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ABSTRACT

An intervention program vas designed to assist young people and
their families in dealing with the impact of Crohn's disease.
Multidisciplinary teams at a number of health care centers, functioned
as group facilitators for the program that was planned to address three
parameters: knowledge about Crohn's disease, family coping style, and
social well-being. A five session intervention program was provided for
parents, siblings, and affected youth.

The research measured aspects of family functioning utilizing two
standardized instruments, the Family Assessment Device (FAD) and the
Culture-Free Self-Esteem Inventory (CF-SEI) and the Crohn's Disease
Psychosocial Inventory (CD-PSI) which is a series of visual analogue
scales developed by the investigator. This instrument was designed to
measure the three parameters addressed in the intervention program and
vas compared to FAD and CF-SEI results. Experimental and control groups
of Crohn's disease (CD) patients and their families were utilized.
Severity of illness as measured by the Crohn's Disease Activity Index
(CDAI) and the presence of growth fallure were correlated to
psychosocial parameters. Demograpnic data and information related to
specifics of Crohn's disease were documented.

Significant findings related to unhealthy family functioning
involved communication,; roles, affective involvement, and affective
responsiveness as demonstrated by the FAD. Differences between the
control and the intervention groups, related to improvement in affective

responsiveness and knowledge about Crohn's diseass.
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CHAPTER ONE

RATIONALE AND OVERVIEW OF THESIS

Controversy Regarding the Etiology and Psychological
Aspects of Crohn's Disease

The interplay of psychological components and physiological factors
in Crohn's Disease has fascinated researchers for over a century
(Rugt3i, Wise & Boyle, 1985). The debate concerning the psychological
aspects of the disease Included the possible psychological factors in
the etiology of the disease, the emotional implications secondary to the
chronic illness for the patient and the family and the relationship of
increased emotional stress and bowel symptc+ns (Bruce, 1986). In view of
the diversity of opinion related to the role of psychosocial factors in
the etiology of the disease, confusion regarding appropriate
psychosocial management for young people with Crohn's disease existed.

Opinions about the psychological characteristics of patients with
Crohn's disease range across a broad continuum. Numerous older studles
indicated that patients with Crohn's disease were obsessive, rigid, and
socially withdrawn. Rustgi et al. (1985) noted that these studies
lacked control groups, were imprecise in their definition of the disease
and were conducted in a retrospective manner. Steinhausen and Kies
(1982) wrote, "there is not a single study reporting on psychosomatic
aspects in the e children and adolescents" (p.33). Yet Steinhausen and
Kies postulated as did Whybrow (Bruce, 1986), that emotional stress may
acgravate symptoms, precede exacerbations and influence clinical course

(Rustgl et al., 1985). Perhaps, the important factor was the
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unfortunate reality noted by Binder, Hendricksen, and Kreiner (1986) who

noted that, " Crohn's disease remains a 1ife-long incurable condition"
and " children are vulnerable to the emotional sequelae of traumas

visited upon them" (p.247-248).
Incidence and Impact of Crohn's Disease on Adolescent Lifestyle

Although etiology remained obscure, the diagnosis of Crohn's disease
created clarity of concern in terms of its impact on lifestyle and
psychosocial well-being of young people. Crohn's disease, a chronic,
transmural, inflammatory gastrointestional disease affects three per
100,000 children and youth. Ten to 15 percent of those diagnosed with
Crohn's disease are believed to have predisposing genetic factors
(Messner, Gardener, & Levis, 1985). Symptoms include: malabsorption,
growth failure, abdominal pain, frequent diarrhea stools with
alternating periods of constipation, fistulas, fissures, anenia,
weakness, arthritis, and renal and liver complications (Messner et al.,
1985; Sanderson and Walker-Smith, 1985; Walker, 1984). Site of disease,
specifically the presence of upper gastrointestional disease, is
associated with the presence of symptoms that interfere with nutrition,
including: dysphagia, vomiting and lesions of the mouth (Leanearts, Roy,
Vallincourt, Weber, Morin, & Seidman, 1988). The see-sav of remissions
and exacerbations of Crohn's disease interfere with the predictable
daily functioning of the child. Binder (1986) believed, that traumatic
emotional injury and disequilibrium could also be inflicted on the child
by sincere attempts to treat the disease. Physical exams,
sigmoldoscopy, and blopsy are often frightening and humiliating

procedures for young people. Surgical procedures neither cure nor



prevent the reoccurence of complications such as, obstructlon,
hemorrhage, intrabdominal sepsis, and fistulas. Amelioration of
malabsorption and the presence of growth failure may necessitate total
parenteral nutrition, elemental diet through feeding tubes or low
residue diet during exacerbation of the disease (Messner et al., 1985).
Steroid therapy frequently induces remission however it may result in
growth suppression. Altered physical appearance including acne,
hirsutism, and puffiness of cheeks are common side effects of
prednisone, all of which may affect the adolescent's self-concept
(Sanderson & Walker-Smith, 1985). Frequent ambulatory care visits or
lengthy hospital admléslons to implement the above dlagnostic procedures
and treatments are disruptive to family and to peer relationships. A
temporary or permanent colostomy or ileostomy may be surgically created
to reduce the impact of the disease process, while creating a major

psychological adjustment to body image.
Purpose of the Study

The goal of this study was to determine the effectiveness of an
intervention program aimed at reducing the perceived psychological
impact of chronicity in adolescents with Crohn's disease. It is
hypothesized that psychoeducational information provided in a group
format for adolescents and their families will be perceived by families
as beneficial to: their knowledge base about Crohn's diseacz, to their
perception of well-being in social settings and to their intra-familial
coping style. It is also hypothesized that a psychoeducatioal
intervention will increase the well-being of the Intervention group,

relative to the control group on a number of psychosocial parameters as



measured by the Crohn's Disease Psychosoclial Inventory (CD-PSI), the
Family Assessment Device (FAD), and the Culture Free Self-Esteem
Inventory (CF-SEI).

The purposes of the intervention and research study wvere as
follows:

i. To determine the psychoeducational and psychosocial needs of
adolescents with Crohn's disease.

2. To provide a five session intervention program for adolescents
and their families based on a needs survey, information from health
professionals and adult patients with Crohn's disease, as well as,
research and descriptive literature.

3. To test the effectiveness of the intervention program by
comparing preintervention and postintervention scores related to
pertinent chronicity factors.

4. To compare the group which received the intervention, wvith a
control group of adolescents and their families who had not received a
similar program, with-in the same two month time-frame.

5. To determine if there was a relationship between severity of
disease as measured by the Crohn's Disease Activity Index (CDAI) and
growth failure status, with psychological variables as measured by the
Crohn's Disease Psychosocial Inventory ( CD-PSI).

6. To complete an analysis of the CD-PSI, by comparing the
instrument to two standardized tests; the Family Assessment Device (FAD)

and Battle's Culture-Free Self- Esteem Inventory (CF-SEI).



The Deficlency of Avallable Psychological Data

Related to Crohn's Disease

Few psychological studies have been completed using youths with
Crohn's disease as subjects. Steinhausen and Kies (1982) utllized a
structured psychiatric interview and noted that 60% of the chlldren that
they studied with Crohn's dlsease suffered from a psychlatric disorder
as compared with 17% of subjects in their control group. Thelr sample
of young people with Crohn's disease vas comprised of 10 patients.
Messner et al. (1985) stated that Crohn's disease may affect the
individual's self-esteem to the extent that the disease actually becomes
the patient's idaitity, however the authors did not offer concrete
evidence for this opinion nor suggest an appropriate intervention.
Whybrow, cited in Rustgi et al. (1985), found emotional disturbance in
63% of adult patients with Crohn's disease. Pless and Pinkerton (1982)
found that 2.5 times as many chronically ill children as the norm had
behavioral and social problems as reported by parents to trained
interviewers (p.33). However, specific strategies to ameliorate
behavioral, social, and emotional problems were not described. Noting
strengths versus deficits, Zelter cited in Bruce (1986) stated that
young people who had experienced a chronic illness were, "more stolcal
and less anxious in the face of their 1llness than normal adolescents"
(p.90). Haase (1987) utilized a phenomenological approach, to assess
the experience of courage in chronically ill adolescents and found
numerous themes related to courage by qualitative analysis. It seemed
that the experience of chronic illness produced both psychological
strengths and deficits. Yet, there were little data to confirm elther



perspective and fewer guidelines with which to develop intervention

programs.

Overview of the Intervention Program.

A multidisciplinary group of health professionals from diverse
backgrounds, began meeting in the £fall of 1988 at Hotel Dieu Hospital -
Kingston, Ontario, to plan an intexvention program for youth with
Crohn's disease and their families. Program development was based on
the experience of health professionals and an extensive literature
search related to: psychological and ps:choeducational information
regarding Inflammatory Bowel Disease (IBD) in both children and adults,
research regarding the psychosocial impact of chronic illness in
general, and data regarding the physiological factors of IBD. To
determine some of the specific psychoeducational and psychosocial needs
of youth with Crohn's disease, a needs survey vas conducted. Then a
five session program, designed to intervene in three chronicity
variables: knowledge about Crohn's disease, social well-being and family
coping style was formulated. The program utilized a family system
perspective in which all immediate family menbers were asked to attend

the intervention program.
Research Component of the Study

Three outcome measures: knowledge specific to Crohn's disease,
social well-being and family coping style were assessed at two different
times; prior to the intervention program and at two months following the
sessions. A series of visual analogue scales, the CD-PSI, vere developed

to measure the above components. To control for physical parameters,
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the CDAI ( see Appendix 1) and a standard growth chart ( see Appendix 2)

vhich determine the presence of growth failure were utilized in the
study.

A disease-specific approach was chosen, although the initial plan
had been to incorporate ulcerative colltlé. patients in the program.
However, some theoretical evidence suggested that disease-specific
traits existed (Imes, 1984; MchAnarney, 1985; Steinhausen, 1982). As
well, more detaliled information about the condition, treatment, dlet,
and dally routines can be glven in disease-specific groups.
Information of this nature has been shown to reduce anxiety in patients
and to improve compliance with treatment (Marshall, 1979; Padilla et
al.1981; Scholmerick, Sedak, Hoppe—Seyer, & Gerok, 1987). Furthermore,
Steinhausen (1982) felt that there were subtle differences between
psychological parameters of the two groups of IBD patients. Due to a
small numbexr of subjects, Steinhausen's data were not reliable. 1In
view of the above information and the perception on the part of the
enterostomal nurse, that the differing prognosis between the two groups
required separating the ulcerative colitis and the Crohn's disease
groups for psychoeducational sessions, this led to the cholce by the
investigator, of the disease-specific client group. Crohn's disease, the
condition with a poorer long-term prognosis, due to the current
inability to arrest the disease by surgical intervention, became the
focus of the study.

Age group specification was related to Rose's (1984) observation,
that children are more vulnerable during times of blological, social,
and psychological transitions. Chronically 111 adolescents are faced

with integrating changes due to growth and development with factors
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related to their illness such as growth fallure and delayed pubesence.

Illness affects the youth's Interactions with the physical and social
enviromment in which he ox she lives. Aspects of the young person's
environment, including: parents, peers, and educational institutions are
altered as a result of the illness (Perrin & Gerrity, 1984). Due to the
complexity of developmental processes during adolescence, it seemed
pertinent to delineate adsolescents as the target group for the
intervention. Those individuals who were offered participation in the
program ranged in age from 10 to 19 years, the lower range of age
offered at the request of a paediatric gastroenterologist who stated
that he thought his younger patients would benefit from the intervention
in preparation for adolescence.

Further clarification of the target group was provided by the
definition utilized by Jessop and Stein (1985) of characteristics
constituting a chronic illness. A chronic illness was seen as a
condition that lasted three months in a given year and requir'ed a period
of hospitalization. Because many of the chronically i1l youth are
treated on an outpatient basis, despite extensive illness, the
additional allovance of having required ongoing assessment in an
outpatient center in lieu of admission, was added to the definition.

The delineation of the disease entity as Crohn's disease as
differentiated from IBD and IBS, Irritable Bowel Syndrome vas completed
by a paediatric gastroenterologist, most frequently using previous
biopsy results for differential dlagnosis. The (DAl was used as an
indice of disease activity and severity. The initial plan was to
exclude data from subjects with a CDAI value of less than 150 in the

past year or a CDAI value of 400 or greater. It was postulated that a



CDAI value of less than 150 does not indicate significant disease
vhereas a young person with a CDAI value of 400 or greater is too 111 to
benefit from a psychosoccial @nd psychoeducational intervantion.

However, due to low sample size and several examples of' rapid
exacerbation of disease, desplite low baseline CDAI scores, all persons

with definitive diagnosis were included in the study.
Delimitations of the Study

Eighteen families, a total of 19 young people with Crohn's disease
participated in the study. Twelve families formed the intervention
group and six families were in the control group. All family members
vere asked to participate in the study and totaled 71 persons.
Participation of families with a youth with CD was sought from the
client lists of paediatric gastroenterologists at three Ontario centres.
If they were in the intervention group, they attended a five session
program at one of, Hotel Dieu Hospital-Kingston, The Hospital for Tick
Children - Toronto, or Children's Hospital of Eastern Ontario - Oltawa.
control subjects completed the same psychosocial tests and wers examined
physically at the same time intervals as the interventior cri:wup. Testing
consisted of several measures related to family functiuiies und several

physiological parameters that are indices of disease sevevity.

Limitations of the Stuly

Careful specification of the research group by diagnostic criteria,
chronicity variables, and age range are sound principles of research,
however, this dramatically reduced the number of available patients for

the study. Nevertheless the critlicism by Rustgl et al. (1985)
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regarding the methodological inadequacy of the older studles held true,

and so low incidence of Crohn's disease in this age group, imposed a
major limitation to sample size. In additlion to the low numbers of
available patients, researchers frequently report difficulty in engaging
persons with Crohn's disease in psychotherapeutic interventions (Bruce,
1986), which may further impede the study of this group.

Due to these sampling factors, stratification of the sample based on
data such as: severity of illness, surgical intervention, length of
i.lness and specific family characteristics was not possible. However,
as numerous demographic factors and illness-specific data were
collected, analysis subsequent to the intervention program was possible.

Furthermore, the need te utiiize a number of health care centres and
the primary staff of the patients, allowed for some dliversity in
therapeutic approach, as well as, introduced differing personality
styles of care-givers. Although, the impact of this was reduced by
preparation of group faclilitators, the possibility of Introducing
confounding factors existed.

The reported difficulty of demonstated statistically significant
change in chronically 111 persons, from psychosocial and
psychoeducational interventions (Nolan, Pless, & Zvagulis, 1987) wvas a
concern, in formulating this type of research project. One difficulty
noted by Leventhal (1984), related to data collection. He stated thaf
information collection about human behaviors is complex and sensitive,
thereby causing parents to minimize their problems, to seek reasurrance
versus acknowledging the fuil impact of the disease, and to present
information that demonstrates that they are successful in caring for

their their child and their famlly's needs. For some parents, the
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acknovledgement of their feelings might be overwhelming and they may

avoid settings where this might take place or they may gradually reveal
the extent of the impact of an i1l child on the family, thereby
affecting the accuracy of the data. Leventhal (1984) stated, "some
parents may not share thelr angry feelings toward the child, or the
clinicians who cannot cure the child, for fear of being rejected by
physicians“(p.72).

The use of visual analogue scales (VAS), although beneficial
regarding sensitivity to change, ease of administration and avoidance of
numerous descriptors, imposed a limitation. Those persons who chose a
high self-perception score initilally, had 1little room to move the score
higher if they felt there had been an improvement. However, by
utilizing standardized psychological tests and a factual knowledge quiz,
insight wvas gained into the the magnitude of this problem and into the
efficacy of VAS for psychosocial parameters.

The Hawthorne effect,or attention blas, was also a limitation
related to comparative results of the control group, relative to the
intervention group. Thec.atically, attention paid to the control group
by having their physical assessments completed and by having them
respond to questionnaires could result in improved scores on the
psychosoclal instruments. However, it seemed unjustified to request
families to participate in a placebo style of intervention, when it
would involve five evenings and long travelling distances for many of
the participants in the control group.

Collection of data may have been influenced by the relapsing course
of Crohn's disease. Therefore, some false positive or negative data may

have been obtained relative to psychosocial parameters. Tracking of
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CDAI scores allowed statistical correlation of severity of disease

parameters and was incorporated in the study, to zeduce impact of false
trends.

Lastly the influence of experimentor bias effect was of concern, as
the person doing the psychological testing, functioned 2% group
facilitator and as program cc-ordinator. This may have influenced the
results, but was a necessary limitation in terms »f budgetary
constraints.

Relevance

Despite reported past difficulty in demonstrating statistically
significant change in chronically ill persons related ‘o
psychoeducational and psychosocial lnterventions (Pless,1984) research
in this area remains essential. The development of compehensive,
supportive psychosocial care that promotes resiliency in young people is
as essential as other supportive measures such as drug therapy.
Psychosocial interventions also require careful measurement and analysis
including: the development of sensitive instruments, monitoring of
programs, and correlation of psychological and physiological parameters.
It was felt, that determinating the needs of young people with Crohn's
"«ease, the provision of an intervention program, the application of

.2arch principles for precise data collection, and the utilization of
poth psyrihological and physical parameters in the design, were essential
to providing wholistic care to patients and to assist in the

clarification of some of the controversy about Crohn's disease.
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CHAPTER TWO

LITERATURE REVIEW

The descriptive 1literature describes chronically 111 persons as
having: an increased sense of mastery, a helghtened sense of belonging,
greater involvement in relationshirs, a reduced sense of isolation, and
improved coping skills resulting from involvement in support groups. The
review of the literature, however focused on the research literature
r¢lated to the characteristics of youth with chronic illnesses and their

zamilies. Group lnterventions that have been statistically analysed are
sresented.

