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Problem Statement
Research on children with a multiple sclerotic parent
has been minimal and until recently focused only on negative
aspects. This study investigated how families successfully
cope with multiple sclerosis (MS) and how their school-age

children are affected, positively or negatively.

Methodology
This research used the case study approach with intact
Caucasian families, 10 where the mother was the patient and
3 families where the father was the patient. The 20
children were ages 5 through 19. Following a clinical

interview, the family members responded to the Family
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Adaptability and Cohesion Evaluation Scales-II, the Family
Hardiness Index and the Family Crisis Oriented Personal
Scales. The children responded to age-appropriate
instruments including an empathy scale, the Survey of
Interpersonal Value, the Piers-Harris Children’s Self-
Concept Scale, the Human Figure Drawing, the Kinetic Family
Drawing, and the Roberts Apperception Test. The schools
completed the Vineland Adaptive Behavior Scales for the
elementary children, and reported an IQ for the secondary

children.

Results

The families generally appeared balanced, and
functioning and coping successfully. The children seemed to
be adapting adequately and had basically well-adjusted
personalities. They had very positive self-concepts,
particularly regarding their physical self, behavior and
happiness. They had good interpersonal relationships, and
generally average and above empathy. The adolescents placed
very high value on altruism, high value on being supported,
and little value on independence. Anxiety and aggression
were above average in the adolescents, and below average and
normal, respectively, for the younger children. Across the
age range, they seemed to have high depressive tendencies.
Two families were found to have children with serious

adjustment problems.
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Conclusions

Although MS creates definite stresses for a family,
those who generally coped successfully before the onset of
the illness continued to adapt to the new stressors. The 13
intact families in the study were coping well. The children
accepted the additional responsibilities and loss of
independence without apparent resentment. The children
appeared to be positively and negatively affected by the
parental illness. However, they appeared to be developing
relatively normally, and should not be considered a problem

population, but one in need of support.
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DEDICATION

My father, Rev. H. Robert Gemmer, was a minister and
ecumenical leader in Christian social action and service.
When I was young, every family trip was enhanced by a visit
to a center of social service. I was encouraged not only
into caring for our community, but for the world community.
I learned very young from my dad‘s dedication and energy,
that goals were important and one just does not give up, no
matter how hopeless the situation may seem at the moment.

I decided to seek a doctorate because I really liked
counseling families and children to better understand
illness and handicaps, seeking creative ways of helping
families to help themselves and their children to fuller
lives. I knew I needed to further my knowledge and
expertise.

Dad encouraged me with his imperishable love and
enthusiasm. When my MS struck, I eventually had to give up
the job of Director of Special Education, which I loved, and
the income which paid for my education. Dad said with
confidence, "Don‘t worry, the MS won‘t get the better of
you. We’ll help."™ And help in many forms came from both of
my parents. So I forged ahead despite several debilitating
episodes of MS. Every telephone call or visit from my dad

brought gentle nagging to keep working. The doctorate
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became his, too, at that time.

Then in 1992 we noticed his perpetual motion of
community activity was slowing down. Even the physicians
were not aware, since his changes were so gradual. On
December 21, 1992, dad drowned in his pool at their home in
Florida. I lost not only my father, but my dearest friend.

Dr. and Mrs. Wilfred Futcher knew it now fell on their
shoulders to keep me going. I would never have given up
though, because I felt dad’s presence with the Lord
providing the "wind beneath my wings."

I have finally reached the fruition of my labors. Dad
will be at my graduation, proud and loving. My wheelchair
and crutches may be present, but my spirit soars into
victory.

For these many reasons, I gratefully dedicate this

dissertation to my father.

iv
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CHAPTER 1

INTRODUCTION

Multiple sclerosis (MS) is a chronic disease of the
central nervous system for which a cause has not been
identified; no cure exists, and there is no known
prevention. It affects individuals of both sexes, although
two to three times more women have been diagnosed with it
than men. Most races are affected by multiple sclerosis,
but at varied incidence rates. Caucasians have the highest
rate, whereas Blacks have about half of that incidence.
Orientals and American and Eastern Indians are less commonly
affected by multiple sclerosis. Eskimos, the Gypsies, the
vakuts in Siberia, and the Bantu in Africa have no reported
cases of multiple sclerosis (Rosner & Ross, 1987, p. 10).
Incidence is higher in northern moderate climates. The
disease is rare in Asia and Africa and very rare in tropical
and sub-tropical climates. #Multiple sclerosis does not
discriminate between social backgrounds, although there is a
higher incidence in countries with high standards of
sanitation.

