristics of both groups. Adolescents in both groups
made friends easily, but those with spina bifida had fewer close friends than the
control subjects. They participated in, "fewer team sports, group and extra curricular
activities" (Hayden et al., 1979, p. 55). Rinck et al. (1989) also found, that
adolescents with myelomeningocele had fewer close friends, attended sporadic outside
activities, and had not been out with a friend for a year. Recommendations from
these studies illustrated the need for group activity for networking adolescents,
focusing on problems and solutions, which can be initiated in hospital-based camping
experiences.

Camping experiences. The literature on socialization/independence, peer

relationships, and recreation for adolescents with disabilities was reviewed. This
section summarizes material on specialized camping experiences for the disabled.
Camping experience in this context, refers to planned overnight experiences outside of
the patient’s home. Several hospitals in the Portland area have rehabilitation
programs in which the adolescent is admitted to the hospital for the sole purpose of
learning activities of daily living (ADL’s). The focus of this proposal is to expand
this idea to a camp program that includes the socialization component so important to
adolescents. Documentation in the literature concerning programs for adolescents
with physical handicaps focused on camping experiences and activities (Bodzioch et

al., 1986; Bolding & Llorens, 1991; Dorman, 1989; Lollar, Reinoehl, Leverette,



Martin, & Posid, 1989:; Sahler & Carpenter, 1989; Sherman et al., 1985; Swensen,
1988). Only four articles dealt specifically with spina bifida (Bodzioch et al., 1986;
Bolding & Llorens; Lollar et al., 1989; Sherman et al., 1985).

Bodzioch et al. (1986), reported on a hospital-based camp for paraplegic
adolescents that lasted two weeks and was designed to, "improve their self-esteem,

independence, and eventual employability," (p. 198). The Piers-Harris Self-Concept

Scale (PHSCS) was used as a measure of self-esteem. This study showed some
improvement in ADL’s, self-concept, and social skills as a result of the camp
experience.

Sherman et al. (1985) described a program utilizing a multidisciplinary team, to
promote social growth and development of adolescents in a spina bifida treatment
program. Clear objectives focused on independence for the adolescent with spina
bifida, realistic goal setting, and reliable measurement tools. Strengths of the
program were noted to be, "socialization and support among the teenagers” (Sherman
et al., 1989, p. 13). Recommendations were to increase "vocational and
prevocational activities" (Sherman et al., 1989, p. 13).

There were few instruments used for evaluating hospital programs. Lollar et
al. (1989) utilized an instrument entitled the "Independent Behavior Inventory” (p. 18)
for a hospital-based program. Bolding and Llorens (1991) also evaluated the effects
of a "habilitative hospital admission" (p. 796) for the multidisciplinary teaching of
ADL’s. Evaluation measures included goal setting abilities, ADL performance, and

the Piers-Harris Children’s Self-Concept Scale. Analysis of the program confirmed




that, "hospital admission can be an effective means of increasing independence and
decreasing frequency of physical care by parents” (Bolding and Llorens, 1991, p.
796). What these hospital-based programs and other camps have in common, is the
variety of activities planned by the multidisciplinary health care team to meet
emotional and independence requirements. Programs with the focus on peer
interaction are most beneficial for the adolescent with spina bifida to help meet their
socialization needs.

In summary, medical literature related to exercise and children with
myelomeningocele was generally more qualitative/descriptive or descriptive/anecdotal,
than quantitative research. There was little focus specifically on adolescent
populations and the development of self-esteem for individuals with spina bifida.
Current research remains difficult to replicate, and an exhaustive literature search of
many disciplines was performed to obtain the studies presented here. Studies that did
focus on adolescents with spina bifida suggested a possible link between increased
independence in ADL’s, having a positive effect on socialization and self-esteem.
These studies supported the need for nursing intervention and further research on the
benefits of socialization, education and recreation to improve self-esteem and ADL’s
in adolescents with spina bifida.

Conceptuai Framework

Dorothea Orem’s conceptual framework of nursing, also known as the "self-
care deficit theory of nursing” (Orem, 1991, p. 73) was a natural choice for the

conceptual framework for this study. The underlying hypothesis of the study was,
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that adolescents who learn to independently perform their activities of daily living
(ADL’s) will have a higher self-concept. Orem states this is the essence of nursing.