Group Support Programs
Although, the use of support groups in psychiatric settings have
been utilized extensively since the early sixties, few randomized
studies of the effectiveness of support groups for chronically i1l
persons have been completed. Table 1 highlights the studies that have
been reported.

In analysing the summary of research related to the effectiveness of
support groups for chronically 111 persons, it is important to note the
diversity between studles. Differing dlagnoses and severity of disease
in terms of impact on lifestyle and prognosis are obvious. Similarly,
the length of the intervention programs ranged from a total of nine
hours to one and one-half hours weekly for twelve wmonths. The age of
participants ranged from elementary aged children to adults, also the
numbers who participated in group work was from five to 30 participants.
Group leaders were from a varlety of backgrounds and numbers of group
facilitators participating in the Intervention program varied greatly as
vell. Three Gesigns utilized randomized controls and reported on
between-group differences while some studies reported a shortage of
participants as an ex; .sation for not utilizing a control group.

Varlables studied were also diverse. These included: depression,
self-esteen/self-concept, coping strategies, health-locus of control,
anxlety, mood, and postretreat program evaluation. sStatistlically
slgnificant results from studles that utilized control groups, were
related to less depression (Marrero,1980), improved group aptitude,
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hospital adjustment, knowledge base, death perception, and self-concept
(Ferlic et al. 1979), as well as reduced tension, fatigque, and
maladjusted coping responses (Splegel et al. 1981). studies that were
unable i5 utilize randomized control groups due to difficulty £inding
adequate subjects, reported statistically non-significant f£indings
(Booth, 1985: Williams & Baeker, 1983). The rating form utilized by
Smith et al. (1989) is fascinating in that the participants rated the
program highly, then indicated that it would have little impact on the
child's diabetic management.

Psychosocial and psychoeducatic 1al support groups of necessity to
maintain appropriate group dynamics, require small numbers of subjects.
Seemingly the converse, statistical significance necessitates adequate
sample sizes. Group interventions, wherein statistical signiflcance ls
sought, require repetition of the intervention strategy with multiple
groups of persons.



Characteristics of Young People with a Chronic Illness 17

The characteristics of children and adolescents with chronic
illness and thelr families, have been explored in a number of settings
and by a variety of methodologies. Table 2 summarizes studles pertaining
to affected youths.

Adams et al. (1986) measured self-esteem and found that chronically
111 youth had higher self-esteem than controls, although they
experienced more stress than controls. This result contrasts
McAnarney's (1985) review of larger studies that found no differences in
self-esteem between controls and affected children and her review of
smaller studles that found that patients had lower self-esteem than
controls.

Steinhausen and Kies (1982) utilizing structured psychiatric
interviews and the Childrens' Behavior Checklist, in a matched control
design with small numbers of IED patients, noted a 60% rate of
psychiatric disturbance related mainly to affective disorders.

Although, the interviewing technique had been normed on a large sample,
the sample size was Inadequate to produce rellable results. The need for
further study, was however indicated by their results.

Stelnhausen (1982) also reported that Crohn's Disease patients have
lower or internal locus of control (LOC), as compared to the control
groups and the children with other diagnoses. Asthmathics were found to
have an external locus of control, thereby indicating that LOC is a
disease-specific characteristic.

The literature review of chronically 1il youth, indicates a clear
need for further exploration and clarification of the psychosocial
factors related to chronic illness in general, as well as regarding
specific conditions.
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Characteristics of Siblings of Affected Adolescents

Tritt and Esses (1987) investigated psychosocial adaptation of
siblings of children with chronic illness, utilizing the Behavior
Problem Checklist, The Self-Appraisal Inventory and The What I Think and
Feel Questionnaire. A finding that was significant at the p<0.017 level
involved behavioral adjustment of siblings of chronically 111 children.
Perhaps, greater specificity of dlagnosis and a larger sample size, as
illustrated in the following summary, would have facilitated a greater
numbex of significant £indings.

Craft and Craft (1989) noted the low level of agreement on the
Percelved Change Scale between parents and siblings. Siblings reported
519 changes and parents 252 alterations in lifestyle. Noteworthy also,
are the differences in level of parental/child agreement between
siblings of acutely-111 children and siblings of chronically-111
children.

Sibling concerns remain a relatively unexplored area by health
professionals. Behavioral concerns are mentioned in the descriptive
literature and documented by Tritt and Esses (1987). Seemingly, parents
are not always aware of the magnitude of the impact of the ill child on
the sibling, nor of the nature¢ of sibling perception of the changes in
their lifestyle.
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Characteristics of Parents of Young People with Chronic Conditlons

Parental psychosocial characteristics were explored by Burke
(1989), who studied mothers of physically disabled children. The degree
of physical disability was incorporated Into the research design. No
statistically significant relationship was found between parental stress
level and the severity of disability. A lower stress level vas found
between the mother's stress level and the length of contact with the
community health nurse. It is interesting to note that ongoing
community nurse support appeared to reduce stress. Methods of offering
emotional support to parents requires further exploration into the
efficacy of differing intervention appproaches, both for effectliveness
and financial feasability.

Zimand and Wood (1986) stated thelr surprise in determining that the
divorce rate of parents of children with Crohn's disease was one-third
the divorce rate of parents of children with ulcerative colitis and
recurrent abdominal pain syndrome. The large sample size of 173 parents
of gastrointestional (GI) patlents, including 59 whose children had
Crohn's disease and the fact that dliagnoses were verified at a GI
clinic, lend credibility to the findings. The results were related by
Zimand and Wood to the enmeshed family structure. However, they did not
clearly articulate how a low divorce rate was established to be in
conjunction with poor marital functioning. It would have been
worthwhile to assess the marital functioning of the parents in the study
to provide a relliable statement about enmeshment within the family
structure. It is interesting to note that older studies ( e.g. Bruce,
1986) discussed dysfunctional family relationships as related to the
etiology of Crohn's disease. Clarity, utilizing instruments that assess
family functioning, that have been normed on large samples of the
population, should be sought.



Table 4

Characteristics of Parents of Chronically 11l Youth
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Characteristics

Burke et al. (1989)

7is9nd _and wood (1886)

Name of Study

Sample size/
Control

subjects

Method of

Evaluation

Variables

Results

Maternal Stress and
Repeated Hospitalizations
of Childzen who are
Physically Disabled

60

Mothers of physically
disabled children

and a2 control group
of mothers vhose
children have been

in hospital and

are not disabled.

Visuval Life Events Schedule
(VLES),

Coping Health Inventory for
Parents (5 pt. scale re.
severity of illness and
resilience) (CHIP),

Child Behavior Checklist
(CBC),

Social and Activity
Competence Scales (SACS)
Developmental Profile II

VLES - duration, clustering,
repetitive nature of life
events experienced by
mothers,

CHIP - parental coping
styles, family support,
and support from the
health care system,

SACS - Spt. scale

rated by the community
based nurse.

Highest stress at diagnosis
of the child's disability,
Order of the most stressful
hospitalizations: 2nd, 1st,
3rd, and 4th,

Second overall greatest
stressor - Change in sleep
pattezns,

Less stress reported related
to the length of community
health nurse contact,

No reiationship betveen
severity of illness and

lov stress parents.

A-plications of Contrasting
EevUEENS of Divorce in
Faniliey 3¢ children vith
Gastrolniestional Disorders

173 (CD - s9)

Parents of children vith
specified diseases (CD,UC,
2A§§) between the ages of

Presence of Divorce
Physiological Mcasures

Divorce of parents
related to
specific GI
disease.

Divorce rates of parents
of children with CD vere
one-third the rate for UC
and RAPS (p<0.05),

The divorce rate for UC
and RAPS were simllar to
the normative rates.
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Determining the Need for Psycheducational and Psychosocial Support
and Relating Interventions to Illness-Specific Parameters

A pilot study was conducted by McKelvey, Waller, Stewart,
Kennard, North, and Chipman (1989) to measure disease-specific behaviors
in families with a diabetic child. The summary that follows, shows that
a sample of 89 families was used for the study, that a disease-specific
instrument was developed and that a standardized instrument, the Family °
Environment Scale was incorporated into the design for the later portion
of the study. Additionally, glycosolated haemoglobin (HbAIC), an indice
of the control of blood sugar, an important factor in diabetic
management was utilized. Three FES scales were positively and
significantly related to lower HbAIC: family cohesion, less conflict,
and active recreational orientation. Three DFBS variables were also
positively correlated with lower HbAIC; wari nurturance, consistent
guidance, and effective problem solving ability.

The research described by McKelvey et. al. was described in the
literature subsequent to the development of the research project for
adolescents with Crohn's disease and their families. However, it
verifies several essential components of psychosocial assessment of
families with a chronically ill child, as well as addresses program
development. These include: the utilization of an indice of disease
severity/control, the use of a standardized instrument to validate the
efficacy of a disease-specific instrument under development, and the
importance of ascertaining the needs of families that are offered
support, in order to adequately meet their needs.



Table 5
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Family Support Related to Illness-Specific Qutcome

.Characteristic

McKelvey et al. (1989)

Name of Study

Sample Size/
Control

Age

Subjects

Method of Evaluation

Variables

Results

Family Support for Diabetes: A Pilot Study
for Measuring Disease-Specific Behaviors

89 patients and their families/O

7-17 years
Clinic patients

Diabetes-Specific Behavior Scale (DFBS)

5 pt. scale- "all cf the time to never",
Family Environment Scale (FES)

(utilized for the later part of the study),
Glycosolat:d Haemoglobin’ (HbAlC)

Three dimensions of family supportiveness
(warm nurturance, consistent guidance,
effective problem solving ability,

FES scales, HbAlC.

7 items on the DFBS relate significantly to
HbAlC,

FES was used for 34 subjects, 3 FES scores
relate to HbALC - cohesion (P<0.002),
conflict (p<0.02), and active recreational
orientation (p<0.04).
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PROGRAM DEVELOPMENT

Program development wvas based on the literature review, a needs
survey, the expertise of a multidisiplinary team and the experience of a
young person who was one of three siblings with Crohn's disease. Due to
a deficiency of research literature available, related to intervention
strategies for youth with Crohn's disease, the descriptive literature
was frequently utilized for program planning. Three areas vere
identified as important to families, measureable, and aspects that could
be enhanced as a result of a psychosocial and psychoeducational
intervention. The identified components were a knowledge, family coping

style and social well-being. A schematic diagram of the program and 1t§“

interaction with the research project is shown in Figqure II.
Knowledge Component - Information about Crohn's Disease

Providing information about anatomy and physiology related to
disease process has been shown to improve adjustment to the condition
and to reduce anxiety (Pless, 1984; Smart, Mayberry, Calcraft, Morris, &
Rhodes, 1986). &adolescents understand their illness at a new cognitive
level and require information suitable to their maturation. Bruce
(1986) notes that despite improved intellectual capacity, adolescents
may still harbour old fantasies about thelr illness. BAn article by
Perrin and Gerrity (1984) pointed out how these misconceptions were
formed and White (1984) notes that these fears can become
incapacitating.

Scholmerick et al. (1987) utilized a questionnaire to determine the
information needs and fears of adult patients with Crohn's dlsease.
Seventy-seven percent of the adult patients found that they had too
little information about thelr disease and its treatment, particularly
concerning the effects of drugs and surgery. Fifty-two percent of
patients listed cancer as a fear factor desplite the low incidence of
this occuring. Preparatory films and information phamphlets werxe
determined to be helpful by adult patients in a number of studies.
However, 85% of patlents in a study by sSmart et al. (1981) stated that
they required more information concerning prognosis, cancer risk, and

~
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inheritance of the disease. Half of the adults with Crohn's disease in
Marshall's study (1979) concerning patients' knowledge about theirx
disease stated that they had found, "difficulty finding all that they
wvanted to know". Providing information assists in correcting cognltive
distortions and in reducing anxiety. This may allay the cycle described
by Rosenthal, Wruble, Rosenthal, and Bdwards (1986, p.109) who noted
that “the degree to vhich patients worry and devote self-referent
attention to their symptoms can augment functional izpairment®.

Knowledge about diet and the impact of malabsorption vas considered
to be essential for patients with Crohn's disease as it is a major
aspect of treatment . Dietary education and nutritional counseling have
been documented as improving the clinical course of diabetes by Imes
(1984). Growth fallure and delayed pubesence due to a malnourished
state commonly assoclated with Crohn's disease were cited as having
negative psychological ramnifications by Steinhausen (1982, p.612-615).
Young people with Crohn's disease are often faced with dietary
alterations to lifestyle, such as low residue, high caloric dlets,
elemental diet by feeding tube, or total parenteral nutrition.

Appropriate dietary intake can vary greatly between remission and
exacerbation of the disease. Children may become somevhat inflexible
about their diet during remission of their disease, if they attribute a
painful incident to a sarticular food during exacerbation of their
disease. Conversly, some young people may abandon their diet with its
altered texture and high caloric intake due to experimentation - a
normal component of adolescence, or due to the attempt to deny their
illness and be like their peers (McAnarney, 1985).

Hotel Dieu Hospital's paediatric dietitian and enterostomal nurse
described the following cycle. They stated that the child experiences
growth failure or weight loss and requires a special diet. The parent
becomes involved due to the compleidty of the procedures or due to the
requirements of the diet, thereby decreasing the independence of the
young person, who may then sabotage the dietary regime. This pattern of
disrupting treatment has also reen verified by Coupey (1984). It is
important to integrate knowledge, independance, healthy experimentation
with diet, and general dietary information to facilitate
self-disciplined physical and emotional nour ishrent.
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Needs Survey

The knowledge about Crohn's disease questionnalire was completed in
September of 1989 (see appendix 3) utilizing a sample of 15 youths from
12 to 22 years of age, who were patients of the same paedlatric
gastroenterologist. They lived in an area that encompassed Kingston.
The return rate was 75%, or ten respondents and resultant data are
summarized in Appendix 4.

The questionnalre data resulted in several alterations to the
initial plans for Lhe program. Information related to symptoms in
general and to basic nutrition was reduced while information related to
sexuality, incidence of cancer, complications, causs, and specifics of
the disease process; were increased. Therapeutic dietary interventions
vere also stressed as these are related to severity o. disease and to
symptoms. These included enteral and parenteral nutrition, which
program planners would have given little emphasis prior to analysis of
the questionnaire results.

Knowledge components addressed by the five session intervention
program included a review of physiology, pathophysiology, diagnostic
procedures, dietary aspects of treatment, current research, genetic
implications, and implications related to sexuality. Family rembers
received this information in varying amounts of detail and according to
the group's previous educational experience. Siblings, for example, who
had less hospital experience received a tour of the facility to increase
their knowledge of and comfort with departments where their sibling
receives care.

Social Well Being

Repeated hospitalizations, growth failure, ongoing treatment
regimes and the impact of the disease itself appear to reduce and delay
the progress of chronically ill adolescents toward independence and to
effect their peer relationships. Orr et al. (1984) found that
chronically ill young adults were less likely to have a driver's
licence, date, attend school full time, and have formed career plans.
Chronically i1l youth progress more slowly toward an adult role.
McAnarney (1985) quoted a number of studies which reported that
chronically i1l children are less likely to acquire the social skills
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needed to be independent of their families and to seek a partner and a
vocation. Bywater,cited in MchAnarney (1985, p.97),stated that these
adolescents "did not place themselves in a position where they might be
rejected” and noted that they rarely went to dances. Coupey (1984)
indicated that chronically ill female adolescents have an increased
incidence of pregnancy due to risk-taking behavior to prove normalacy.

The intervention program provided a forum where a constructive
approach to independence and peer relationships was fostered through
discussion and group building activities. The process of coping
described by Rose (1984), involves an inactive level, an orientating
level and an active coping level. A group approach provided a social
setting where children with Crohn's disease could progress along the
coping continuum as described by Rose. It vas important to emphasize
and reinforce individual strengths and coping strategles during group
interactions, Zor as Pless (1984, p.33) noted, "Overall the conclusion
is drawn thai the strengths and coping abilities of those with chronic
disorders noticably outweigh their weaknesses". Bruce (1986) utilized
111 adolescenis to develop a booklet about Crohn's disease. Reframing
the role to one of helper by developing materials to assist others can
facilitate feelings of adequacy. The concept of encouraging young
people to share their experience, perceptions and advice beca: - a core
element of the progzam. A cartoonist sketched as the group . . +ibed
feelings related to social situations, discussed synptoms of i -.1lsease
and described hospitalizations. Group facilitators encourage
participants to recall advice and information that they feord - » 19V
been or was helpful near the time of diagnosis. This was ¢ Voo
important to the development and furthering of an advocacy ro. .’ '
perception of competency.

peer relationships of adolescents with chronic illnesses are
interrupted by repeated and often frequent admissions to hospital.
These young people may have less stamina, be smaller than theix peers
due to malabsorption of nutrients, experience repeated abdominal pain,
have an ostomy due to surgical intervention, be required to take
medications regulary, and have changes in appearance as a result of
medications. Consequently, patients with Crohn's disease may experience
a heightened sense of inadequacy and social isolation (Weitzman, 1984;
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Zimand & Wood, 1986). Chronically ill children often miss more school

than can be attributed to their illness. Bruce (1986, p.100) described
children with Crohn's disease as demonstrating school phobias due to a
fear of "messing themselves". Adolescents struggle with the issue of
imaginary audience. For young people with an illness, the issues become
even more acute. According to Rodgers et al. (1981) a child's
self-image develops in correlation to body image and is basic to all ego
development and functioning. The adolescent may be vulnerable in the
peer group setting and in need of support from their family and from
professionals. Young people can be verbally reinforced by adults for
compensatory activities that they have undertaken, such as substituting
a new activity for one they may not e able to achieve physically during
an exacerbation of their illness. However, as Weitzman (1984) concluded,
as the youth tries to achieve independence, feedback from peers becomes
“vitally important". The concept of marginality highlights the
ambiguity that the teenager experiences in dealing with peers. When in
remission, patients with Crohn's disease may pass as normal and when i1l
they suffer a great deal of ambiquity which they tend to resolve either
by giving up medical requirements or by acknowledging their condition to
their peers (Weitzman, 1984). Weitzman (1984) suggested that children
can be assisted to explain their illness and restrictions to peers by
rehearsal and that this may facilitate communication. The goal of the
disease-specific grouping of the young people was to explore common
concerns related to management of their illness in peer and school
settings, to provide valuable practice opportunities, and to introduce
role— models who have devised strategles that are valuable in
maintaining positive peer relations. Williams and Baeker (1983) found
that chronically i1l children in a small group setting could share
similar experlences, trust each other and discuss feelings openly in a
group. The pilot program at Hotel Dieu offered numerous opportunities
to observe effective group communication amongst the intervention group.
Weitzman (1984) noted:

It can be very reassuring to children to confide in a friend,

openly discuss their illness, and still be accepted.