The disease initially appears most often in voung

adulthood, the period of life when the individual would
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ordinarily be most productive. Multiple sclerosis manifests
itself differently in every affected individual. Common
symptoms irclude extreme fatigue and problems with strength,
stamina, balance, coordination, vision, speech, sensation,
and bladder control. The severity and type of problems an
individual experiences with the disease vary from year to
year, day to day, and sometimes even hour to hour.
Lechtenberqg (1988, p. 7) estimates that 1 in 1,000 people in
the United States have been diagnosed with multiple
sclerosis. Therefore, about 250,000 people are trying to
deal with multiple sclerosis in the United States alone.
That also means that about 250,000 families in the United
States are trying to deal with a loved one who has multiple

sclerosis.

Statement of Problem

Although psychological research has been done with the
multiple sclerotic individual, the spouse and care-giver
have received less attention, and minimal research has been
conducted with the children of a multiple sclerotic parent.
Psychological research has focused on how the chronically
ill adult deals with the disease and how the spouse and
care-giver deal with the i1l individual. Psychological and
medical research have historically focused on pathology.

The underlying assumption of the pathology model is that, if
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there is something bad or wrong in the environment, there
must be a negative psychological effect on the individual.
only in the last decade have researchers begun investigating
the positive effects of undesirable situations.

Studies of families with a chronically ill parent
demonstrate the importance of recognizing the differences in
family systems that result from this situation. However,
children have not been investigated extensively. With their
unique vulnerability and potential for the future, studies
are needed on how children develop and deal with life under

these circumstances.

Purpose of Study
The purpose of this study was to investigate the

personality of school-age, 5-19-year-old children who have a
parent diagnosed with multiple sclerosis. This includes
aspects of cognitive development.

In addition, the social and emotional development of
these children was studied. The specific elements studied
were the self-concept, empathy and altruism/prosocial

behavior.

Reseaxrch Oyestions
This study attempted to answer the following research
questions:
1. How do children with multiple sclerotic parents

perceive their families?
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2. How do these children perceive themselves, their
physical image, and their place within the family?

3. As the families have adjusted their structure, roles
and expectations, support systems, and financial situation
as a response to the disease affecting one of the productive
adults, how have the children related to these adjustments?

4. Is the emotional and social development of these
children following a normal developmental pattern,
specifically with respect to the development of empathy and
altruism/prosocial behavior?

5. If the children are developmentally delayed or
accelerated, is it the apparent result of the multiple

sclerosis in the family?

Theoretical Framework

The study of a family is best undertaken in relation to
a family systems model. There are several models from which
to choose. For the purposes of this study, the Circumplex
Model of Family Systems (Olson, 1989) was selected due to
its relationship to families in crisis. This is a
three~-dimensional model, utilizing as the three dimensions
cohesion, adaptability, and communication--dimensions
encompassing variables independently focused on over the
past decade by a number of theorists. The Circumplex Model
is illustrated in figure 1. Here, the two dimensions shown

are Cohesion and Adaptability, each of which has four levels

(pp. 8, 9).
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Figure 1. The circumplex model of marital and family
systenms.
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The horizontal dimension--Cohesion, or Togetherness--
encompasses such specific variables as emotional bonding,
boundaries, coalitions, time, space, friends,
decision-making, and interests and recreation. On this
dimension, the two central levels, separated and connected,
are considered most conducive for optimal family
functioning. The extremes, disengaged (low extreme) and
enmeshed (high extreme), are seen as problematic for
relationships. Relationships at the two middle levels are
better able to balance being alone versus being together
(Olson, 1989, pp. 9, 11).

The vertical dimension~-Adaptability, or Change--is
defined as "the ability of a marital or family system to
change its power structure, role relationships, and
relationship rules in response to situational and
developmental stress" (p. 12). Family power encompasses
such variables as assertiveness, control, and discipline.
Again, the two central levels--structured and flexible--are
considered to be the most functional, in contrast to the
extremes of rigid (extreme low) and chaotic (extreme high)
(p. 12).

The third dimension, Communication, is critical in
facilitating families with their movement in the other two
dimensions. As a facilitating dimension, it is therefore
not included in figure 1 (p. 12).