Orem (1991) refers to three types of self-care requisites necessary to perform
self-care: universal, developmental, and health-deviation.

1) Universal-There are eight basic universal requisites for all humans. For the
purposes of this study, only elimination, activity and rest equilibrium, solitude and
social interaction balance, and the promotion of normal functioning within social
groups will be addressed.

2) Developmental-This requisite is concerned with promoting stages of

development and care associated with adverse conditions that can affect development.
This study focused on the pubertal stage of adolescent development.

3) Health-Deviation-This requisite results from disturbed bodily function

requiring medical treatment and addresses disabilities, like spina bifida.
The six central concepts of Orem’s conceptual framework are discussed in
Orem (1991) and Fawcett (1989), and contributed in understanding the conceptual
framework of this study.
1) Self-care is the care that an individual can perform without assistance from
others, and is performed in relation to the three self-care requisites (universal,

developmental, and health-deviation) described above. Self-care is "a goal oriented

activity that is learned” (Fawcett, 1989, p. 211). A self-care agent is the "provider of

self-care” (Orem, 1991, p. 117). Orem values the individuals’ abilities to care for
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themselves, and recognizes that nursing can assist clients to look at themselves as self-
care agents.

2) Self-care agency is defined by Orem as the "capability to take action

directed toward care of self" (Fawcett, 1989, p. 214). Agency means action in this
definition.

3) Therapeutic self-care demand refers to a "prescription for the self-care

measures to be performed in order to meet identified sets of self-care requisites--
universal, developmental, and health-deviation (Orem, 1991, p. 316). Fawcett (1989)
simply states therapeutic self-care demand as the "self-care actions that are needed to
meet the self-care requisites” (p. 214). Orem expounds that in some situations,
nursing could improve in the ways that individuals are assisted in meeting their
therapeutic self-care demands.

4) Self-care deficit exists when "self-care agency is not sufficient to meet the

therapeutic self-care demand" (Fawcett, 1989, p. 214). A nurse/patient relationship
may develop when a self-care deficit is present.

5) Nursing agency according to Orem (1983), refers to the "essential quality of

a person that is enabling for nursing practice" (p. 214). Fawcett (1989) explains that
"the goal of nursing agency is to help people meet their own therapeutic self-care

demands” and that nursing agency refers to “the ability to nurse" (p. 217).

6) Nursing system is described by Orem (1983) as "when the named
relationships among persons and among their characterizing qualities are brought

about and maintained for some duration of time" (p. 215). Of the three types of
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systems of nursing intervention described by Orem (1983) wholly compensatory,

partly compensatory, and supportive-educative, only the supportive-educative

intervention was applied to the conceptual framework of this study. In the supportive-
educative role, nurses provided guidance in self-care deficits (actual and potential) as
the client moved toward independence.

Orem’s "universal self-care requisites” (1991, p. 126) were applied to the
dependent variables of socialization and goal setting in this study. The promotion of
normalization (promoting a realistic self-concept) is important in assisting adolescents
with self-care now and for the future.

Orem’s "developmental self-care requisites” (Orem, 1991, p. 130) deal with
social adaptation and status-associated problems that can adversely affect human
development, and more specifically explains the dependent variable of self-esteem in
this study. Peer-acceptance and sexuality for disabled adolescents are important
issues at this pubertal period of development.

Orem’s "health-deviation self-care requisites” (Orem, 1991, p. 134),
particularly habilitative measures to help compensate for disabilities, are applicable to
the dependent variable of independence in ADL’s for this study. Modifying
self-concept in accepting a particular state of health and "learning to live with the
effects of pathologic conditions” (Orem, 1991, p. 134) are most relevant to the
purposes and goals of this intervention.

The theory of self-care as described by Orem, serves as a guide to nurses in

assessment, planning, implementation, and evaluation of therapeutic self-care demands
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for adolescents with physical disabilities. "Continuing self-care is essential for life,
health, and personal well-being" (Orem, 1991, p. 143). The variables used in this
study are framed within the structure of Orem’s self-care deficit theory of nursing.
The three dependent variables in the study are: 1) knowledge of socialization and
future goals, 2) self-esteem, and 3) independence in ADL’s. They are related to
Orem’s three self-care requisites respectively: 1) universal, 2) developmental, and
3) health-deviation.