Simllarly it helps for children to know what other children have

experienced. Such knowledge helps alleviate their sense of being
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alone, and thelr concerns about being different or defectlve, and
it helps them recognize their feelings and reactions as being
appropriate and acceptable (p.68-69).

The program planners brainstormed methods of assisting affected
adolescents and their families to communicate concerns and 1ssues.
Concretizing using plasiticene, cartooning, role-playing, and developing
a booklet for newly dlagnosed patients with Croln's disease were
utilized. A fourth year psychology student from Queen's University, who
is one of three siblings with Crohn's disease was a catalyst for
discussion, by openly raising sensitive lssues for discussion. Siblings
dealt with issues and concerns related to having an ill sibling in a
similar manner. Parents had an opportunity to focus on specific
concerns as outlined in the program (Appendix 5) with other parents who
shared similar concerns. Group work related to coping strategies,
planning for the future, as well as an opportunity to network with
members of the Canadian Foundation for Ileitis and Colitis (CFIC) were
utilized. Opportunities to advocate for young people with Crohn's
disease and to give feedback to health professionals vere provided as
part of the booklet preparation. The strategies were intended to
encourage expression of feelings, provide some opportunities for
humerous reframing of issues, and encourage discussion.

Family Coping Style

A chronically ill child places unique demands on the family and may
disrupt a well functioning system (Thomas, 1984). Chronic illness
precipitates the loss of the preillness identity of the family. When
the onset of a chronic illness coincides with a transition in an
individual such as adolescence, one can expect that issues will be

magnified. A greater risk exists for the illness to be inappropriately
" ignored or unnecessarily embedded in planning for the next stage. This
can be a major precursor of family dysfunctlon (Rolland, 1987). Family
collages were utilized as an activity for the program. Magazines
provided for participants, included some nursing magazines to provide a
medium for illness-relatee themes to emerge. Group work directed
towards future planning was thought to be helpful to parents of
chronically i1l adolescents.
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Recent studies that utilized control groups and a precise

definition of chronic disease, noted that parents of 1il chlildren have a
higher incidence of depression (Sabbeth, 1984). Zimand and Wood (1986)
stated that the configuration of familles with a child@ with Crohn's
disease is one of poor marital functioning and low divorce, a finding
consistent with the enmeshed family structure which provides
over-protection and lack of conflict resolution. Minuchin (1974)
described the enmeshed family structure as one in which all family
members are expected to have the same thoughts, feelings and attitudes
and where attempting to assert independence is difficult. Whirshing and
Stierlin (1985) noted that overprotection of the ill child can result in
complete self-sacrifice in enmeshed families. Protection of the child
may involve ignoring or avoiding marital problems. "When these highly
stressed families seem to find patterns that seem to work, they are
maintained at all costs--~-rigid patterns make changes very difficult to
azcomplish" (p.9). However these patterns designed to minimize stress ,
can function to increase rather than to decrease stress levels of the
patient (Zimand & Wood, 1986).

Bruce (1986) described the parents of chronically ill children as
experiencing ambivalence because they are afraid of letting the child
fend for herself/himself, while wanting the child to be independent.
Parents of children with Crohn's disease may be involved in discussing
issues that are normally more private for adolescents, such as diet
eaten outside of the home, stools, rest, and dlagnostic tests relating
to the bowel. Welitzman (1984) noted that disciplining i1l children
could be problematic and stated, "many such children develop behaviors
that evoke more negative responses in social contexts than does the
underlying disease itself". Sabbeth (1984) observed, that the impact of
illness on the family involved numerous spheres including: £inancial,
social, somatic, behavioral, conscious, and unconscious mental life.
Furthermore, Sabbeth noted that some fathers tended to withdraw,
spending long hours at work. She also commented, however, that some
parents develop complementary coping styles, that serve to protect each
other from being overwhelmed by their child's illness. A group setting
provides an opportunity for parents with similar issuves to learn from
each others' experience and to observe coping styles.
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Messner et al. (1985) stated that Crohn's disease involves many

1oses and that the individual may reexperience stages of the grieving
process and progress back and forth on a coping continuum throughout the
course of the illness. Not only do parents face asslsting their
grieving children, they must also deal with their own grief (Sabbeth,
1984). Schowalter,cited in Rodgers et al. (1981), points out that
chronically 111 childrenoften mourn, “normalacy loss, skills destroyed,
and in some cases for anticipated physical failure and death" (p.268).

Siblingsyaccording to Frey (1984),who 1ive in homes where a
chronically 111 sibling demonstrates poor medical management of their
illness, typically experience their family in one of two ways: as
something to avoid and leave as soon as possible or as something
impossible to leave, because any change would be threatening to the
patient or parents. Sabbeth (1984) concured that siblings way find
gaining independence to be extremely difficult. Featherstone,cited in
Rodgers et al. (1981), noted that siblings experience quilt around their
embarrassment about the 11l siblings' condition. "Siblings often feel
gulilty that they are healthy and resent the parental time given to the
child with the chronic disease, they may as a result, become depressed
themselves" (p. 270). Researchers have suggested that siblings of
chronically ill children are more prone to psychosocial problems, have
more behavioral problems and are often underachievers (Sabbeth, 1984,
p.53). Breslau (1983) studied the siblings of chronically ill children
based on ordinal position of birth and compared siblings who had lived
their early years with disabled children versus siblings that weze older
by the time the affected child entered the family. She found that
younger male siblings, particularly those in close age spacing to a
disabled ¢i:iild, scored higher on psychological impairment than older
male siblings. In contrast, younger female siblings tested as "better"
off psychologically than older female siblings. However, Breslau (1983)
suggested that the later response of female siblings to early life
experiences might be sex-contigent and that females may experience
depressive-anxious feelings.

There vas evidence that parents, experienced siblings of ill
children: as coping with less stress than indicated by the siblings
(Craft & Craft, 1989). Siblings reported 519 changes that they
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experienced during the illness of a sibling, while parents reported 252
sibling changes. Behaviors, including nervousness and difficulty
cunicentrating were reported more frequently by siblings than by parents.
Parents and siblings of acutely ill children were in more agreement,
than parents and siblings in families with a chronically 111 child
regarding sibling stress. Siblings categorized thelr perception of the
most difficult issues In the separation from siblings and worry about
their brother's or sister's 1illness and hospitalization (Craft & Craft,
1989). The needs of siblings of chronically 111 children are
underestimated by parents and often forgotten by the health care system.
It seemed advantageous to utilize the group setting as an opportunity
for siblings to share similar experiences with a peer group and express
their concerns. As well, it was hoped that siblings would have an
opportunity to become better informed about their sibling's 1illness and
treatment. Furthermore, opportunities were provided for interaction
with parent-sibling groups to facilitate communication about sibling
needs.

Other aspects of the program that were designed to further
communication related to family coping style included: family collages,
role-playing, discussions, provision of role-models, future planning and
attention to the mixing of groups. An outline of the five session
intervention program is provided in Appendix Five.

The intervention program was initially designed to be given as a
pilot program at HDH Hospital - Kingston, then refined further for the
Hospital for Sick Children and Childrens' Hospital of Eastern Ontario.
However, due to inadequate numbers of subjects to analyse the
effectiveness of the HDH program, the pilot study was extended to all of
the centres listed above. This necessitated careful preparation of
group leaders, to promote consistency of the program. Demonstations of
the techniques utilized , such as reframing fears with plasticene, as
well as discussions about content were held with each center's
facilitators on two occassions, for a total of five hours and reviewed
prior to each session. Although specific information varied slightly,
depending on the therapeutic perspective of the physician, the delivery
was held as consistent as possible. Individual personality variables,
are of course, unavoidable.
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The three components upon which that the program was based were: a
knowledge component, a portion to enhance family coping style, and a
section to address social well-being. The instrument described in the
methodology chapter (the CD-PSI) was developed to measure these
charactexistics.
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CHAPTER FOUR

METHODOLOGY

Five session intervention programs were conducted at three
different times in October and November, 1989 at the Hotel Dieu Hespital
- Kingston, in January and February, at The Hospital for Sick Children -
Toronto, and in March, 1990 at Childrens' Hospital of Eastern Ontario.
Letters describing the project (appendix 3), were sent to a total of 103
families. The gastroenterologists, had predicted a sample of 225
affected adolescents. However, with definitive diagnosis, based on
biopsy and/or the evaluation of a paediatric gastroenterologist, only
103 potential subjects were found. Twenty-three families responded by
phone or by letter to indicate that they would like to be involved in
the program. The Kingston sample was randomly assigned, however in
Toronto, a number of families either indicated interest after the first
session had bequn, or in one case could not attend on the specified
evening. These persons were assigned to the control group. The Ottawa
intervention group was therefore larger, with only one control subject.
although this sufficed for the pilot study, further study wouid
necessitate, equal numbers of subjects per center. Four families who
initially agreed to participate in the project and who were assigned to
the control group, did not complete forms as requested. One family
stated that it was a behavioral crisis time, regarding the youngest
sibling of an adolecscent with CD, another family found that the
questionnaires were too difficult for their developmentally delayed
child, and the third family expressed great disappointment that they
were assigned to the control group. A fourth family attended another
intervention program, that was largely knowledge related and vas of
eight hours duration. One family, did not complete the intervention
program. The mother of this family stated that although she and the
affected child wished to continue, that the older sibling did not want
to participate. Although there was no requirement that all family
members attend all sessions, the family only attended one session.

211 individuals were tested between October, 1989 and May,1990.
Twelve families, a total of 45 persons participated in the intervention
program, a total of 26 persons formed the control group. The total
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sample was 71 persons: including, 19 affected adolescents, 34 parents,
and 18 siblings.

CD-PSI - Crohn's Disease Psychosocial Inventory

Assessment of the intervention program and the control group was
completed utilizing a series of VAS (visual analogue scales), that
presented dichotomous variables related to chronicity factors. These
factors included: knowledge about Crohn's disease, social well-being and
family coping style. all participating family members completed the VAS
prior to the intervention program and three weeks following the program
(two months following the administration of the vasS). The control
subjects vere assessed using the same time frame, with the initial VAS
administration at week one and the subsequent testing at two months.

The VAS were a series of ten centimetre horizontal lines with anchors on
each end of the line near the response options. The point at the
intersection of the vertical line made by the respondent crosses the
horizontal line was measured to the nearest centimeter.

VA< have the advantage of ease of administration, of being readily
accepted by respondents, (Cella & Perry, 1986) and of being understood
conceptually by most children five years of age and older (Huskinsson,
1983). VAS have demonstrated sensitivity and validity for a broad range
of variables (Lush, Jansen-Bejerclie, Carrieri & Lovejoy, 1988). The
responsiveness of VAS instruments have enabled detection of clinically
important change even though that change was small (Guyatt et al.,
1987). The difficulty of finding enough descriptors, a difficulty with
other test formats, was eliminated. Dr. Pat McGrath, who utilizes VAS
for pain assessment verbally stated that in North American culture there
is a convention of the left side of the scale being low and the right
side being high. Therefore, the researcher thought that it vas not
advisable to reverse polarities of statements on the CD-PSI. The VAS
have been utilized to produce reliable and reproducible ratings of
subjective sensations of physiological data including pain and dyspnea.
The use of VAS for psychosocial variables included: depression, anxiety,
and distress. For psychosocial parameters, VAS has been used
sucessfully by Bachu et al. (1983), Cella and Perry (1986),

Morrison (1983), and Guyatt et al., (1986). Adult attitudes to children
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with epllepsy and its influence on lifestyle was assessed by Hoare

(1986). The study demonstrated the usefulness of VAS with parents of
chronically ill children.

Development of the CD-PSI vas initiated to provide a rapidly
administered instrument for the assessment of family members of youth
with Crohn's Disease. This would allow practitioners to gain lnsight
into various family member's perception of and knowledge about Crohn's
disease, family coping style, and social well-being. At subsequent
visits or following a disease-specific intervention program, these
perceptions could be re-evaluated. In this study, two standardized
instruments, the FAD, Family Assessment Device and the CF-Self-Esteem
Inventory were used to measure the effectiveness of the program, while
beginning validation of the CD-PSI. The CD-PSI has three forms: Form A
(affected adolescents) Form S (siblings), and Form P (parents).
Concerns regarding the use of VAS, and their use for lnstrument
development, relate to the cholce of descriptors and to an area of the
VAS referred to as the "golden section of the line" (Huskinson, 1983).
Athough the distribution of results in a ranlom sample of patients is
generally uniform and nearly equal numbers of measurements occur at all
points on the line, there is a golden section of the line. This point
occurs at the 6.2 cm. area. Statistical concerns also relate to the
extreme ends of the scale, for if a client choses an extreme point on
the scale and the symptom or concern increases they can only repeat the
same mark. The use of extreme descriptors may cause a shift to the left
and reduce the sensitivity of the scale (Sriwatanakul et al., 1983).

The scales of the CD-PSI are, Knowledge about Crohn's disease
(KNCD), Family Coping Style (FCS) and Social Well-Being (SWB). The
specific items that compose the scales axe as listed.

Knowledge aboui Crohn's Disease:

1. KPT - Total knowledge about Crohn's Disease

2. KPI - Extent informed about Crohn's Disease

3. KPU - Understénding about disease process

4. KPD - Understanding of diet related to CD

5. KPH - Extent to which feel well informed by health professionals
6. KPY - Understanding of how CD affects day to day living

7. KPX - Understanding of diagnostic tests
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8. KPM - Understanding of medications used for CD

9. KPG - Understanding of genetics related to CD

Family Coping Style

1. FPTT - Total FCS

2. FPT - Ability ‘o talk openly about CD

3. FPSB - Sibling behavior

4. FPH - Extent that the affected adolescents illness alters
holiday plarns.

5. FPF - Effect of adolescents CD on family

6. FPU - Extent that the future is discussed
7. FPC - Seek comforting from family
8. FPAB - Affected adolescent's behavior

9. FGPI - Understanding of others' feelings in the family
10. FPP

Problem Solving

Social well-Belng

1. SPT - Total social well-being

2. SPAE - Affected adolescent's degree of ease with peers
3. SPD - Ability to discuss illness with friends

4. SPSI - Degree of sibling independence

5. SPC - Adult/adolescent communication

6. SPSE - Sibling's degree of ease with peers

7. SPAB - Affected adolescent's school behavior

8. SPSB - Sibling's school behavior

9, SPF - Ability to discuss feelings / peers

The content validity of the gquestionnaire was assessed prior to its
distribution to respondents, by asking the multidisciplinary team at
Hotel Dieu Hospital to review it, based on their knowledge of
chronically 111 families with a member with Crohn's disease. A family
vhich consisted of three young adults with the disease and one
unaffected sibling vere also asked to complete the CD-PSI prior to its
use with participants in the study. Minor changes to the wording were
made and an omission of a statement on the sibling form of the CD-PSI
vas corrected. Ideally, the Kingston sample would have been large
enough to have assessed the concurrent validity of the CD-PSI relative
to the FAD and CF-SEI. Concurrent validity of the CD-PSI was determined
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by comparing CD-PSI results to the Family Assessment Device and the

Culture Free Self-Esteem Inventory for the total population at Hotel
Dieu Hospital - Kingston, at The Hospital for Sick Children - Toronto
and at Childrens' Hospital of Eastern Ontario - Ottawa.