From figure 1, it is obvious that the central, balanced
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portion displays the most functional family relationships.

Definitj e

Altruism: "Behavior which occurs when the individual
offers assistance without regard to the rewards s(he) might
gain as a result of doing" (Tabor, 1980, p. 2).

Prosocial Behavior: Used synonymously with altruism,
primarily in relation to younger children.

Empathy (for this study, emotional empathy only):
"Understanding of the feelings, sufferings or situation of
another person, without these feelings being communicated by

words" (Wolman, 1973, p. 119).

The sample was delimited to 12 to 15 families in

northern Indiana and northeastern Illinois.

Due to the limited size of the population and range of
sampling, random sampling was not possible. Thus
generalizability is limited. This study was an exploratory

study which may later lead to more controlled studies.

Importance of the Study

Medical, educational, religious, and mental health
practitioners are beginning to realize the importance of the
family in helping the individual deal with a chronic

illness. Without knowledge of the milieu in which all
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family members are functioning, the practitioners would be
ineffective in assisting the patient and family members in
learning how to cope with the far-reaching effects of the
chronic illness.

Practitioners are also beginning to recognize the value
of preventive education and treatment. With studies which
identify what can be expected of children in a family with a
multiple sclerotic parent, the professionals will be more
capable of helping other children who are faced with the

same situation.

outline of Dissertation

Chapter 1 has dealt with the background and statement
of the problem, the purpose and rationale for the study,
questions to be answered, definitions of terms, and
delimitations and limitations.

Chapter 2 is a review of related literature.

Chapter 3 outlines the methodology of the research,
including a description of sampling procedures,
instrumentation, pilot study, and general procedures.

Chapter 4 reports the interview and assessment
findings, family by family, treating each as an independent
case study.

Chapter 5 analyzes the findings from the separate case
studies, in order to seek trends in this specific sample.

Chapter 6 summarizes the material of the previous

chapters, and contains conclusions and recommendations.
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CHAPTER 2
RELATED LITERATURE

Research already available covers some aspects of
families dealing with chronic physical illness in one of the
adults and families dealing with multiple sclerosis. The
latter is reviewed only as it deals with families who have
school-age children. Normal development of empathy and
altruism in school-age children is also reviewed.

Using the computer search facilities at the James White
Library, Andrews University, research with the children of a
multiple sclerotic parent was located. The following
programs were utilized: (1) MEDLINE (U.S. National Library
of Medicine) back to 1966; (2) CINAHL (Nursing and Allied
Health) back to 1983; (3) ERIC (Educational Resources
Information Center) back to 1966; (4) Dissertation Abstracts
back to 1860; (5) PsychLIT (of the American Psychiatric
Association) back to 1974; and (6) SPORT Discus (of sports
health-related topics) back to 1975. The majority of
literature is in dissertation form and has not been formally

published.
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Realistically, one might expect that, when a parent
develops a chronic, potentially disabling, illness, certain
changes in the family system could occur. There might be a
dramatic cut in the family’s income, necessitating job
change by the spouse, and a draining of financial resources
due to medical expenses. There might also be family role
changes regarding household responsibilities, and new
dependent-caregiver relationships among spouse, patient, and
children.

Moore (1959) studied the experiences, attitudes, and
responses of the patient and the spouse to the disease. He
found that stress was the prominent impact of MS. Rintell
(1985) found significantly more role change in families with
ill fathers than in those with ill mothers.

Stuifbergen (1988/1989), surveying previous research in
this area, found that chronically ill individuals perceive
their experience with the illness as stressful and impacting
family relationships. She specifically lists marital and
parent-child relationships, self-care and dependency, family
roles, home management, employment and income, sexual
aspects of marriage, emotions, social interaction and
recreation-leisure activities (Braham, Houser, Cline &
Posser, 1975: Hanson, 1982: Luft, 1975: McSweenev, Grant,
Heaton, Adams & Timms, 1982; Parsons, 1977; Power, 1979;

Schmitt & Neubeck, 1985; Sjogren & Fugl-Meyer, 1982).
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Stuifbergen’s own research revealed that there is a negative
relationship between the severity of the chronic illness of
a parent and the functioning of the family system. The
effects of the severity can be moderated by parental
agreement as to the impact of the illness, and by clear and
open communication about the illness, within and outside the
family. Carter and McGoldrick (1980) found that a family’s
adaptation to chronic illness is determined by the stage of
family development. The older the family, the greater the
ability to maintain previous family functioning. Further,
the family‘’s life-stage and cultural beliefs affect their
approach and adaptation to chronic illness (Wishner &
O’Brien, 1978).