The independent variables of education, recreation, socialization, and ADL’s
overlap with the dependent variables. The independent variables are difficult to
measure since they are not mutually exclusive in weekly activities (education classes,
hikes, videos, morning and evening ADL’s, exercise classes, zoo safari, group
discussions, vocational/college information classes, mall trip, life skills classes,
computer training, grooming skills, dating tips, swimming, dancing, recreation
training, boat trip and party, see Camp SPIRIT-Schedule in Appendix A). After one
week of intervention, this population was exposed to some concentrated combination
of these activities in the form of classes, outings, and other experiences provided by
the nursing system. Since the same population was used in pre-camp, post-camp, and
follow-up observations, the separate measurements of the independent variables are
just as important.

The universal self-care requisites were addressed through: bowel/bladder
programs (elimination); scheduled times for activities and sleep (activity and rest

equilibrium); group activities to neutralize social isolation (solitude and social
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interaction balance); and new recreation/socialization opportunities (promotion of
normal functioning within social groups).

The developmental (pubertal stage) self-care requisites were confronted by
classes in money management, vocational rehabilitation, coping skills, adaptive
driving, transitioning, guided imagery, student services, computers, grooming,
dating/sexuality, and interview/career skills. Activities such as the movie about
developmental issues adolescents face, and the meeting with an adult role model
should provide guidance for adolescents. Socialization opportunities are provided to
increase self-esteem and gain experience with male and female peers. Orem’s
developmental self-care requisites were interpreted as "the bringing about and
maintenance of living conditions that support life processes and promote the processes
of development, that is, human progress toward higher levels of the organization of
human structures and toward maturation during...the developmental stages of
childhood, including adolescence and entry into adulthood," (Fawcett, 1989, p. 213).
Orem’s developmental self-care requisites were translated as "the provision of care
either to prevent the occurrence of deleterious effects of conditions that can affect
human development or to mitigate or overcome these effects from conditions”
(Fawcett, 1989, p. 213), such as educational and social deprivation, loss of health and
friends/family, and other abrupt changes.

The health-deviation self-care requisites were addressed in several ways.
Therapy was provided (as necessary) to teach independence skills and adolescents

received rewards for completing morning/evening ADL’s. Educational classes in
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preventing further disability by increasing recreational activities, performing ADL’s
independently, coping with spina bifida, and to some extent all other activities, should
assist adolescents in improving their self-care agency. Clearly all of the activities to
which the subjects in this research were exposed are directed at the self-care requisites
as Orem has defined them.

Orem distinguished two actions by the terms "self-care agency" and
"dependent-care agency," (Fawcett, 1989, p. 214). Since the camp concerned
affected individuals and not their parents, this research clearly dealt with self-care
agency, the adolescent participating in self-care as a self-care agent.

Orem would agree that adolescents whose self-care agency is not adequate (o
meet their own therapeutic self-care demands can benefit from nursing agency.
"Nurse-patient relationships are established, then, when an actual or potential self-care
deficit is evident" (Fawcett, 1989, p. 217). The treatment focused on the supportive-
educative type of nursing system previously described by Orem.

Operational Definitions

To clarify terminology related to this research, the following operational
definitions of concepts are provided.

1. Activities of Daily Living (ADL’s)-These are activities to be performed on a daily

basis and include: getting up in the morning, toileting, grooming, dressing, transfers
(from bed, to wheelchair, to toilet), making the bed, setting out clothes, bathing, and
getting ready for bed at night.

2. Adolescent-Refers to young adult between the ages of 13-19 years old.
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3. Educational Activities-These are educational classes directed by professionals in:

schooling, recreation options, bowel and bladder programs, money management,
vocational rehabilitation, coping skills, nutrition class, adaptive driving, transition
training, identification of architectural barriers, guided imagery, college student
services, computer training, dating and sexuality classes, interview skills and career

folders.

4. Hospital-based Camp-An inpatient hospital setting (therapeutic environment) in
which trained health professionals provide specific activities on a 24 hour basis on:
social, recreational, and educational topics. Subjects will sleep in hospital rooms.

though other experiences do not necessarily occur inside the hospital.