The Family Assessment Device

FAD,designed by Epstein, Baldwin and Bishop (1983), is a 60 item
questionaire that utilizes statements that respondents complete by
checking one of: strongly agree, agree, disagree, or strongly disaqree.
The FAD includes seven scales: problem solving, communication, roles,
affective responsiveness, affective involvement, behavior control, and
general functioning. The test-retest reliablility ranges from .66 to .75
(Miller, Bishop, Epstein & Keitner, 1985). The scales, based on the
McMaster model of family functioning, were designed to measure problem
areas of functioning within famiiies and to collect thils information
directly from family members. Family functioning is seen by Epstein et
al. (1983) as related to "transactional and systemic properties of the
family system" versus "intrapsychic characteristics of individual family
members" (p.171). The FAD is used to collect information across
multiple dimensions and from various family members' perspectives. The
validity of predicting clinical from nonclinical populations of clients
in their study was p < 0.001. The cut-off scores of the seven scales
vhen utilized to determine clinical versus non-clinical groups, range
from 1.9 to 2.2. Healthy scores from non-clinical samples range from
1.8 to 2.1 with a diagnostic confidence of 68 % to 89 %, as a proportion
of correctly identified cases as compared to assessments by family
therapists. Famllies rated as unhealthy on a given dimension of
functioning by clinicians had significantly higher mean FAD scores (poor
functioning). All scales were significant at elther the 0.001 or 0.01
levels of significance except the general functioning scale, which vas
significant at the p <0.05 level and the behavior control scale which
wvas not significant (Miller, Bishop, Epstein, & Keitner, 1S45)- The FAD
vas found to be more sensitive to the ermeshed family than other
comparison instruments (Miller, Epstein, Bishop, Keitner, 1985). This
makes the FAD a useful instrument to facilitate further data collectlon
related to previous studies. Zimand and Wood (1986) stated that the
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configuration of families containing a member with Crohn's disease was

one of poor marital functloning and low divorce; this is a finding
consistent with the enmeshed family, which is seen as overprotective and
lacking conflict resolution. The test-retest reliability of the FAD was
.66 to .71, with low correlations with socilal desirability and moderate
correlations with other measures of family functioning such as the FACES
II and The Family Unit Inventory (Epstein et al., 1983). The
intervention program used in the project was for young people with
Crohn's disease and was also based on a family systems approach with the
belief that a serious chronic illness impacted on all family members.
Data were collected from all family members able to adequately read and
answer the questionaire. The CD-PSI scales of family coping style, and
to a lesser extent social well being, were postulated to have features

vhich weresimilar to the FAD scales.
The Culture-Free Self-Esteem Inventory

The purpose of The Culture-Free Self-Esteem Inventory (SEI) by
Battle (1981) .3 to identify adolescents and adults with low self-esteem
vho may be in need of counselling. Self-esteem, by Battle's definition,
refers to the perception that the individual possesses of his own worth
(Buros, 1985, p.204). Test-retest correlations range from .79 to .82.
Internal consistency for the subscales of self-esteem are as follows:
general scale - .78, social scale - .57, personal scale -.72 and
defensiveness scale - .54. Concurrent validity using The Stanley
Coppersmith Self-Esteem Inventory ranged from .71 to0.80 (Battle, 1981).
The most useful aspect of the Culture-Free SEI for determining validity
and reliability of the CD-PSI appeared to relate to the breakdown of
self-esteem into general, social, and personal components which appeared
valuable in assessing the total CD-PSI score and the social well-being
parameter of the CD-PSI.

Method of Analysis

A statistical procedure, repeated measures ANOVA, was utilized to
determine the interaction of post-interventidn scores with
pre-intervention scores on the CD-PSI. A repeated measures ANOVA
provides statistical adjustment of post-test scores by the differences
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that exlsted between individuals on pre-test scores. The adjusted

post-test scores are compared to the pre-test scores to ascertain the
magnitude of the difference that existed following the interventici:
program. A control group of families who did not receive the
intervention program and were tested with the same instruments
adminisiered to the intervention group, at the same time intervals vere
utilized for comparison data. The time intexrvals were three weeks
post-intervention (at the two month point) and prior to the
intervention. Variables included, scores on the CD-PSI, FAD, and CF-SEI
as well as, factors indicative of disease severity, the CDAI, Crohn's
Disease Activity Index and presence of growth fallure. These were
statistically analysed using SYSTAT. The following diagram indicates
the data that were analysed for the study.

Table 6

pata Analysed for the Study.

Ssample Pest/CD-PSI,FAD, CDAI Growth Fallure Pre/CD-PSI, FAD,
and CF-SEI. (Ht. and Wt.) and CF-SEI
Affected child cp-PSI- Knowledge Score Pertentiles cD-PSI- Knowledge
(") Farily Coping Style Family Coping Style
social Well-Being Social Well-Being
FAD Scores FAD Scores
CF-SEl Scores CF~-SE! Scores
Siblings n-pgl- Khaowledge Score Percentiles CD-PSI- Knowledge
varily woptwg Style Family Coping Style
tevia: wahi-Being social Well-Being
FAL Arorsd FAD Scores
CF-%EL Snore? CF-SE1 Scores
Parents CD-PS1- Kuowledge Score Percentiles cD-PSI- Knrovledge
Family Coping Style Family Coping Style
Social Well-Being Social Well-Being
FAD Scores FAD Scores
CF-SEI Scores CF-SEl Scores

Tritt and Esses (1988) highlighted a number of methodological issues
relative to data collectlion for research concerning the impact of
chronic illness. They cautioned that r search findings relate to who
was doing the reporting, as perspectives of varlous family members vary
and therefore they recommended information gathering and compar ison
between various family members' xesponses. Therefore, data for this
study were analysed according to family role: affected adolescent,
sibling, or parent.
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Instrument Validation

Utilizing TESTAT, a companion program of SYSTAT, preliminary data
regarding the reliability of the CD-PSI was determined by comparing
self-perception scores of knowledge of Crohn's disease, family coping
style, and social well-being with a number of other measures. The
pexception of knowledge about Crohn's disease on the CD-PSI was compared
to a quiz regarding basic knowledge about the bowel, Crohn's disease, '
and the diagnosis and treatment of the condition (Appendix 2). Family
coping style was compared to problem solving, communicaton, roles,
affective responsiveness, affective involvement, and general functioning
scales of the FAD. The social well-being score was also compared to the
FAD.

The remaining aspect of the methodology was the recording of a
variety of parameters to ascertain the influence of disease-specific and
related parameters that might relate causally, as well as aspects that
might be confounding factors. Disease-specific parameters such as the
CDAI, the presence of growth failure, and the specific location of
disease ( upper gastrointestional, lower small bowel, colon, anal, and
perianal) were docamented. Treatment factors were also noted, including
medications (the use of prednisone in particular) and specific
nutritional interventions. Prior psychosocial interventions, both
individual and group, were noted. In order to assess confounding
factors, age, socioeconomic factors, ethnicity, and religion were
documented and this information analysed retrospectively.-



The total sample consisted of 71 persons, including 19 affected

ANALYSIS OF RESULTS

CHAPTER FIVE

Characteristics of the Study Population

adolescents, 34 parents, and 18 siblings.

data specific to physical parameters and treatment of the affected

adolescents.

There were 12 adolescents with CD in the treatment group

and seven in the control group.

Table 7

Physical Paiametezs and Treatment of Affected Adolescents

Dimension Parameters ‘Total Sample " Intervention control
n M n M n M
Medication Current Rx 14 0.7368 10 0.8333 4 0.5744
Not RX. 5 0.2632 2 0.1666 3 0.4286
Prednisone Current Rx 8 0.4210 5 0.4166 3 0.4285
Not Rx. 11 0.5789 7 0.5833 4 0.5714
Surgical Yes 3 0.3157 3 0.2500 3 0.4285
Intervention No 13 0.6842 9 0.7500 4 0.5714
Ostomy Yes 2 0.1052 1 0.083 1 0.1428
No 17 0.8947 11 0.9167 6 0.8571
Affected Area
of Bowel
Upper GI Yes E] 0.2105 2 0.1666 2 0.2857
No 15 0.7895 10 0.8333 5 0.7143
Lover Small Yes 16 0.8421 11 0.9166 3 0.4285
Bovel No 3 0.1579 1 0.0833 4 0.5714
Colon Yes 6 0.3157 2 0.1666 4 0.5714
No 13 0.6842 10 0.8333 3 0.4286
Anal Yes 4 0.0526 3 0.2500 1 0.1428
No 15 0.7894 9 0.7500 6 0.8571
Perianal Yes 6 0.3157 3 0.2500 3 0.4285
No 13 0.6842 9 0.7500 4 0.5714

(table continued)
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The following table provides
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Comoarison of Physical Parameters and Treatment Parameters Between

Intervention and Control Groups

Table 7 lists baseline data relative to the control and
intervention groups. Seventy-three percent of the youth were taking one
or more medications at the time data were collected. Eighty-three
percent of intervention subjects were taking medications, whereas 57% of
control subjects had medications prescribed. However, nearly equal
numbers of subjects per group were on prednisone, a drug that alters
physical appearance.

Surgical intervention had been utilized for 25% of the intervention
group and 43% of the control group. One person in each group had an
ileostomy, an opening of the small bowel onto the abdomen, where stool
is collected. The dietary regimes of the subjects were similar, in that
75-85 % ate a reqular diet and 14-16% were treated with enteral feeds.
Enteral feeds are partially digested nutrients using a nasogastric tube,
often in cdnjunction with a feeding pump, usually as the person sleeps.

The intervention group had experienced a mean number of 1.9
hospitalizations and a mean of 5.2 weeks in hospital. The control group
had a mean of 3.0 hospitalizations and a mean length of hospitalization
of 9.5 weeks. The larger standard deviation of the control group data,
related to hospitalization appears to be largely accounted for by one
individual who has a serious malabsozption problem.

The subjects were asked to record all areas of the bowel that were
affected. Lower small bowel disease was more prevalent in the
intervention group than in the control group, while disease of the colon
and perianal region was more common in the rontrol group. Length of

diagnosis vas similar between groups, whereas the gap between the onset
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of symptems and dlagnosis was longer for control subjects. Both groups

had been i1l approximately the same length of time in the past year;
between § and 6.3 months.

indices of disease severity related to growth fallure are noted on
Table 7. Height and welght were categorized by percentile. Degrees of
growth were listed as less than or equal to the 50th, 25th, lbth and 5th
percentile or greater than 50th percentile. Failure to gain weight as
indicated by weight ¢ to the 25th percentile occured in approximately
half of the control and intervention groups. Thirty-three percent of
the intervention group and 28% of the control group had severe growth
retardation related to weight gain at ¢ the 5th percentlle. Flifty
percent of the intervention group and 57% of the control group were >
25th percentile for weight. There were greater differences between
groups for height. Sixty-three percent of the total sample were < the
25th percentile, however this described 44% of the intervention group
and 86% of the control group. Twenty-two percent of the intervention
group were < the Sth percentile and 42% of the control group were g the
5th percentile for height. Fifty-flve of the Intervention group were in
the > 25th percentile range, whereas only 14% of the control group were

in this percentile range.
Affected adolescents from both the control and intervention groups

whose weight was € to the 25th percentile scored lower on the FAD on all
scales, indicating healthier scores than those whose welght fell in the
>25th percentile range. In addition they scored higher on the knowledge
quiz (KQCD) as well as perception of knowledge (KPT). Results for yoth
who were ¢ to the 25th percentile for helght, were similar to those
described relative to weight, as outlined on Table 8. This study



Table 8

Relationship / Grovwth Status and Psychosocial Parametexrs
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Dimension WE.< 25%th Wt. > 25th Ht ¢ 25th Ht. > 25th
Pesrcentile Percentile Pexcentile Pexrcentile
FAP H 2.136 2.450 2.167 ' 2.487
s - 0.573 0.756 0.557 0.690
Fac o 2.273 2.417 2.275 2.400
sp 0.478 0.319 0.456 0.294
FAR H 2.201 2,533 2.275 2.471
sp 0.351 0.327 0.377 0.340
FAAR H 2.036 2.750 2.117 2.786
sp 0.514 0.394 0.564 0.372
FAAL H 2.209 2.533 2.192 2.457
D 0.520 0.463 0.500 0.469
FAB M 1.818 2.267 1.833 2.229
s 0.475% 0.599 0.452 0.556
FAE M 1.891 2.000 1.900 2.000
sp 0.545 0.587 0.520 0.535
ST M 7.053 8.024 7.234 8.174
5D 1.058 0.759 1.187 0.821
FPTT M 7.246 7.444 7.216 2.378
sD 1.324 1.392 1.266 1.304
KPT M 7.246 5.893 6.760 6.203
5D 1.324 - 2.070 1.591 2.108
kQeD M 6.614 3.771 6.045 4.263
sp 1.582 1.541 3.057 1.991

tSee list of abbreviations



48

constitutes only a small percentage of adolescents with Crohn's disease,
however, this information may corresporxi to the concern that marginally
111 adolescents are at as much or more at risk than youth who are
clearly defined as {11 by other persons.
CDAI scores for subjects ranged from 18-312 on the first testing.

As previously explained, all persons were accepted for the study
regardless of thelr CDAI score. The second CDAI, revealed change within
one subject of 191 points. In retrospect, it appears that the CDAI is a
sensitive measure of current disease severity. However, an initial low
CDAI should not preclude entry into the study. Fifty-eight percent of
the control group and 57% of the intervention group had CDAI scores £
150. However, approximately half of this group were lov in weight and
31% had severe growth failure relative to weight gain. GCreater than .
half of the subjects were ¢ to the 25th percentile for height. Only 16%
of intervention subjects and 14% of control subjects had CDAI scores
between 250 and 350, a finding relative to growth failure that indicates
current evidence of inflammatory process is only a partial guide to the
morbidity of the disease. CDAI scores did not relate to psychosocial
parameters of the FAD and the CD-PSI. This finding may indicate that
severity of disease ani psychological functioning are not directly
related in youth with Crohn's disease or that other parameters such as,
correlating delayed pubescence with psychosocial measures might be more
helpful if correlated with psychosocial issues.

In summary, regarding physical parameters and treatment, the
intervention and control groups were similar. The intervention group
had a greater frequency of disease of the small bowel versus disease of

the colon and perianal region, as was typical of the control group. The
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intervention group had been diagnosed more promptly and had recelved

less surgical intervention, however they took more medication than the

control group.
Demographlc Factors

The demographic data which related to parerts included: marital
status, vocation, total famlily income and ethnic group of both parents.
Table 9 lists the demographic data. Of the 32 parents in the study, 94%
vere married and had not Seen previously divorced. One parent had
remarried and one parent was a widow; both pers<n® were ln the
intervention group. Although the sample was small, this corresponds
vith the Zimand and Wood study (1986). They found that a contrasting
pattern of low divorce existed in families of children with Crohn's
disease relative to parents of children with other gastrointestional
diseases or from the normative population.

Both intervention and control groups were similar with respect to
vocation of parents. The control group had eight percent more skilled
parents in the category related to vocation and nine percent fewer
professional parents. Parents defined as unskilled members of the work
force accounted for approximately 16% of both groups. Income for both
groups was also similar, with 20% of family incomes falling betwezen
$20,000 and $49,000. Thirty percent of the intervention group and 20%
of the control group made between $50,000 and $69,000. Fifty percent of
the intervention group and 60% of the control group made between $70,000
and $100,000. These families were for the most-part, middle to upper

income families.
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Ethnic grouping varied between the groups as shown in Table 9 with

37% fewer persons in the control group identifying with North America.
Forty percent more persons in the control group identified with Eastern
Europe. Religious affiliation, was also less comparable between groups
than other parameters. In both groups the largest religious group
represented was Roman Catholic, however 24% more of the intervention
group belonged to that denomination than the control group. The Jewish
faith was represented by only 8% of the intervention group and 29% of
the control group. If parents were of different falths, the affected
adolescent's religious affiliation was recorded.

The ages of family members are grouped and listed in the Table 9.
Sixty-seven percent of the affected adolescents in the intervention
group and 43% of the control group were between 9 and 14 years of age.
Thirty-three percent of the intervention group and 57% of the control
group were between 15 and 19 years of age. It is interesting to note
the ages of the intervention and control group siblings. Forty percent
of the intervention group siblings were between the ages of 9 to 14, 57%
were between 15 and 19 years and 29% were over 19 years of age.

Although greater than half of the siblings in both groups were between
15 and 19 years of age, the lower age range and the upper age range were
opposite, with no older siblings in the intervention group and few
younger siblings in the control group. Ordinal position of the affected
youth varied accordingly, with 57% of the control group being youngest
siblings and 74% of the intervention group being either middle or eldest
children in their familles.

In summary, demographic comparisons between the control and

intervention groups showed some diversity relative to ethnicity and
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religious affilation. The ages of siblings in the lower and upper age

ranges were dissimilar, and the intervention group tended to have more

persons in early adolescence.

Psychosocial Baseline Data

The data for the psychosocial parameters are contained in Table 10.
Seventy-three percent of youth with Crohn's disease discussed emotional
concerns with their gastroenterologist. This included 85% of the
control and 67% of the intervention group. However 50% of the
intervention group met with one of: a soclal worker, a psychologist
and/or a psychiatrist whereas only 14% of the control group had received
this intervention. Fifty percent of the intervention group and 28% of
the control group, had participated in group work related to Crohn's
disease in the past. These group sessions appeared to be either CFIC
meetings or large annual informatio. sessions or in a few cases
unstructured support groups. Equal numbers of affected adolescents had
discussed emotional concerns with a nurse or a general practitioner.

In summary, it appeared that there had been considerable effort, to
meet the emotional needs of these young people, on the part of health
professionals. It also appeared, that although both groups had received
assistarce, sources of support varied between groups; support from the
gastresnterologist wvas more often utilized by the control group and
supeQrt from psychosocial professionals more frequently chosen by the

intervention group.
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Family Assessment Device

The results of the Family Assessment device, completed as baseline data
for the total sample noted the need for psychosocial support for
families with a youth with Crohn's disease. The mean scores and the
healthy/unhealthy cut-off scores are indicated on the histograms that
follow. Unhealthy scores for the FAD are the higher range of scores
while healthy scores are indicated by the lower range of scores.
cut-off scores vary between 1.8 and 2.2 for individual scales of the
FAD. Results as shown by histogram in Figures 11 to 16, indicate that
43% of the sample were in the unhealthy range for problem solving, 68%
for communication, 56% for roles, 61% for affective responsiveness, 1%
for affective involvement, 65% for behavior control and 47% for general
family functioning.

Problem solving, the family% ability to resolve problems (issues
vhich threaten the i.tegrity and functional capacity of the family) to
maintain effective family functioning was in the unhealthy range for 43%
of the sample. Cemmunication as measured by the FAD, focuses on whether
or not the verhal messages are clear with regard to content, and direct,
in that the person spoken to, is the person for whom the message is
intended. In this sample 56% of family members were in the unhealthy
range.