Bruhn (1977) concluded that chronic illness may prevent
a parent from carrying out a previously nurturant role. The
ill parent may suffer depression, anxiety, or irritability,
and be preoccupied. Spouses may suffer frustration, fear
and disappointment, trying to accommodate to the necessary
role changes. He believed that relationships with the
extended family become more dependent after the onset of the
illness.

Power (1975, 1977, 1985) studied mothers and fathers in
families with MS and Huntington’s disease. He concluded
that the familv is a major determinant in how the vatient
will adjust to his or her illness. He found that fathers

more frequently reacted to their illness with depression
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than did mothers. Fathers tended to enter a "dependent
state," relinquishing their family responsibilities to the
healthy spouse. In contrast, the mothers tended to remain
active by maintaining their customary family roles. This
activity helped manage their depression. Power’s (1979)
study of 74 men with MS found a clear differentiation
between men who adjusted and those who failed to do so.
Factors contributing to their adjustment include pre-illness
family relationships, previous success in coping with
stress, "role complementarity” (a willingness of all family
members to adopt roie fluidity), and their beliefs about the
illness. The family’s healthiness or pathology was
increased by chronic illness. These men paid more attention
to their residual abilities than to their limitationms.

Monroe (1988/1989) studied mothers with MS. She found
good overall adaptation to their illness on the part of her
13 subjects. They felt very positive about their parenting
experiences, but had issues of frustration, guilt, limit
setting, and discipline. The couples had become stronger
and more interdependent by pulling together to cope with the
illness. The mothers adjusted by remaining as independent
as they could, while accepting the need to ask for help when
necessary.

Sullivan (1974/1975), in studying 50 healthy families
and 50 families where one parent had MS, found that disabled

parents had to have their needs met by their adolescent
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children and/or spouses. They were, therefore, unable to
meet their adolescent’s needs. Few of the MS families in
her study engaged in outside activities which included all

family members.

o il i Familie

The first piece of literature recognized on this
subject dates back to 1959. Although concepts of the family
and knowledge of MS have significantly changed since that
time, Arnaud’s (1959) research with 60 children is still
considered a definitive contribution. She described three
patterns of these children: false maturity, dependent
longings, and social alienation. The false maturity refers
to a tendency, more frequently found in girls, to inhibit
one‘s own emotions in the interest of determining what is
appropriate or expected (compliance). Dependent longings,
which were higher in those children who had developed false
maturity, are the strong dependency needs the child is
forced to deny due to the situation. Social alienation, in
her view, was an outgrowth of family conflict and a lack of
predictability of parental behavior. She also found these
children had higher than normal levels of body concern,
dysphoric feelings, and hostility, with the boys higher than
the girls. She found higher than normal levels of anxiety
in the children between the ages of 7 and 12. Based on her
research findings, Arnaud believed that, despite the

continuing stress provoked by the chronic illness, normal
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ego development and integration may occur. From the broad
group trends in her sample, she concluded that young
children seem to react to the situation with considerable
generalizec apprehensiveness and uniiappiness. As the
children grow older, and their ego system matures, they
gradually develop varied defensive measures which allow thenm
to restrict and control their anxieties, and thrust their
conflicts, dysphoric feelings and anxieties out of
consciousness. However, dependent longings, body concerns,
and hostile resentment do not change appreciably with age.

Yuditsky and Kenyon (1979) interviewed 10 adolescents
who had a parent with MS. The subjects reported less time
for themselves because of additional household
responsibilities. There was fear about inheriting the
disease, and for their parent’s condition. They described
guilt over leaving their ill parent, yet also resentment
toward that parent.

Olgas‘’s (1974) research is impressive in that she
studied 124 children of parents visibly disabled by MS, and
60 control children of healthy parents. She found that body
image distortion was significantly greater in girls with MS
mothers than in girls with MS fathers or boys with MS
mothers. Her results reflected a trend toward greater body
image distortion in children with MS parents than in the
control group. Same-sex identification with the parent may

play a minimal role.
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Carpio (1981) worked with 18 mother-daughter dyads,
where the mother had MS, and compared them with healthy
dyads. Daughters of MS mothers placed less importance than
the control group upon learning about their bodies. She
also found no difference in the daughters’ interpersonal
relationships.