5. Myelomeningocele-Congenital defect involving the spinal cord that may result in

neurological deficits involving the: extremities, bowel, and bladder functions.
Myelomeningocele is the most severe form of spina bifida. The term spina bifida is
used interchangeably with myelomeningocele in the text.

6. Recreation-In this study, recreation refers to regular physical activity, exercise, or
sport.

7. Self-Esteem/Self-Concept-This is the opinion that the individual has about oneself.

Self-esteem/self-concept are used concurrently in this study. This is a frequent
problem in adolescents with myelomeningocele.
8. Socialization-This term refers to mostly social or recreational interactions that

adolescents’ have with peers.
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Chapter 111

Methods
This chapter will address the research hypothesis, pilot study, design, subjects,
instrumentation and procedures used in this investigation. The purposes of this study
were to demonstrate specific outcomes of a treatment program designed to help
adolescents wifh myelomeningocele: 1) to increase knowledge of socialization, and
future goals; 2) to improve self-esteem; and 3) to improve independence in activities
of daily living (ADL’s) using the therapeutic intervention of a hospital-based camp.

Research Hypothesis

The problem in Orem’s terms is that a self-care deficit exists in this population
of adolescents with spina bifida and that the nursing agency (nursing) can demonstrate
in a supportive-educative intervention how to help adolescents meet their therapeutic
self-care demand.

The research hypothesis for this study was: an intensive/directed in-hospital
experience utilizing selected therapeutic interventions for adolescents with spina bifida
would result in: 1) an increase in their knowledge of socialization and assistance in
future goal setting; 2) improvement of their self-esteem; and 3) improvement of their
independence in activities of daily living (ADL’s). The self-care deficits before and
after the intervention, were measured indirectly by the: 1) Socialization and Goals
Questionnaire (SGQ); 2) Piers-Harris Children’s Self-Concept Scale (PHCSCS); and

3) Functional Independence Measure (FIM).
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Pilot Study

A pilot study of the Piers-Harris Children’s Self-Concept Scale (PHCSCS) and

some of the activities of daily living procedures (ADL’s), was performed at Shriners
Hospital in Greenville, South Carolina. This hospital had previously implemented a
similar hospital-based camp for children with myelomeningocele ("Camp Eagle’s
Wing"). Significant differences between Camp Eagle’s Wing and Camp SPIRIT
were: 1) the camp was two weeks long; 2) a main purpose at Camp Eagle’s Wing
was for subjects to learn self-intermittent catheterization; 3) there were only five
females at this camp; 4) subjects ages were less than 10 years old; and 5) there were
no control groups. This pilot study served the following purposes: 1) to gain
experience in implementing a hospital-based camp in teaching children with
myelomeningocele ADL’s; 2) to work with the Director of Myelodysplasia Services/
Camp Coordinator in another hospital; and 3) to pilot test the PHCSCS for use with
the present study.

PHCSCS was the instrument selected to measure self-esteem over time. The
PHCSCS was given to the Camp Eagle’s Wing group pre- and post-hospitalization.
This information helped the researcher establish feasibility of the PHCSCS on
adolescents with spina bifida.

Children are still developing seif-esteem, but results should be stable by seven
to eight years of age, according to the theory underlying this instrument. The
PHCSCS manual recommends ignoring changes in scores on test-retest if less than ten

points. This means that of all total points, only one of the children in the pilot study
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had a significant increase in their total self-esteem score. The first group mean score
(observation one, on day one of camp) was 46.8 and the second group mean score
(observation two, on the last day of camp) was 47.6, not significant as changes in
group means on a retest consistently go up in a positive direction up to 5 points (even
~if no intervention occurred). Results of the PHCSCS were analyzed for the pre-and
post intervention only.

The fact that no improvement in self-esteem could be demonstrated in the pilot
study was explained by the following reasons. Camp Eagle’s Wing had an emphasis
on performing ADL’s which enabled children to concentrate on their handicaps. The
emphasis was not on improving self-esteem as there was no psychological intervention
or counseling specifically in this area. Interventions only affected certain cluster
scales and did not promote significant changes in total self-concept scores. Also, the
intervention may not have been powerful or long enough to elicit anticipated changes
in self-esteem. While the PHCSCS appears to be a reliable instrument, it is not
appropriate 