Roles or the pattern of behavior for handiing a set of family
functions, included items related to provision of resources, nurturance
and support, opportunities for personal development and management of
family systems. Equitable assignment of tasks and the extent to which
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tasks are carried out responsibly were measured. Fifty-six percent of
the sample scored in the unhealthy range.

Affective responsiveness, the measure of appropriate affect over a
range of responses, was in the unhealthy range for 61% of the sample.
Affective involvement is considered healthy if in the intermediate range
and is a measure of the value placed on each other's activities and
concerns. Seventy-one percent of these families were in the unhealthy
range on this parameter. This finding is similar to those of
Steinhausen (1982), relative to youth with Crohn's disease; €0% had
psychiatric disturbance related mainly to affective disorders. Both
samples are small. Although, 19 to 36 % of nonclinical families might
score in the unhealthy range on one or more parameters of the FAD, both
the number of parameters and the percentage of family members scoring in
the unhealthy range, were of concern for the well-being of these
families.

Forty-seven percent of the sample scored in the unhealthy range for
general family functioning. Less than half of the family members, were
in the unhealthy range for general functioning and for problem solving.
Yet a very high proportion of families were unhealthy on other
parameters.

Comparison of the control and intervention groups on FAD parameters
at baseline are listed on the Table 11. The list of abbreviations,
available to the reader assists interpretation of results. Overall, the
intervention group and the control group are very similar on FAC, FAAI,
FAR, FAB, and FAE. Scores are either similar or identical and are
within 0.1 points. The standard deviation scores indicate a greater

degree of varlability within the control group. The FAP and FAAR 3cores
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differ by only 0.2, with the control group scoring as less healthy
relative to the intervention group. Table 11 lists comparative means
and standard deviations for the siblings, affected youth and parents.
The between group comparisons appear similar, however, the size of the
control and int:szvention groups alerts one to the danger of generalizing

current results as there are only 19 affected youth in the study.

Culture-Free SEI, Self-Esteem Inventory

The literature related to self-esteem of chronically i1l children
is contradictory. Self-esteem of chronically i1l children has been
shown to be higher, equivalent and lower than controls depending on the
study (Adams et al., 1986; McAnarney, 1985)., This study has not added
any clarity to the self-esteem issue. The scales, general self-esteem,
social self-esteem, personal self-esteem, total self-esteem and
defensiveness had mean scores between 29 and 76 and standard deviations
between 6.8 and 37.6. When scores were separately analysed for the
intervention and control groups, by family role, the SD scores remained
between 6.8 and 37.6. Several factors may account for the variability
of with-in group scores. The fact that the raw scores were converted to
percentile rank according to the CF-SEI manual (Battle,1981) and then
entered as the data, can result in a polarized impression of the group.
However, variability of self-esteem concerning persons with chronic
illness, also existed in the literature. Thus, it was decided that
there would be little gained in re-entering the raw scores data since
“here were no significant correlations between the FAD and the CF-SEI,

nor between the CD-PSI and the CF-SEI.



58

A one item, self-esteem scale on the CD-PSI correlated significantly
(p<0.001) with FAC (communication) on the FAD. At the left polarity of
the scale was the statement, I always feel good about myself, and at the
right polarity was the statement, I never feel good about myself.
Clearly, this is a simplistic way of looking at self-esteem relative to
the categories determined by Battle (1981). Although, the relationship
of self-esteem and communication has face validity, little has been
gained in determining levels of self-esteem in families with an

adolescent member who has Crohn's disease.
The Crohn's Disease Psychosocial Inventory
Knowledge Component

The KPT was intended to test differing perspectives of family
members related to perception of knowledge about Crohn's disease. Table
12 lists all of the subscales that form KPT and lists the scores of the
total sample, the control group, and the intervention group. As well,
the above groups are broken down by family role. The list of
abbreviations is helpful to clarify the meaning of this information.

The control group, relative to all family members pexceived
themselves, as better informed than did the intervention group. This
group, also seemed to view their gastroenterologists, as persons to
discuss concerns with more than the intervention group, who listed
psychosoclial professionals as supportive. The lower perception of
knowledge by the siblings is predictable relative to other family
members and the very low KPH scores reflect the nature of the lack of
contact that health care professionals have with siblings. What was

rather surprising to the researcher, was that parents from both groups
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scored lower on a number of scales than did the affected youth. Parents

in the control group perceived that they were better informed by health
professionals relative to the intervention group, while intervention
group affected adolescents, perceived that they were better informed
than the comparative contzol greup.

Use of the KQCD ( see appendix 8), a factual knowledge quiz, was an
attempt to determine if KPT, (perception of knowledge), corresponded
with a written measure of knowledge. The mean and standard deviation
KQCD scores are listed in Table 13. The intervention group scored lowei
on this knowledge parameter than the control group, indicating some
accuracy of perception of knowlege, because they also had lower KPT
scores. Mothers and fathers were also compared, with fathers scoring
about eight percent lower than mothers on the KQCD.

Table 14 compares KQCD ard KPT. Total KQCD and KPT are correlated
at r=0.559 and with a significance of p<0.001. KQCD and all individual
KPT scores are correlated for the total sample and the table also lists
futher breakdown of groups and correlations significant to the p<0.05
level.

As was anticipated by the researcher, KPT did not correlate
significantly with FPTT, SPT, FAD, nor the CF-SEI. As KPT correlated
well with KNCD, it seems this is an independent measure of perception of
knovledge. Furihermore, this supports the clinical judgement that
patients and their families, frequéntly are correct in their estimation

of knowledge.
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Family Coping Style

The FCS was intended to measure the impact of CD on the family and

the effectiver.2ss of the family in adapting to the stress of having a
chronically ill family member. The scores on the FCS scales are
presented in a similar manner to the KPT scores. The scores are in the
mid to higher range of the scale, especially related to parental
perceptior of family coping style, perhaps indicating the impact of
social desirablility. The affected adolescent and sibling scores are
lower than the parent scores. Sibling scores were lower for the total
FCS score, the FPTT, as well as for FPSB (sibling behavior), FPC
(communication), and FGPI (understanding of others' feelings in the
family). FPP (problem solving) was rated higher by siblings than by
affected adolescents. The intervention group siblings and the control
group siblings scored in opposite directions on FPT (ability to talk
openly about Crohn's disease), FPU (the extent that the affected youths'
illness alters holidays), FPF (extent of adolescent's CD on the family),
FPU (extent to which the future is discussed), and FPSB (sibling's
behavior). This may reflect the differences of age of siblings, between
the control and intervention groups, as well as ordinal position of the
siblings in the two groups. Howezver, any interpretation of results with
this number of parameters and a small sample size should procede with
caution and with limited generalizability. |

The table of correlations of the FAD scales with the CD-PSI scales
follows. FAE;'(the general scale of the FAD) and FPTT, the total score
of the_EfS/were significantly related, (r=-0.449) at the p<0.001 level

of significance (the scales are scored in opposite directions which
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accounts for the negatlve correlations). Sibling behavior was

significantly correlated (r=-0.414) with FAB (behavior), at the 0.001
level of significance as is the affected adolescent's behavior
(r=-0.413). Understanding others' feelings in the family (FGPI) and
problem solving (FPP) are also significant at the 0.001 level. FPP, in
fact is significant at the 0.001 level with all FAD measures. As FAP,
consists of one visual analogue scale, this may reflect the emphasis of
the FAD on problem solvingy with-in the construct of family functioning.
FAR, roles with-in the family was significant at the 0.001 level with
FPU-the extent to which the future is discussed (r=-0.393) and was
significant at the 0.002 level with FPC-communication (r=-0.386) and
FGPI-understanding of others' feeling in the family (r=-0.381). FPU and
FPC were also correlated with FAC-communication. FAP-problem solving,
vas significant at the 0.001 level with FPP and FPU.

It is of interest, that as the group is specified related to family
role, as shown on the Table 18 that correlations between FAD and FPTT
increase. The level of significance of the correlation of FPTT with
FAP, FAR, FAAR, FAAI, and FAE is p<0.001 whereas only FPTT and FAE are
at this level of significance with the total sample. Also, the
correlations increase; FAE for the total sample is correlated at -0.449

and for the parent group is correlated at -0.696.
Social Well-Being

Table 19 provides the means and standard deviations for all
subjects, as well as, according to family role for the social well-being
scale (SWB) of the CD-PSI. The control group families perceive

themselves as healthier relative to the intervention group's perception
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of themselves by approximately 0.4 points overall and are slightly more

positive in their perception of all SWB scales, except sibling behavior
at school. However, the family scores are generally similar between
groups. Parents in the control group scored slightly higher on all
scales except for sibling behavior at school (SPSB), which was 0.6
points less than the intervention group. Control group siblings'
perception of their school behavior was lower than their parents'
perception by 1.0, while the affected adolescents rated their school
behavior more positively (2.2 points higher than the siblings had

perceived thelr behav: ¢’ .. s3iblings in the intervention group were
younger and rated their srt.ux.: .»-havior as similar to the affected
adolescents. Parents, - tne sibling's school behavior higher than

the young people had perceived the school behavior of the slbling.
Similar differences of perception of SWB hetween sibling groups are
evident on the SPAE, SPAI, and SPF scales. The differences in opinion
between the affected adolescents regarding SPSI, SPAE, and SPSB might
also be explaihed by the different ages of siblings. Further study of
age and ordinal position of siblings of chronically ill youth would be
valuable, however, as the current information is notvgeneralizable.
Although the control group siblings perceive their communication

skills positively, they rate thelr understanding of other persons'
feelings 1.2 points lower than the intervention group at baseline and as
2.0 points lover than they rated SPC. Overall, the groups seem similar
with the exceptlion of some of the sibling parameters.

Table 20 lists correlations between the FAD and SWB of the CD-PSI
follows. A relationship between the social parameters of the CD-PSI and

the FAD occured on a number of parameters. As the FAD is a measure of
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family functioning, the relatlionship is not as strong as with the FCS5 of

the CD-PSI. SPT correlated with FAP (r=-0.429), FAC (r=-0.401), FAAI
(r=-0.438) and FAE (-0.423) at a significance level of p<0.001. FAAI
correlated with sibling behavior (r=-0.447) at a slignificance level of
p<0.001. This is of interest in terms of parent/sibling dynamics, as a
large proportion of these families had unhealthy scores on affective
parameters on the FAD and because the literature pointed to behavioral
issues with siblings of chronically ill children (Chapters 2 and 3).
Ability to discuss feelings, SPF and FAP are correlated (r=-0.441) at
the p<0.001 level and SPF is also correlated to communication (r=-0.372)
at the p=0.002 level. The relationship between SWB and FAP is
understandably less than between FCS and FAD, however social skills and

family related skills such as communication and problem solving overlap.
Additional Scales of the CD-PSI and their Relationship to FAD

Several additional scales nf the CD-PSI were included in this study
more out of curiosity than in the hope of determining any significant
relationships. Steinhausen (1982) had determined that youth with CD had
an internal locus of contrcl, and this parameter correlates with the FAE
scale (r=0.376, p=0.002) of the FAD. Mood, was significantly correlatzd
with FAP (x=~0.505) and FAC (x=-0.437) at the p<0.001 level of
significance and with FAE (r=-0.366) at the p=0.003 level with general
functioning. SESTE (self-esteem) as measured by a sole VAS of the
CD-PSI was also significantly correlated with FAC (r=-0.435) at the

p<0.001 level. All of these parameters need futher study.
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Efficacy of the Intervention Program

Table 21 lists the within-group and between-group pretest and
posttest differences for the control and intervention groups. The

intervention group demonstrated significant with-in group lmprovement at
the 0.001 level for KPT, KQCD, FAAR and FAAI. Prior to the research
this researcher expected the knowledge score to improve following the
intervention program. However, the improvement in an affective domain
(FARR) followlng the intervention was quite exciting. The FPTT scores
also showe: = ﬁnif?ﬂance improvement. None of the control group
psychosoc.. : or knot“edge parameters improved with the designated range
of significance (p<0.01) for this number of measures.

Repeated measures ANOVA for between group comparison, demonstrated
that the intervention group improved significantly (p<0.901) in
relationship to the control group for KPT (knowledge parameter) of the
CD-PSI and for KQCD (knowledge questionnaire). A probability level of
0.010 was obtained for FARR (affective responsiveness scale) of the FAD.
These f£indings indicate that the five session intervention program was
effective in improving a psychosocial paxameter and several knowledge
components. If the research were repeated with a larger sample of
subjects, with-in group statistics cffer the possibility of
demonstrating improverent on additional parameters of psychosocial
functioning.

The program evaluation summary (Table 22), lists rankings on a
Likert scale by participants of activities and presentations in the five
session intervention program. The participants were positive about the
factual information presented concerning CD and its treatment. They

rated activities related to psychosoclal parameters in the moderate
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range, with the exception of siblings who rated those activities more
positively. The affected adolescents also rated the cartoons (Figures
1-10) at a higher level. The purpose of the activities had been to
concretize issues and to facllitate expression of issues and feelings.
J~aediacy was encouraged and intellectualization was dlscouraged in

- vq@s of the active, participatory nature of the activities. One young
2Jexrson, vwhen asked to shape a fear with plasticene, shaped a coffin and
described his fear of not sirviving iii< adulthood. In reshaping his
fear into hope, he :ade a sallboat a i ««=zcribed how he, llke the
sallboat, must go with the wind, as thc nature of his illness vas
similarly unpredictable. When activities such as making family collages
and drawing personal shields were in progress, considerable discussion
took place regarding the day to day impact of the disease. Some parents
challenged others about the extent that they focused on the disease and
many themes emerged related to the youth's future. However, supportive
-omments were also shared by the group, although it appeared that a
number of sensitive issues were ralsed. One parent noted on the
evaluation form, that she would have prefered a more "intellectual"
approach. The activitles appeared to facilitate golng beneath "surface
issues" and to enhance non-verbal and affectlive aspects of
comnunication.

The cartoons provided a medium for reframing numerous issues related
to the disease, treatments, hospitalization and the day to day impact of
Crohn's disease. The affected adolescents seemed enthusiastic about
this activity, requested copies of the cartoons and rated the activity
most favorably of the family members. It is interesting to note that

the adolescents ranked planning for the future the highest, at 4.4 out
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Table 22

Program Evaluation

Opinion of Usefulness / 5 Point Likert Scale Total Parents Siblings Youth /CD

Information about CD 4.2 4.3 4.0 4.2
Information zbout Dx. and Rx. of CD 4.3 4.5 4.0 4.0
Information about nutrition 3.2 3.0 3.3 3.3
Getting acquainted activity 2.8 2.9 2.7 2.5
Drawing /discussing personal shield 2.7 2.6 3.5 2.7
Nutritional management of CD symptoms 3.1 3.0 - 3.2
Family collagé and discussion 2.9 2.8 4.0 2.9
Current research re. CD - 4.8 - -

What siblings go through discussion - 3.2 3.0 -

Tour of hospital - - 4.3 -

Concerns re. sibling with CD - - 4.7 -

Concerns re. having CD (plasticene) - - - 3.3
CD and school / peers - - - 3.2
Cartoons / booklet re. CD 3.4 3.1 4.0 3.5
CFIC Speakers 3.9 3.8 3.5 4.1
Planning for the future - 3.1 - 4.4
Planning free time / leisure - - - 3.3
Adult / Sibling Discussion - - 4.2 -

Adult speaker with CD - 3.9 - 3.5
Coping strategies / youth with CD - 3.3 - -

Average Scores 3.4 3.5 3.8 3.4
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of 5 on the scale. Parents were less positive about this activity which

was conducted independently for adolescents and parents. One couple

could not imagine a single occupation for their son, or even thelr son
leaving homé, desplte the fact that he was moderately well and 18 years
of age. Host of the parents descibed concerns related to medical
management when thelr son or daughter leaves home. The group
facilitator with Crohn's disease assisted with problem solving related
to these issues.

Slblings seemed pleased to have the opportunity tc discuss
psychosocial issues and particularly their concern for their brother or
sister with CD. From discussions and as illustrated in figqure 4,
Siblings are often asked about their hioth.xz's or sister's health, yet
feel the least qualified of the family members to answer this question.
Parental discussion about siblings was interesting, in that parents
within the same family often differed in their view of the impact of the
adolescent's CD or: the sibling.

The evaluation will be useful for the multidisciplinary team at
Hotel Dieu to reassess and revise aspects of the program. It appears
that another form of introductory activity is required and that the
personal shield activity will need revision. Although parents seem to
favor concrete activities less than other family members, the value of
such activities may relate to an improvement in the affective

parameters.
Instrument validatlon

Table 23 lists the correlations between FAD and all measures of the

CD-PSI. There were no correlations computed between the CF-SEI,
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Self-Esteem Inventory and CD-PSI nor between CF-SEI and FAD.

Therefore it was assumed that diffecent constructs were being

measured. FAD and FCS, Family ccping Styie were correlated to a
areater extent than SWB, soclal well-belna and FAD.

Reliabllity statistics for the FCS and SWB are detailed in
Table 24. The relliabilities were in the moderate range wlth FPP
having the highest reliability of 0.727 and SPAB having the lowest
at 0.441. However, these are respectable reliabilities for single
item scales on a sample of this size. The instrument is also
moderately consistent as demonstrated by internal consistency
data.

Principal component factor analysis data for FAD and the FCS
scales of the CD-PSI are included in Table 25. Seven factors
accounted for 92% of the varience. The first factor accounted for
21.6 % of the varience. All of the FAD measures and FPP, problem
solving composed the first factor with factor loadings greater
than 0.6.

The second factor, accounted for 9.1 % of the varience and
related to sibling behavior (FBSB)Y, ccmmunicaticn and sibling
comfert levei with peers., The third factor accounted for 11.3 %
of the varience and was related to impact of CD on family and peer
issues. Included were. FPH, FPP, FPTT, SPT, SPAE, and SPSE.
Behavioral, affective, and independence issues composed the fourth
factor that accounted for 11.5% of the varience. Scales inciuded
were FAAI, FPSB. FPAB, FGPI. FPTT, SPSI, and SPSB.