Sullivan‘’s (1974/1975) research further found that
adolescents with MS fathers reported a significantly higher
incidence of personal symptoms compared to adolescents with
MS mothers and adolescents with healthy parents.

Solomon (1981) studied 27 adolescent children of MS
parents and a matched control group. She found that
adolescents with an MS mother were significantly better
adjusted than those whose father had MS. She found no
significant differences between the MS group and the control
group in individual adjustment, family adjustment, or health
and physical development.

Results supporting positive adjustment were also
reported by Rintell (1985), when he studied 12 families with
30 children. Although there was some distribution of
self-concept scores, most were close to the mean, suggesting
that the children of the MS patients, as a group, were not a
"deviant®" population. In contrast to Olgas and Solomon,
however, Rintell stated that

psychological adjustment of the children in the

study . . . was not found to be statistically

significantly related to the sex of the ill
parent, the degree to which the ill parent is
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disabled, age of the child, birth order of the

children or status as the oldest child in the

family (p. 99).

Statistical conclusions from such a small sample should be
cautiously considered.

Rintell found that adolescents who were older at the
onset of their parents’ symptoms had a better body image
than those who were younger. Better body image was also
associated with fewer years since the onset of symptoms. He
also found that families with ill fathers had significantly
more role changes than those with ill mothers, and those
changes in roles involved decision making. The older the
children, the greater was their participation in family
responsibility. He speculated that better adjustment in
older children was associated with participation in family
responsibility and decision making. Finally, adolescents
who received help from the local MS clinic had better
overall adjustment than those who received help only from
the parent’s physician.

Power (1984) studied 69 adolescents with a parent with
either Huntington‘s disease or MS. He found that most of
these adolescents were adjusting well, using "positive
denial,”™ which is a denial of the severity of the illness or
a denial of the effects the illness has on the family. He
found this to be only a temporary coping mechanism: but it
was a foundation for an adaptive life pattern and a way to

reduce anxiety. Determinants of how well the adolescent
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dealt with the impact of the parental illness were family
understanding of the illness, family expectations for both
the parents and the children, and positive family adjustment
to the disability. He found that religious involvement
facilitated this adjustment.

Peters and Esses (1985) studied 33 secondary-age
children with a non-hospitalized MS parent and a matched
control group in regard to their perception of the family
environment. The MS group felt more conflict, less
cohesion, less intellectual-cultural orientation, less
moral-religious emphasis and less organization than the
control group. No significant differences were found with
respect to expression, independence, achievement
orientation, active-recreational orientation, and control.

Blackford (1992) studied children with ill mothers, 17
of whom had MS, and compared them to a control group. She
found that the children of ill mothers demonstrated a
significantly higher potential for mature friendship
relations. These children had a high degree of sensitivity

to others, usually associated with empathic skills.

Summary of MS Family Research
The research reviewed indicated that a chronic illness
causes stress in the family, and affects family
relationships, roles and communication. The impact of the
illness could be moderated by the stage of family

development, the parent’s desire and ability to remain
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active, family willingness to change roles, effective
communication, and joint effort to cope.

Children in MS families were basically well-adjusted.
Although ycung children seemed to have more apprehensiveness
and depressive tendencies, adolescents seemed to develop
defense mechanisms which helped them cope. The research
delineated differences related to which parent had MS, the
age of the child at the onset of the MS, the child’s

responsibility in the family, and perceptions of the family.

e (o Vi t t

Utilizing the same research facilities in the James
White Library, a review was made of the literature relating
to the development and measurement of empathy and prosocial
and altruistic behavior. Very little relevant literature
was identified. Measurement is discussed in the
Instrumentation section of chapter 3.

According to Kohlberg (1969), cognitive-developmental
theory claims that, as children mature, their capacity for
abstract thinking also develops. This involves the
understanding of another person’s cognitive, affective, or
perceptual perspective. It is believed that this growth in
cognitive capacity brings about qualitative changes in
children’s moral reasoning.