The fifth factor dealt with communication related to illness

and included FPT and SPD. This factor accounted for 6.9% of the
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Table 25
Factor Analysis
ROTATED LOADINGS
1 2
*op -0.845 -0.048
Fac -0.818 -0.049
FAR -0.748 -0.197
FAAR -0.808 -0.073
Faal -0.781 -0.334
FRB -0.628 0.060
FAE -0.762 -0.109
FPY 0.106 0.299
FPS8 0.074 0.516
FrH ~-0.116 -0.030
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varience. The sixth factor was comprised of only.one item,

affected adolescent’s behavior as it relates to school. The
reliability for this scale is low and further clarification is
needed. The factor loading was very high for a single scale. at
0.892 and accounted for 4.9% of the total varience. The seventh
factor related to comforting sought from the family (FAC). FAC
was not related to FAAI or FRAR in the factor analysis.

It appears that further analysis of the instrument (CD-PSI)
should not utilize total family and social parameters and should
focus on factors that appear to be pertinent chronicity factors
related t» psychosocial well-being. Restructuring the instruuent
for use with a broad range of chronic illnesses, would facilitate
comparison of the relative impact and characteristics associated

with a number of chronic illnesses.

Discussion

In summary, results indicated by the standardized instrument,
the FAD, illustrated that this sample of families with a youth
with CD were in need of intervention, particularly in the
affective domain. There was evidence of improvement in knowledge,
perception of knowledge and affective responsiveness within the
intervention group as well as between the intervention group and
control group. The program appears to have strengths related to
knowledge and affective responsiveness, however could potentially
be strengthened with revision of the program. Modification of the
CD-PSI appears worthwhile as an instrument to measure the

psychecsocial impact of chronic illness.
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IMPLICATIONS AND FUTURE DIRECTIONS

The Interplay of Psychological and Physiological Factors

Controversy regarding psychosomatism, the interplay of
psychosocial components and physiologici'l factors of disease, remains
unanswered relative to Crohn's disease. A significant relationship
between CDAI scores and psychosocial dimensions, was not found in
relation to any of the psychological measures. An inverse relationship
~ = found between growth failure and indices of psychological

-beinng. This may lend credence to the impact of marginality.

#r, this is cpposite to the findings of Steinhausen (1982), who

that growth failure was detrimental to mental health. Clearly, a
auple size is required to study these factors, as well as the
~<+2ive impact of multiple physical and psychological factors.
Questions for further research might include the following. What is
the relative level of psychosocial support received by children with
serious chronic illnesses, relative to those who are les> symptomatic?
What are the chronicity factors and symptoms of disease {hat impact most
strongly upon youth in socizl settings? How does the peer group respond
to serlously i1l children versus less symptomatic children? Wwhat
indlces of physiological impact should be considered? For example, in
this study, it is possible that other physical factors, such as delayed
pubescence, might have been more pertinent to soclal functioning.
Specific areas of the bowel affected, such as the lower small bowel,
which relates to malabsorption and may require additional medical
intervention, should be studied in terms of psychological impact. The
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relationship of the relative psychological impact of treatments, such

as, enteral feeding and total parenteral feeding, should be assessed
relative tc growth failure. What are the social ramifications of
advanced nutritional therapy, steroid therapy and surgical interventions
for chronically ill youth? One might ask, whether some treatments are
more iatrogenic psychologically and socially than the outcomes of the

_ disease process.

Treatment regimes that afford a balance of physical and
psychological well-being should be sought through utilizing multiple
measures of wellness and by drawing upon the expertise of the
multidisciplinary teams. Regardless of the «%iilogy of chronic
1llnesses, psychologlical considerations must be welghed systematically
in relationship to physical health and treatment regimes, to afford the

best possible care to patients.

Psyciiosocial Characteristics of Families

with a Youth with Crohn's Disease

Previous studies expressed concern about the psychclogical well
being of patients with CD (Rustgi et al., 1985). The work of
Steinhausren (1982) indicated that disproportionate psychopathology,
particularly affective disorders were evident amongst a small sample of
youth with CD. More than half of the family members in this study of 71
persons, scored in the unhealthy range for communication, roles,
affective responsiveness, and affective involvement on the FAD.
Although, the number of subjects in the later two studies was small, the
nature of the concerns raised regarding the psychological

characteristlics of these familles and youth are simllar. sSimilar
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£indings using dissimilar methodologies and in differing social

settings, should not be ignored in determining future research
directions. Perhaps, it can no longer be categorically stated that

there isn't evidence that psychological factors contribute to CD.

Larger samples of CD patients and their families, only available through
multicenter research, are needed to answer questions about the
psychological characteristics of CD patients and their families. Only

then, can thoughtful statements be made about the psychosocial needs of

this group.

Intervention Strategies

The five session intervention program improved the outcome of the
intervention group relative to the control group (probability level
between 0.001 and 0.01) regarding, perception of knowledge (CD-PSI), the
factual knowledge quiz (KQCD), and the affective responsiveness
parameter (FAAR) of the FAD. The with-in group pre and post testing
demonstrated improvement of the intervention group (probability level
0.001 to 0.01) in family coping style (FCS / CD-PSI), factual knowledge
(KQCD), and affective responsiveness (FAAR); also, improvement at the
0.05 probability level was shown for social well-being (SWB / CD-PSI),
and communication (FAC). A larger sample size may provide data
indicating that significant improvement is also possible, between
control and intervention groups, in the later dimensions using a similar
intervention progran.

Also of interest to persons planning intervention programs would be

the relative merit of surveying patients' psychoeducational needs,
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utilizing professional Judgement of multidisciplinary teams, involving

CD patients and their families in program planning, and relying on
post-evaluation instruments or psychosocial outcome measures. Although
an eclectic approach was utilized for this study, with some success,
research to determine the efficacy of these program development
strategies for youth with chronic illness and thelr families would be
useful.

It is noteworthy that family members' perception of knowledge about
CD correlated highly with the factual knowledge quiz. Futhermore, the
intervention group improved on KQCD and also perceived that they had
improved in that knowledge as measured by the CD-PSI. This may lend
credence to what nurses have frequently indicated in terms of teaching
families; that is, to trust the families' perception of their knowledge
level. Are patients and f{amilies able to determine their needs related
to social well-being and family coping style? Perhaps. the related
literature describing the enmeshed family structure is accurrate in
depicting resistence to change. It could be that defense mechanisms for
example, intellectualization, impede self-awareness. Research designs
that determine the relative merit of care-giver input, client advice and
mixed sources of expertise would facilitate z clearer path to program
planning. Utilization of ongoing follow-up and longitudinal studies of
randomized groups of patients and families are essentlal to a clearer
understanding of the efficecy of intervention programs. The
disadvantage or advantage of specifying a client group by chronic
illness versus including persons with a variety of illnesses in

programs, poses yet another interesting research question.



87
Efficacy of the CD-PSI

Instrument development sesitive to psychological characteristics >f
chronically 111 youth and their families is an imporatant aspect of
patient care. Frequently, families who appear to develop chronically
poor coping strategies in response to chronic illness of a family wember
are seen in hospital settings. Instruments to alert clinicians to
families in need of early intervention and to highlight families who are
declining in their ability to manage effectively are needed to prevent
situations where psychosocial concerns outweigh physical concerns.

The FAD appears to be a sensitive instrument for determining family
dynamics amongst families with a member with Crohn's disease. Whether
this relates to enmeshment as postulated by Zimand and Wood (1986) or to
other family characteristics, would require further study with a larger
sample of subjects. Although the FAD is a very useful instrument and
should be included in further study of CD families, it seems
advantageous to continue with the development of the more rapidly
administered and diverse CD-PSI.

The CD-PSI appears useful in measuring perception of knowledge,
family coping style, and social well-being. The numerous significant
correlations observed in this study between the KQCD and components of
the knowledge parameter of the CD-PSI, without correlations with
psychosocial components, suggest content validity of the knowledge
varameter. The correlations between tﬁe the FCS and SWB dimensions of
the CD-PSI with the FAD infer a degree of concurrent validity of
psychosocial domains. However, considerable work 1s still required in
rethinking subcomponents of the psychosocial scales of the CD-PSI and in

establishing the most useful categories. These results provide
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encouragement regarding the efficacy of VAS for measui ing

knowledge and psychosocial componsnts,
Conclusion

It was hypothesized that the five session intervenfion program
would be perceived as beneficial to the intervention group
relative to knowledge about CD, family coping style. and social
well-being. It was also hypothesized that the intervention group
would demunstrate improvement on a number of psychosocial
parameters relative to the control group. A number of significant
findings as previously described were achieved. However. it is
clear that many mere questions were raised than were answered. To
clarify these concerns and to attempt to meet the psychosocial
needs of youth with CD and their families, wiil requijre
considerable investment in research. The Canadian Foundation for
Ileitis and Colitis utilizes a picture of a knot and a statement,
“the pain is real" on their posters. This enccurages empathy for
the physical suffering of GI patients. With what degree of
enthusiasm, will the medical community address the probable

psychic pain and psychesocial complexities of Crohn’s disease?
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2ppendix 1
LI Loy
Patient Study 1.D. Nurnber Hospital LD, Number
CROHN'S DISEASE ACTIVITY INDEX
WEEK TWO, THREE, FOUR OR FiVE {check one only)
o o O O
Days 1234587 Sum x Factor Subtotal
very soft stools I l ' L | X 2
Abdominal pain v
rating (G=none, '
1=mild, 2=moderate, .
_ 3=savers) ’ LLL.LL.LL! LL.I b L] —
General well-being
(O=gen. well, 1=slightly

under par, Zﬂpoor. [ I [ l '

Javery poor, 4=terrible) L [ I I L b 7 ——
Number of 6 listed categories patient

has now . sum L1« 20 _

(Check ail that apply):

YES

O, 1) Anthritivarthraigia

O, 2) rritisruveitis

Dz 3) Erythema nodosum/pyoderma gangrenosum/apthous stomatitis

I,  4) Anal fissure, fistula, or abscess

O, s) othertistuta

Dz 6) Fever over 37.8° C during past week
Taking Lomotil/opiates for diarrhea
(0= NO, 1=YES) LJ X 30 —_—
Abdominal mass (0 = none,

2 = questionable, 5 = definite) L X 10 ————
Hematocrit: L1 | | Mafas:  (47-Hct)  Subtotal: x 6 —
. Females: (42-Hct)

Body weight: |11 1(Kg) Standard weight: L1 | | (Kg)
Percant below standard weight (nomogram): —— ] . X 1 ——e
Add (underweight) or subtract (overweight) by
sign, to give Crohn’'s Disease Act_ivity Index, CDAIl

Xy, X3, Xy measured with patient dlary card during the week
preceeding evailuation.

Next scheduled clinic visit _;..l_a_l_._

Y
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GROWTH CHARTS 3 Appendix 2

BOYS: 2 TO 18 YEARS
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QUESTIONNAIRE - KNOWLEDGE ABOUT CROHN'S DISEASE

1.
2.
3.

4.

5.

6.

7.

8.

9.

10.

11.

12.

13.

Appendix 3

Age: years

Sex: P M (circle one)

When were you diagnosed as having Crohn's disecase
(year) (month, if within the last year)

What was the length of time between the start of your symptoms and the

diagnosis of Crohn's disease.

Number of hospitalizations dua to Crohn's disease

Approximata total length of stay of those hospitalizations

How many months of the past year have you had symptoms of Crohn's

disease .

Number and ages of brothers and sisters

100

Are you:

an 'only child

the -eldeat child
the middle child
the youngest child

or please indicate eg.: I am the fourth of five children

Are you prasently on enteral feedings

TPN (total parenteral nutrition)
Low residue diet
Ragular diet

Are you currently taking medication for Crohn's dissase?

Please specify Name and Dosage of current Medications

Have you ever had surgery related to Crohn's disease?
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14. What area(s) of your gastrointestional tract is involved?

15.

16.

upper gastrointestional tract
lower small bowel

colon
anal area
anal/perianal area ___"_

Bave you discussed Crohn's disease with a group of persons who have
Crohn's disease in the past?

Yes No

Have you discussed Crohn's disease and its impact on your lifestyle
with any of the following persons:

a nurse a general practicaer
a gastroenterologist a psychologist

a psychiatrist a social worker



A.

t

mmnmmmmmmmm
YTOT BAVE ABOUT THE FOLLOWING:

Place the appropriats number on indicated line:

1.
2.
3.
4.
5.
6.

7e
8.
9.
10.
11.

l. too mxh knowledge
2. enouwgh knowledge

3. lictle knowledge
4. too little knowledge
What causes your disesse
How your disease affects your:. life
How your disease changes over time
How many people in Canada have Crohn's diseass
Who gats Crohn's disease

What are the symptoms of your disease
(ant example of a symptom is abdominal pain)

Whac these symptoms mearn

What brings about these symptoms

What happens to you when ynu have these sympcoms
How the disease will affect your futura

What parts of your body can be involvad in
Crohn's diseasa

What is the chance of developing cancer during' the
course of your disease

How the length of your diss.aee influences ics course
What complications can occur

HBow you can influence the course of your diseasa
How the discase can affact your sezuality

How diet influences your disease

Bow sport activities are mﬂﬁnncod by your disease
How travel is affected by your disease '

What diagnostic mathods are available (diagnostic methods
mean the way Joctors find cuc about a disease)

What is the value of these diagnosctic methods ;
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22. What are the possible side effects of these
diagnostic methods

23. ¥hat therapsutic methods are generally available
(cherapeucic methods are trsacments such as a spacial
disc or medicacion)

24, ¥hat therapsutic methods are used for a specific symprom

25. When surgery is necessary

26. ¥hat is enteral or paém:etal nuerition

27. How enteral or parenteral nutrition halps

28. What efifects and side effects drugs used to treat
Crohn's disease have

OF THE QUESTIORS YOU HAVE ANSWERED, WHICH 5 ARE THE MOST
IMPORTANT TO YOU

Cuestion number

WHICH ARE THE LEAST IMPORTANT TO YOU

Question number
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1.

3.
4o

Se
6.
7.
8.
9.
10.
1.
12.
13.
14.

104

FO YOU WANY TO XNOW MORE ABOUT THE POLLONING

ﬁ::.m::m?“k on the line beside topics you would like to heve more
I went to know more
about the following

Cause of Crobn's disease

Long term outlook of (rohn's disease

Symptoms of Crohn's dissase

Complications of the disease

Drug treatment

Side effects of druy treatment

Self-managemant of drugs

Surgical treacment

Diet in Crohn's disease

Reasons for blood tescs

Reagons for x-ray investigacions

Reasons for diagnostic procedures

Risk of relatives developing the disease

Effect on dating

Effect on saxualicy

Effect on pregnancy

Effect on work and/or employment

Current resaarch works

Belonging to the Ileitis and (olitis Fowndacion

WHICE OF THE POLLOWING BEST DESCRIBES HOW YOU FEEIL,

Place a check mark on one of
the indicated lines

I have enough informacion and I have clear
understanding of the conce..1s relating to my disease

I-do not have enough informacion and I would like more

I do not have much informacion but I am not
interested in £inding out wore
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D. VYHERE WOOLD YOU LOOK FOR MORE INFORMATION ON CROBN'S DISEASE

Place a check mark on one of the
indicated lines

s

booklacs

video recording
a healch practicioner (eg. nurss/doctor)

—a

a discussion group with other young . ..
people who have Crohn's disease

Ileitis and Colicis Sociecy
B. WHO ARE YOU THE MOST COMFORTABLE WITH WHEN TALXING ABOUT
CROEN'S DISEASE
Place a chack mark on cne of the
indicatad lines
a parent
a brother or sistar

another young person who also has
Crohn's dissase

a friend wvho doas not have Crohn's disease
a docror

F. WEERE WOULD YOU PREFER TO LEARN ABOUT CROBN'S DISEASE
Place a check mark on one of the
indicated lines
* home
hospital .
school

This questionnaire was developed by Debbie Brophy, 4th year Occupational
student, Queen's Univarsicy.
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Appendix 4

SUMMARY OF; THE KNOWLEDGE ABOUT CROHN’S DISEASE QUESTIONMAIRR

The following information was obtained thanks to the willingness

-of 10 Kingston and area young people to complete the
questionnaire.

The mean age of the group who answered the fornm was 18.1 years
with an age range of 14 to 22. The numbers of males to fomales
was approximately equal. Length of illness varied from one to
eight years with a wmean of 5.2 years. The average number of
hospitalizations vas 2.8 with a range from 0 to 7 admissions.
The mean number of weeks spent in hospital was 4 weeks with a
range of 0 to 13 weeks.

The average number of siblings (brothers and sisters) was 2.2
with a range of 1 to § siblings. Eighty percent of the young
people were the youngest child in their family. Most of the
young people wera on a regular diet with 20% of the sanmple
taking a low residue diet. Seventy percent of the group wera
taking medications related to Crchn’s Diseasa.

The questionnaire sought to determine the individuals percsption
of Kknowledge related to Crohn’s Diseasa. A low score - 1
indicated too much knowledge whereas a high score -~ 4 indicated
too little knowledge. - The following average scores were
obtairned in order of the perception of having too 1little
knowledge.

SCORES TOoPIC

How the disease can zffect your sexuality.

The chance of developing cancer during the
course of your disessa.

How the length of your disease influences its
course.

How the disease affects your future.

What complications can occur.

What causes your disease.

Who gets Crohn’q disease.

How your diseae changes over time.

When surgery iz necessary.

How many pecple in Canada have Crohn’s disease.
What parta .2 your body can be involved in
Crohn’s Dis:2se.