Eisenberg (1979, 1982) found that young children are
egocentric, and base their moral decisions on needs

orientation, which she presumed to be early empathic
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reasoning, but lacking in prosocial reasoning.
Elementary-age children’s moral decisions reflected a desire
for approval and to behave in a socially acceptable manner.
Secondary-age children’s moral decisions reflected abstract
principles, including internalizing emotional reactions that
relate to one’s principles and self-reflective empathic
reasoning. Developmental stages were delineated through
Eisenberg’s later research (1983, 1987, 1991). "The link
between empathy and altruism is strengthened as children
become more able to understand another’s life circumstances
beyond the immediate situation" (Eisenberg et al., 1987, p.
718).

Based upon cognitive-developmental theory, Eisenberg et
al. (1983) suggested that children whose parents encourage
them to understand the views of others and to participate in
decision making should be able to make moral judgments more
effectively than children who have authoritarian parents.
Based on social-learning theory, the same authors suggested
that nurturant, supportive, non-punitive parenting
facilitates prosocial development in the early years, when
children are more likely to be dependent on, have respect
for, and to model such parents.

Feshbach (1978) stated that experiencing the expression
and restraint of feeling as part of the socialization
process was highly relevant to the development of empathy.

She also found that the ability to empathize improved
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with age.
From the research discussed, it is evident that empathy
and altruism (prosocial behavior) are related, and both
become stronger with age. However, altruism does not appear

to begin to develop as early as empathy.
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CHAPTER 3

METHODOLOGY

Iype of Research
This research was an exploratory study which it is
hoped will become the springboard for further studies. The
study, therefore, is largely of a qualitative nature.

Comparative studies were also utilized as appropriate.

ulati a i Procedures

The population of interest consisted of families with
school-age children (ages 5 through 19), where one of the
parents has multiple sclerosis, and the second parent (or
step-parent) is present.

I, myself, am limited in my ability to travel over a
wide geographic area to meet with subjects due to my own
multiple sclerosis. Therefore, the population was delimited
to families residing in northern Indiana and northeastern
Illinois.

Initially, the support of the National Multiple
Sclerosis Society was sought. They expressed interest in
the proposed study, but indicated that the subjects would
need to be identified through the local chapters. As it
turned out, however, it was not necessary to approach the

21
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local chapters, due to the enthusiastic support of two
neurologists and a psychologist. My personal neurologist
offered to have his office secretary send the demographic
questionnaire (described below) and his cover letter to each
of his multiple sclerosis patients and their families in
June of 1992. Those families which included school-age
children and were willing to participate in the study
returned to me the completed questionnaire and a consent
form signed by each family member. Thus, no other patients
were identified by name to me. Five qualified families were
thus identified for the study.

A major multiple sclerosis clinic in the Midwest was
then contacted for a wider population. The director of the
clinic and one of his psychologists willingly agreed to
submit a revised research protocol to their human subjects
research committee. After the committee’s approval had been
received, the psychologist wrote a cover letter which he
sent in February of 1993 with the demographic questionnaire
to the clinic’s patients in the identified geographical
area. It was hoped that completed questionnaires and
consent forms would be received from an adequate number of
potential subject families, to enable selection to be made
in such a way as to remove the effect of some of the
independent/moderator variables listed later in this

chapter.
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Description of the Sample

The first mailing from the major clinic resulted in 4
qualified families agreeing to participate. A second
mailing from this clinic brought 4 more usable families.
Thus a total of 13 families were identified for the study.
As it turned out, one of these families found it very
difficult to schedule the initial interview appointment, due
to the number of persons living in the home and the heavy
extra-curricular program of some family members. This
family, though initially very interested in the research,
eventually was not able to participate. A 13th family was
anxious to join the study after hearing it discussed in an
MS support group by another participant in the study.

The sample thus consisted of 13 families. A general
demographic description of the families is as follows:
In 10 families the mother, and in 3 families the father, had
MS. Four families lived within the large city, and one in
its suburbs. Two families lived in small cities (large
towns). Four families lived in small towns, and two in
rural areas. All were Caucasian.

Together, the families included 4 elementary-age sons,
6 elementary-age daughters, 4 secondary-age sons and 6

secondary-age daughters.

Non-Qualified Interested Respondents
Before responses began to trickle in from families

meeting the criteria for inclusion in the study, several
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were returned from families who were interested in
participating but failed to meet the criteria. By the
conclusion of data collection, 27 responses had arrived by
mail, and 4 by telephone, from such families. Each of these
31 interested respondents wrote or shared messages of
support for the research. The reasons for their failure to
meet the criteria were varied. Seven female respondents and
four men had no children. Two fathers and one mother had
families who agreed to participate, but were too busy to be
able to set appointments. Three mothers had no spouse, and
two of these said their divorces were due to the MS. The
children of eight mothers and one father were adults. Two
mothers and two fathers had someone in the family unwilling
to participate. One mother reported that her child was
living with her ex-~husband. One father informed me that he
no longer lived in the area, and one wife reported that her

husband had recently died.