Enteral or parenteral nutrition.

How you 2an influence the course of your
disesse.

2.6 What br!l:iuys about symptoms.

W ww
LY

N NNNWLLWVLW
.
N®R® VOVOrRFRFEN & &

Low scores iﬁéieating “#40 much knowledge"” related to how diet
influences diseasas. wymptoms of the disease, therapeutic
interventions, sid: @ifacts, and effects on sports and travel.
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The topics listed as being the five most important were: Cause,
of Disease, How the Disease Changes over time, How the Disease
Affects the Future, How the length of the Disease affects the
Course of the disease, Chances of Developing Cancer and the Side
Effects of Drugs. Least important were listed as follows:
Nunber of People with the Disease, Who gets Crohn’s Disease,
siorta, Travel, and several Questions relating to Symptoms =znd
diet.

All young people answering the questionnaire stated that they
wanted more information about research, complications and long
term outlook. Also very important were information related to
sexuality, surgery, cause, side effects and self-management of
drugs, diet, risk of relatives developing the disease and the
effect on employment.

it
Ninety percent of respondents stated that they did not have
enough information and would like more. The majority would seek
this information from the Ileitis and Colitis Foundation. Most
respondents preferred to learn about Crohn’s disease in a
hospital setting although home was alsoc mentioned by nearly hal®
of respondents as a placs to learn about their illness.

This information will be of assistance in determining a program
for young people age 10 to 19 who have Crohn’s disease and their
fanilies. Due to the average age of 18 years of the respondent,
information will need to be sensitive to the needs of a younger
audience as well as the older adolescents.
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Appendix S

OUTLINE OF THE INTERVENTION PROGRAM

Adolescents with Crohn's Jisease and their Families:
Characteristics and Rasponsa o Small Group Work

PROGRAM CBJECTIVES:

2. To increase basic knowledge of nutrition, teach managemenc of

disease-spacific symptoms, and Promote positive atticudes coward actainmenc
of nutritional healch,

3. To facilitate commmication about Crohn's dissase and the impact of
chronicity within the family scructure.

4. mprovidemfﬁpp.onmicytoraufmuymrscodiacmismns
mhwmadolommhuhﬂem' plaming for the future,
lifestyle adjustments, peer relacionships, coping strategies, and dealing
with issues wichin the context of a family vhere a member has Crohn's
disease.,

Se T provide a:th\gmemmuym:scanntrmﬂumh of
tecipien:othlp&mth.hal:hmsys:utolnlmoradmu through
the development of a self-help booklet for adolescents, a sibling letter to
their parents and a letter from parents to new physicians.

H.D.B - KINGSTON Muleidisciplinary Tesm.
Mary Bird = Cstomy NMurse

Evelyn Cameron - Qutpatient Nurse

Wayne Greemay - Child Life

Dx. Aubrey Groll - Gastroentarclogist
Jean Bughes ~ Pediacric Dietitian

wmn-dmmm
-mm.

* The patients' primary care-givers will facilitate sessions in their
individual mumumwmmummmmmm o'
paintainingpmgmmismyuuchmmnmllubdm
cofacilitacors. Careful preparation of the facilicators at each csncre

will be essencial mmmmmmmmozmm.
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SESSION 1

TOTAL GROOP:
Introdxctions, ceeview of the 5 sessions, getting acgueinted will be

8

pumtaﬂchunmuasp:wiﬁmanm

I. A)xwi.dm, Mnlogg,aﬂadmm (35

Stress:

1. A & ¥ if GI System, Incidence of Croin’s Disease
2. ‘Theories re cause of Crohn’s Disease.

3. Parts of body inwolved in Crohn’s Disease.

4. low incidence of developing cancer.

S. Changes re disease process over time.

6. How the length of illness influences the course.

Smack - Total group.

IT SIBLING/PANEE GROIP

I.Mdhlir?wﬂ(r.s:#x. kxgamtimmimatﬂgru:pdiscxssiai.
B‘Hm 'Sumery of Litersture and discussion, Standing in the Sibling’s

1. Siblings have been found to have more concerns than parents believed
. they had (Craft and Craft 1989).

- Comzon concerns - genetics, programs of siblings.

3. Stress on the sibling when the affected child is i1l /hospitalized.

Speskee - Adult sibling of a clronically i1l persan. Role-modelling.
] (3ondmus)y

Katherine’s hrother Dan will discuss sibling issues/concerns with
ard siblings together. perents




BSC- SRSSTON 2
TOTAL GROUP
Parscnal shields drawn and discussed in smsll groups o

facilitate incressed awmreness of self/cthers. To .
begirming with concrete drawings. - 7 77 (20 minutes) .

1. Basic Nutrition Review
3. Enteral/Parentaral Nutrition
(VCR required)

SKACX - 20 Mimites

II. Ocping strabegies related to having an i11 child.
strengths and coping). Discussion.
Saring concerns they felt at the time of diagnosis ary

relapses and subsequent hospitalizations. Utilizine
regarding paremtal concerns as determined by Burke
(1989) (35 mimites)

topics
concretizing of issues (eg. siblings after asked for .
parent or i1l child) and the addition of humr are use
assist the yong persons with discussing issues related
Disesse and being a sibling of a person with Crohn’s DS

IO. Concerns related to having a sibling with Croim‘-
for the sibling snl for self. Concretizing with plaitic
(35 mimztes)




SESSICH 3
TOTAL GROOP

Family collage - This is who we are! mua;amdearddisa:set;in

small groups. _ o _
. (20 y o

nwp.rposecttlnactivityistoadmledgesharedintazss, values,
strengths. mmmmmmmammte
mmﬁmmmmmuﬁixsﬁ:ﬂﬁm. .

I. wmdﬁt&!in'sdimanimimq\mtias.
Clarifying concerns from the needs survey. Oppcrtunity to have questions
answered and pa:m;n(: cognitive)distartims/mytm corrected.

. (45 mimat

Stressa:
1. Diagnostic Tests/Relevance to Rx.

2. Complicstions and Rx, including surgery.
3. Medications. ’

overview of diagnostic procedures (20 minutes)
STRESS:

1. Ptnposeandtseotmfomtimgaimdbydoixgpmcedln‘erelativato
treatment.

Eole Play (15 Mimutes)

mmmammmmmnmmma
young persan. (nnto&dm’sdiseaseattecthgmeboweltmp:m
mmmmﬁmfmmmmﬂm.) -

(Pmnefstorpamtsmlbeavaﬂablematableﬁtheywish'ﬁm
information.) (Total time 35 mimttes.)




SESSION 3
YOOMG PEOPLE WITH CROEN‘S DISEASE.

II. Fobtore plaming. Brainstorming a list of concerns and discussions as
mini~topics. eg. vocation, peers, dating and marriage, somality.

Provision of a role modelling of a youryy perscon wnhasdealtetfectivaly
with Crohn’s disesse. Provision of mcmorumity for participants to

II. SIELING GROUP

I. Walking tour of various l'nspitz-tldepart:nmm including Radiclogy,
.R.,andD(:i.:stary ﬁmmmrmﬂmmatmsmy

The purpose of this is to familiarize siblings with aress of the hopsital
thatuemllhmmﬂnaffectedyamh.msmym
cammication within the family unit and encourage opermess
procedures.
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Disease specific information.
= (45 mimites)

1. Nutrition/Remission/Bxacerbation of Crohn’s Disease
2. Enteral and Parenteral Nutrition.

"z.mmse regarding parent’s perceptians of health care
professionals, medical students and stdent murses. Feelings,
mstrat):imsarﬂlmbestunycwldhelp. ' (30

mddimmmﬁmityfmmwm&mmlaintsabmtthe
into positive action and advocacy. Providing this article to
summmyfaahmmmthiccmmcatim.

YOURG PERSON WITH CROEN’S DISEASE/SIELING GROUP

X, Wat I d now with my frea time and plaming leismre for Life.
vtilization of a pie chart to determine available free time and usual
activities. Some ideu of illness related time per day will also be
indicated. Plaming for goal-related leisure activities and developing an
altermative plan(s) for when not physically well.

" (35 mirmtes)

ALK - 20 Mimates
Parent Group

II. Futre Plamning. BErainstorming a list of concerns and discussions as
-@ia eg. vocztim, pee:s,cht.i.xgaxﬂmn'iaga sexuality, eg.
o (35minuhas) on . ; o

II. Young Persmn with Crobn‘’s Disesse/Sibling Group
Cartooning - Social situations, hospital concerns, school issues, sibling



I. Canadian Fomdetion for Tlaitis snd Colitis Spesker - Networking with
Camnmity Resources

It is important to link families who may be in need of additional support,
want more infoarmation or have an interest in furthering research with the

IT. CEPLETING BOCKLETS

Family members will work in smll groups selected at randm to write
informative statements bemeath cartoons so that the themes of the past
t{.veweksmcamectedmﬂalsotomkaﬁmhoakletotmtomly

diagnosed teens and their families, It is hoped that this activity will
provide an opportunity for the families to
oppartimity to help cothers.
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INFORMATION LETTER AND CONSENT FORM
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Appendix 6

355 U'NIVERSITY AVENUE > .
TORONTO. ONTARIO H P F R ICI\ CI_I[LD

CANADA M5G I8

PHONE (416) 5971500

@

[Risc

A program for young people with Crohn's disease and their
families is being offered at a numbsr of centers this year. The
five-sessiocn program will be available on Thursday evenings from
7:00 to 9:00 PM at the Hospital for Sick Children, January 25, to

22, 1990.

Participants will learn more about Crohn's disease, nucritional
management and trsatment. Group activities and an opportunity to talk
about concerns related to having an illness or an ill family membar will
be provided. Parents, tha young parson with Crohn's disease and
brochers and sisters are asked to attend.

A research study is also being completed. All persons
participating would be asked to complete several questionnaires three
times over a period of five months. Questions are related to your
impraessions about how Crohns disease influences the lifestyle of the
young person with the illness and their family. Information related to
sgverity of the child's illness will also be requaested from their
physician who will see your son or daughter at the clinic at H.S.C. You
are encouraged to ask questions during the program and ave free to
withdraw from the study at any time without jeopardizing your child's
treatment in any way. All medical information and questionnaires will
be treataed confidentially.

Two groups will be formed from those persons who agree to
participate in this program and research study. One group will be asked
to attend and compleate questionnaires. The other group will be asked to
complete questionnaires and will attend the program at a later date
providing it has proven to be helpful.

We are optimistic that this program will prove to be beneficial to
young people and their families as well as furthering knowledge about
Crohn's diseasa. All records will be handled without identifying you or
your child in any way. .

Resourse parsons at the Hospital for Sick Children will be:

Marilyn Booth, Director, Nursing Administration

Dr. Anne Marie Griffiths, Gastroenterologist

Jean Hughaes, Dietician

Nancy Roblin, Clinical Nurse Specialist, Paediatrics
Cindy MacDonald, Paediatric Nurse

Judy Savage, Child Life Department

Please address questions about the program/raesearch study to:

Nancy Roblin

Clinical Nurse Specialist
- Paediatrics

166 Brock St,.

Kingston, Ontario

K7L 5G2

(613) 544-3310, Ext. 2399

Marilyn Booth

Director

Nursing Administration
Hospital for Sick Children
555 University Ave.
Torontoe, (ntario
(416)597-1500
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555 UNIVERSITY AVENUE T, i o
TORONTO, ONTARIC i—j R bI
CANADA M3G L8

PHONE (+16) $97-1500

CONSENT FORM

Titie of Research Project: Program and Research Project for Adolescents
with Croim’s Disesse and their Families

&) Investicator(s): Nancy Reblin/Jean Hughes
Imi I acinowledge that the research prcedures described the attached farm
ne

on
axt of which I have a copy, have been explained to and

guestions that I have asked have been answered to my satisfaction. I
been informed of the altematives to participati I
understand the bensfits (if any) of joining the research study.
possible risk and discomforts have been explained to me. I know

;
5
g
5

I understand that I am free to withdraw (my child) from the study
time. I further undarstand that if I/my child do not

study, ar if there is withdrawml from it at any tims, the quality
medical care for me/my child and for other members of my family at the
Hospital for Sick Children will not ba affected.

I hereby consent (for my chilg to)
‘part.i.cipate.

Namos

Signature & Capscity e.g. Parent Mursing Aadministration
talephons #416-597-1500

Name of ancther adult who will be
attending the program if applicable.

Nsme of Fatiad

Sigwtine of Patient & Age

Nama(s) of Brother/Sister Attending Datea
Program

Witness

;s:l.gmbxa(s) of Brother/Sister
. Attending Program
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Appendix 7 n

CD--PSX FORM P
Pleasa place a vertical mark on each of the lines below that describes
where you see yourself right now on the line.

EXAMPLES: " 3
T 7 = 1
L [ |
! T 1
I have very . I have complete
liccle L 3 information
information ' ¥ about Crohn's
about Crohn's disease.
disease,
I have no or I have complete
very little r y understanding
understanding | 1 of what happens
of what happens to the bowel in
to the bowel in Crohn's disease
Crohn's disease.
I am totally I am able to
unable to talk 4 talk totally
about Crohn's | ¥ openly about
disease with my Crohn's disease
children. with my
. children.
My son/daughter My son/daughter
with Cron's { ¢ with Crohn's
diseasas is L 1 disease is
complecely completely at
uncomfortable ease with
with kids his/ kids his/her
her own age. own age.
tne of my Cne of my
children who, | t children who
does not have | 1 doas not have
Crohn's disease Crohn's disease
is always in is rarely or
trouble. never in
trouble.
It is extremely My son's/
difficule ro r  daughcer's

plan activicies J
and holidays
because of my
sen's/
daughter's
Cohn's
diseasa.

Note - Size of Questionnalre Reduced

1 Crohn'g disease
does not change
our plans for

activities and

holidays at
all.



I have no
understanding |
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P2

I have a
| complete under-

of diet related !
to Crohn's
disease.

My son/daughter
with Crohn's L
§

1 standing of
diet related to
Crohn's disease

My son/daughter
jwith Crohn's

disease is not

independent
at all.

I am completely
unable to 1

1 disease is
totally
independenc.

I am able to
j explain all

discuss my U
son' s/daughter's
Crohn's disease
with my friends

Health
professionals g

- laspacts of my
son's/
daugther's
Crohn's disease
to my friends.

Health
| professionals

do not tell me §
anything about
Crohn's

disanse.

In school my
son/daughter L

- fcoll me
averything
about Crohn‘s
disease.

In achool my
| son/daughtar

with Crohn's i
disease is
poorly behaved.

I £ind
adolescents 1

J1with Crohn's
disease is very
wall behaved.

I find adoles~
| cent extrsmely

aexctremely ¢
difficult to
talk to.

My family has
great

leasey to talk
o,

My family is
| extremaly good

L
difficulty ‘
solving
problems.

I don't
undaerstand how |

fat solving
problems.

I have a com=
| plate under~-

Crohn's disease {
affects day to
day living at
all. :

- latanding of how

Crohn's disease
effects day to
day living.



I naver fael
gm about
ml:.

tne of my
chiidren who
doaes not have
Crohn's dissase
is not
independent at
all.

My son's/
daughtar's
Crohn's disease
affects my
family te &
gm: degree.

One of my
children who
does not have
Crohn's disease
is poorly
behaved in
aschool. .

I can not
discuss my
fealings at
all.

I don't
undarstand
anychiw about
tests used to
decide that

my m/dmght:er
has Crohn's
disease.

In our family
the less said
about the
future the
better.
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B3

I always feel

L.

abo!
Py LT AT '_1 ?ﬂglf - e

one of my
] children who

b=

'_,» P

1 does not have
Crohn's disease
is completely
independent.

My son's/
y daughter's

| Cron‘®s_disease
doas not affect
my Lamily ac
all.

One of my
3 children who

1 does not have
Crobn's dilzease
is very well
behaved in
school .

I can discuss
{my feelings

! totally
honestly.

I understand
| everything

‘1 about tests
used to decide
cthat my SOﬂ/
daughter has
Crohn's
diseasa.

In our family
] the future is

i
-

t talked about
a lot.



I do not know
anything about |
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M

I have a
j complete

the medicine i
that my son/
daughter with
Crohn's disegase
takas or used

m w.

I find ic
impossible o |

| understanding
about the
medicine thac
my =cn/daughtcer
with Crohn's
disease cakes
or used to
taka.

I find it
j excremely easy

underscand !
octher people's
feelings in ay
family.

One of my
children who 1

| to underscand
othar peoples’

feelings in my
family.

One of my
y children who

does not have !
Crohn's disesse
is complecely
uncomforcable
with kids his/
her own age.

I do not
underscand at )

1 does not have
Crohn's diseasa
is completaly
at ease with
kids his/her
own age.

I have a
| complete

all if family |
members can get
Crohn's

disease.

When I need to
feel comforted |

1| understanding
of family
members chances
of getting
Crohn's disease

When I need to
} feel comfortad

Inever goto |
my family.

I am always
moody. 1

11 always go to
my family,

I am riever

I am not in
control of 1

Jl moody .

I am toctally
{ in control of

looking afrer |
my healch. ’

My chila

vho has M

1 looking after
my healeh,

My child who
| has Crohn's

Crohin's !
Disease

is alvays

in trouble.

1disease

is rarely or
never in
trouble.



C-PSI
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Pleass place a vertical mark on each of the lines below that describes

where you see yourself right now on the line.

EXAMPLES :

L
€
L
13

lles  gulat

I have very
liccle

I have complete
§ informacion

informacion
about Crohn's
dissase.

I have no or
very little

Vabout Crohn's
dissase.

I have complete
j understanding

L ad

understanding

of what happens
to the bowel in
Crohn's disease.

I am totally
unable to talk

Vof what happens
to the bowel in
Crohn's disease

I am able to
| talk totally

about Crohr'is
diseass with my
parents.

I am completely
uncomfortable |

~ lopenly about
Crohn's disease
with my parents

I am completely
jat ease with

with kids my ]
own age.

It is extremely
difficule o L

- txids my own age

My illness does
jnot change our

plan activities {
and holidays
because of my
illness.

I have no
understanding

tplans for
activities and
holidays ac all

I have a
| complete under-

of diet ralated !
to Crohn's
diseasa.

I am not inde-

I standing of
diaet related to
Crohn's disease

I am totally
{ independent.

pendent at all, j
i



I am completely
unable ©o 1
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A2

I am able ©o
jexplain all

discuss my !
illness with my
friends,

Healch
profassionals

taspects of my
illneas to
friends.

Healch
¢ professionals

do not tall me

anything about
my disease

In school I am

- ttell ma

everyching
about my
disease.

In school I ain
jvery. well

poorly behaved. j

I £find adulcs
excremely L

tbehaved.

I find adulzs
jextremely aasy

difficult to U

talk to.

My family has
great

Tto talk to.

My family ia
j @xtremely good

L
difficulcy

solving
problems,

Idon't
understand how |

‘tac solving
problems.

I have a
| complete

Crohn's disease !
atfacts day to
day living ac
all.

I never feel

§ understanding
of how Crohn's
disgase affects
day to day
living.

I alvays feeal
1 good about
. yself,

My illness does
j not effect my

good about 1
myself. ]
My illness
affects my 1
family to a v
great degree.

I find I am
always in 1
trouble. {

§ family at all.

I am rarely or
| never in

| trouble.



I can not
discuss my i
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A3

I can discuss

| my feelings

feelings at all.t

I totally
honestly.

I understand
{ everything

that I have
Crohn's disease.

I have a
brocher or L

% about tests
used to decide
thac I have
Crohn's disease

I have a
j brocther or

ciscer who is ¥
always in
trouble.

In our family
the less said

I sister who is
always very
well behaved.

In our family
§ the future is

-

about thn
fucure the
becter.

I do not know
anything about

{ talked about a
lot.

I have »
| complete

g

the madicine
cthat I take or
used to take.

I £ind ic
impossible to

1 understanding
about che
medicine that I
take or used to
take.

I find it
{ extremely easy

—_—

underscand
other pecples'
feelings in my
family.

I do not
understand at |

! to understand

. other peoples'
feelings in my
family.

I have a
| complete

all if fapily ¥
membars can gut
Ceohn's disease.

1 underscanding
of family
members chances
of getting
Crohn's disease



When I need to
feel comfiortad

\s

1 never go ©o
my family.

I am alwvays
moody.

..._
8-z

P

I am not in
concrol of

-+

]

looking atter
my hwealch,

I have a
brother or

E e

|
sister who is |
not indapendent
ac all.

My brother/
who does
not have

P
T T

Crohn's ?
disease

is completely
uncomfortable
with kids
his/her

own age.

In school

e

ol e N EA L

‘my brother/ |
sister

who does

not have
Crohn's

Disease

is poorly
behaved.

re QTN
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Please place a vertical mark on

FORM S

whare you see yourself right now on the line.
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Sl

h of che lines below that describes

I have complete
y information

EXAMPLES ¢ : :
L
¢
I have very
liccle L
informacion J
about Crohn's
disease.

I have no or
very little 1

1 about Crohn's
disease.

I have complete
| understanding

understanding ¢
of what happens
to the bowel in
Crohn's disease.

I am totally
unable to talk {

' of what happens
to the bowel in
Crohn's disease

1 am able to
{ talk totally

about Crohn’s |
dissase with my
parents.

I am completely
uncomfortable

1 openly about
Crohn's disease
with my parents

I am completely
} at ease with

with kids my L
own age.

It is extremsaly
difficult to 1

t kids my own age

My brother's/
) siscer's

plan activities ¢
and holidays
because of my
my brother's/
sister's
illness.

I have no
understanding |

¥ illness does
not change our
plans for
activicies and
holidays at all

I have a
| compiete under-

of diet related ¥
to Crohn's
disease.

I am not inde-
pandent:at:all.l .

B

t standing of
diet related ©o
&‘ohn.'e disease

I am totally
| independent.
1




I am completely

unable to "

12¢

s2

1 am able to
} @xplain all

discuss my !
brother's/
siscer's

iliness with

my friends.

Health
professionals |

t aspects of my
brother‘s/
sister's ill~
ness to {riends

Health
j professionals

do not t2ll me |
anything about
my brother's/
siscer's
disease.

In school T am
poorly behaved.
I

{tell me
everything
about my
brothet's/
siscer/s
diseasa.

In gschool I am
j vary well

I £ind adults
aextremely 1

| behaved.

I find adulcs
) axtremely easy

difficult co I
talk to.

My family has
groatc

1 to talk to.

My family is
) extremaly good

1
difficulcy !
solving
problems..

I don't
understand how |

Vat solving
problems.

I have a
j} complete

Crohn's disease !
affects day to
day living at
all.

I never feel
good about 1

1 understanding
of how Crohn's
disease affects
day to day
living.

I always feel
3 good about

myself. LS

My brother's/
siscer's

{ myself.

. My brother's/
) sister's

L
illness affectcs !

my family to
a great degrae.

1illness doss
not affect my

family at all.



s3

I am rarely or
| never in

I find I am

always in A
trouwble. LI
I can not

discuss my L

1 trouble.

I can discuss
ymy feelings

feelings at all.'

T don't under-
stand anything ¢

! torally
honestly.

X understand
] everything

about tasts L
used to dacide
that my
brother/siscer
has Crohn‘s
disezse.

I have a brother
/sister with t

¥ about tests
used to decide
that my
brother/siscer
has Crohn's
disease.,

I have a
| brother/sister

Crohn's diseass '
who is always
in trouble.

In our family
the less said

twicth Crohn's
disease who is
always very
well behaved.

In our family
1 the future is

——

about the
future the
batter.

I do not know
anythirg about )

lot.

I have a
_j complete

the medicine '
that my
brother/sister
takes or used

to take.

I finmd ic
impossible to

¥ undersctanding
about the
medicine thac
my brocher/
sister takes or
usad to take.

I find it
) extremely easy

understand LU
other peoples’
feelings in my
fanmily.

1 to underscand

other peoples'
feelings in my
family,

1 zalkad about a

127



I do not
undeestand at

128

S4q

I have a
4 complece

all if family ¢
members can get
Crohn's

disease.

When I need o
feel comfortad

~ 1 underacanding
of family
members chances
of gecting
Crohn's diseasa

When I need to
| feel comforted

-—py

I never go to
my family.

I am always
I'IbOdY. {

-1 I always go to
my family.

I am naver

I am not in
contzrol of

: moody.

I am tocally
't in concrol of

looking after
my health.

My brother/
sister with 1

| looking afrer
my healch.

My brocher/
'} siscer wich

Crohn's disease !
is not
independent at
all.

My brother/
sister

{ Crohn's disease
is complecely
independent.

My brocher/
_y Sistar with

with Crohn's
disease

is alwvays
in trouble
in school.

T

My brother/

! Cxohn's disease
is alwvays very
well behaved
in school.

My brother/
¢ sister with

sister

with Crohn's
Disease

is completely
uncomfortable
with kids
his/her

own age.

! Crohn's
disease is
completaly
at ease with
kids his/her
own age.



Appendix 8

Plesse indicate your opinion of Not
the usefulness of different Helpful
aspects of the program by at all
cirzsling a number on each scale. 1 2 3 4
1. Information sbout Crohn’s Disease 1 2
2. Information about how Crohn’s Disease

is diagriosed and treated. b 2
3, Information about nutrition. b 2

4. Getting acquainted by giving your name
and why you weres given it. 1 2

5. Drawing and discussing your personal
“shield”. 1 2

6. Nutritional management of symptoms of
Crohn’s disease. 1 2

7. Making a PFamily Collage and discussion. 1 2

8. Current rssearch being done about Crohn’s 1 2
Disease. -

9. "What Siblingl go through® session. 1

With adult sibling. (Dan)
10. Speaker from the Ileitis and Celitis

Poundation. 1 2
11. 'Coginq strategies® related to having

an 111 childg. 1 2
12. Planning for "the future®” with a child

with Crohn’s Disease. 1 2

13. cartoon and writing part of & booklet
for families and students in the health

care fleld. 1 2
14. Specsker about growing up with Crohn’s
disease (Xato). 1 2

ADDITIONAL COMMENTS/RECOMMENDATIONS FOF. FUTURE PROGRAMS..

Very
Helpful
5
3 4
3 4
3 4
3 4
3 4
3 4
3 4
3 4
2 3
3 4
3 4
3 4
3 4
3 4
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PROGRAM EVALUATION -~ FORM S

Pleage indicate your opinion of Kot
the usefulness of diffsrent Helpful Very
aspscts of the program by at all Helpful
circling a number on each scale. 1 2 3 4 8
1. Information about Crohn’s Dissase 1 2 3 4 L
2. Information about how Crohn‘s Disease

is diagnoced and trsated. 1 2 3 4 $
3. Information about nutrition. 1 2 3 4 S

4. Getting acquainted by giving your. name
and why you wsre given u.ng .

8. Drawing and discussing your personal

*shisid®, 1 2 3 4 L
6. Making 2 Family Collage and discussion. 1 2 3 4 5
7. Tour of the hoapital. ‘ 3 2 3 4 5

8. Talking about concerns related to having
a brother/sister with Crohn’s disease. 1 2 3 4 5

9. Talking about difficulties and ways
to "cope® with having an ill brother or

sister using plasticens. 1 2 3 4 5
10. Cartooning and making a booklet for

fanilies and students. 1 2 3 4 5
11. Person who spoke who had a brother/sister

with Crohn’s disease.(Dan) 1 2 3 4 ]

12. Cartooning feelings and issues. i 2 3 4 L

17. Spesker froz the Ileitis and Colitis
FYoundation. 1 2 k] 4 5
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‘PROGRAN EVALUATION - FPORM A

Pleasa indicate your opinion of Not
the usefulness of different Helpful Very
aspects of the program by at all Helpful
circling a number on each sacale. 1 2 3 4 5
1. Information about Crohn’s Disease 1 2 3 4 5
2. Information about how Crchnu’s Disease

is diagnosed and treated. b} 2 3 4 5
3. Information about nutrition. 1 2 3 4 5

4. Getting acquainted by giving your name
and why you were given it. 1 2 3 4 5

5. Drawing and discussing your personal
*"shield”. 1 2 3 4 5

6. Nutritional management of symptoms of

Crohn’s disease. 1 2 3 4 5
7. Making a Family Collage and discussion. 1 2 3 4 5
8. Discussion concerns related to having
Crohn’s disease and using plasticens. 1 2 3 4 5
9. Talking about having Crohn’s diseases and
dealing with kides at school. 1 2 3 4 L
10. Cartooning and making a booklet for
young paocple who get Crohn’s disease. b 2 3 4 5
11. Planning free-time and thinking about
recreation. 1 2 3 4 5
12. Speaker about growing up with Crohn’s
diseases. b § 2 3 4 5
13. Speaker from the Ileitis and Colitis

Poundation. 1 2 3 4 L]

14. "Me at 21". Planning for the future.
Spesker about Crohn’s Disease. 1 2 3 4 [
(XKato)
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Appendix 9

Quiz about Crolm®s Disease

1. 7Two purposes of the amall intestine are
a)
b)

2. Tvwo purposes of the large intestine are

a)

b)

3. Five signs or symptoms of having Crohn's disease are:

a)

b)

c)

a)

e)

4. Three ways the physician would dizgnose or check-up on Crohn's
disease are:

a)

b)

c)

5. Although the cause of Crohn's diseazse is unclear list thres factors
that may be involved.

a)

b)

c)
6. List five treatments available

a)

b)

c)

)

Q)

8. Why is reqular medical follow-up important?
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Appendix 10

CHILDREN WITH CROHN'S DISEASE AND THEIR FAMILIES:
Characteristics and Response to Small Group Work

[ T S S um RS SND SED SOD G m 0 ° S SED B SN G S S S S Ea w)
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l. What sibiings go through i ¢.0.Bookiet - I
1. Coping strategias - Dealing with peers ]
1 - Future planning - Iﬁewﬁ:;gﬁ ' i
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Figure/Illustration 4
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Figure/Illustration 6
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Figure/Illustzation 7
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Figure/Illustration 9
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Figure 11 ' 144
Hlstogram - Total Sample - Problem Solving (FAD)

PB?MHON PER STANDARD UNIT COUNT
FAP - Healthy-Unhealthy cut-off score - 2.1%
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MINIMUM a.200
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MEAN % % a.154
STANDARD DEV 0,53

FAP - 43% of the total sample scored in the unhealthy range



FIGURE 12 145

Histogram - Total Sample - Communication (FAD)

91:ggarxo~ FER STANDARD UNIT COUNT
1
) FAC - Healthy-Unhealthy cut-off score - 2.1%
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FAC N OF CASES 67
MINIMUM 1.200
MAX IMUM 3,100
MEAN b 3% 2,206
STANDARD DEV 0,432

FAC - 68% of the total sample scored in the unhealthy range ¥
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FIGURE 13
Histogram - Total Sample - Roles (FAD)

PRL;H.’gRIIDN PER STANDARD UNIT COUNT
9 1 ~FAR - Healthy-Unhealthy cut-off score - 2.2«.
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2.200
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FAR ~ 56% of the total sample scored in the unhealthy range
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FIGURE 14 |
Histogram - Total Sample - Affective Responsiveness (FAD!

FFOFORTION FER STANDARD UNIT ' ' COUNT
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FAAR- Healthy-Unhealthy cut-off score - 2.2
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FAAR - 61% of the total sample scored in the unhealthy range »



FIGURE 15
Histogram - Total Sample - Affective Involvement (FAD)

PROPORTION PER STANDARD UNIT

COUNT
40

FAAI- Healthy-Unhealthy cut-off score - 2,1

32
10
7
4
4.00 FAAT
N OF CASES 67
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MAXIMUM 2. 100
HEAN"* 2 115

STANDARD DEV .=28

FAAI - 71% of the total sample scored in the unhealthy range #

148



Figure 16
Histogram -Total Sample - Behavior (FAD)

PROPCATION. PEA-STANDARD UNI1
TAND COUNT

"ol . FAB - healthy—Unhealthy cut-off score - 1.83%¢
.‘ '

4.00

FAB
N OF CASES &7
MINIMUM 1.000
MAXIMUM 3.000
MEAN -4t 1.872
STANDARD DEV 0.433

FAB - 65% of the total sample scored in the unhealthy range
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FIGURE 17 ,
Histogram - Total Sample - General Functioning (FAE)

PAOPORTION PER STANDARD OMNITY coi
i FAE - Healthy-Unhealthy cut-off score - 1.9

13
10

> 4,00 FAE

67
FAE 1.000
3.200

1.919

0.532

FAE - 47% of the total sample scored in the unhealthy range
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FAD ~ Family Assessment Device
(based on the McMaster Model of Family Functioning)

Dimensicns of FAD

TAP - Problem Solving
FAC - Cammmication

FAR - Roles.
FAAR ~ Affective Responsiveness
FAAI - Affective Involvement
FAB - Behaviour Control
FAE - General Functioning
CD PSI - Crohn’s Disease Psychosocial .Inventory-Dimensions of CD PSI
FCS - Family Coping Style
SWB - Social Well Being
. KnCD - Knowledge related to Crohn’s Disease
S Ttems
FPIT - Total FCS
FPT - Ability to talk openly ahout Crohn’s Disease (Family)
FPSB - Sibling behaviour
FPH - Exterit that affected adolescent’s CD alters holiday
1533 - Effect of adnlescents CD on family
FrU - Extent that the Futire is discussed
FPC - Camforting sought from Family
PPAB - Affected adolescent’s behaviour

FGPI - Understanding of other’s feelings in the family
FPP = Problem solviiy

28 Items

SPT - Total Social Well Being

SPAE - Affected Adolescents degree of being at ease with peers.
SPAL - Affected adolescents independence

SFD - Ability to discuss illness with friends

SPSI ~ Degree of sibling independence

SEC - adult/Adolescent Commmication

SPSE - sibling’s degree of being at ease with peers

SPAB - Affected adolescents’ school behaviour

SPSB - Sibling’s school behaviour

SFF - ahility to discuss feelings

EcD ITtems
KPT - Total xnewledge about Crohn’s Disease .
KPI - Bxtent informed about Crohn’s Disease

KPU - Understanding about disease process



. of diet related to CD
Extent to which feel well-informed by health profes:
Understanding of how CD effects day to day living
Understanding of diagnostic tests
Understanding of medications used for C.D.
Understanding of genetics related tc C.D.

Factual knowledge Quiz used to compare Perception
related to C.D. (RKD) with knowledge as demonst
quiz (KQCD)

SESTE - Self-Esteem YAS (visual analogue scale - CDPSI)

Mood - Mood VAS (CD PST)

HLOC - Health Locus of Control - VAS (CD PSI)

CDAT - Crohn’s Disedse Activity Index

CFSEI - Qulture Free Self-Esteem Inventory

- General Self-Esteem

- Social Self-Esteem

= Personal Self-Esteem

- Total Self-Esteem

- Defensiveness (Lie) Scale

EFEEEE

BEERE

N CHART ABBREVIATIONS RE RESPORSES/DNTA

- All Affected Adolescents

- All Siblings

- All Intervention Group
- Intervention Group Parents
IntervmtimeupAgfecbed Adolescents

Adol-A - Affected Adolescent (C.D.)

TPM - All mothers

TPF - All fathers

M - Intervemtion Group Mothers
IPF - Intervention Group Fathers
CPM - Control Group Mothers
CFF - Control Group Fathers