Variables
Dependent Variables

The dependent variables of interest in this study are:
(1) self-concept: (2) family relationships:; (3) basic
personality; (4) cognitive development:; and (5) social
relationships, in particular empathy and altruism/pro-social
behavior. These variables are delineated more specifically
and operationally in the Instrumentation section which

follows.
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Independent/Moderator Variables

The independent/moderator variables are: (1) the
gender of parent with multiple sclerosis; (2) the age of
parent and age of children at the time of diagnosis:

(3) whether or not the child knew the parent before
diagnosis, in relation to the previous variable; (4) the
length of time since the diagnosis; and (5) the degree of
disability of the parent.

It was hoped that the participating sample might be
selected in such a way as to control one or more of these
variables. As only 13 qualified families within a
reasonably accessible area offered to participate, however,
all were used. Thus none of these independent or moderator

variables could be controlled.

Instrumentation
Several instruments were utilized for this study, in
order to obtain evidence from more than one source.
Interpretations were then a combination of the results from
these multiple tests and the interviews. These are here

discussed in the approximate order of their use.

Population Identification Questionnaire
As was discussed under Population and Sampling
Procedures, a package was prepared by me and sent by the
neurologist or psychologist to each of their multiple

sclerosis patients, together with a covering letter of their
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own. This package consisted of an introductory letter from
me, a demographic information questionnaire, and a consent
form (see copies in appendix A).

The letter introduced me, and mentioned the need for
research to be undertaken on families and school-age
children where a parent has multiple sclerosis. Interested
parents and their children were invited to complete the
questionnaire and consent form and mail them back to me in
the stamped, addressed envelope provided. They were advised
of the necessity of more than a single interview. Care was
taken in the letter to stress the provisions to ensure
confidentiality, the right to withdraw, and my personal
responsibility to avoid discomfort to the family or any
member. My home telephone number was provided.

The questionnaire requested the following information:
names and ages of the parents; name, age, and school grade
of each son and daughter; name, age, and relationship to
family of any others living in the home, and of any other
family member not living at home; designation of which
parent had multiple sclerosis; when, and by whom, the
illnesss was diagnosed; daily-occurring symptoms:
willingness to participate--in own home or perhaps
elsewhere, and on more than one occasion:; address, home
phone number, and work phone number for both husband and
wife, and best time to contact each. The consent form

contained a declaration by me regarding the protection of
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the rights of the family members. Each member of the
family, and an independent witness, was asked to sign the
consent form, which was to be returned to the researcher
together with the completed questionnaire. A yellow tear-
off copy of the consent form was provided for the family to
keep.

on receiving the forms, I sent the family a letter of
appreciation, with a promise of further contact (copy in

appendix A).

Interview Schedule (Pilot-Study Form)

I developed a schedule (see appendix B) to guide
through the interview so that all essential points would be
covered at each interview. The top sheet, to be destroyed
after all research had been completed for that family,
requested name, birthdate, educational level, and details
concerning the occupation of each parent; date of marriage;
name, gender, birthdate, school, grade, and name of teacher
of each child; and name, relationship, age, and length of
time in home of others living in the home. The other five
pages contained questions with a largely unstructured
response format. It was hoped that analysis of the
responses from the pilot-study sample would enable some
structuring of the response format for the major study to
simplify recording of responses. This did not turn out to
be the case.

Each question/section of the schedule is related in
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Table 1 to one of the six research questions stated in
chapter 1 and/or to one of the potential
independent/moderator variables listed in the present
chapter.
The Family Adaptability and Cohesion Evaluation
Scales-~II (FACES-II)

The FACES-II is one of several scales developed by the
Family Inventories Project in the Department of Family
Social Science, University of Minnesota. The Director of
the Project is David H. Olson.

Although a fourth version of FACES was under
construction, the authors recommended the continued use, for
the present, of FACES-II, which has considerably higher
reliability than FACES-III (copy of statement in appendix
B).

The Family Adaptability and Cohesion Evaluation Scale
was designed to enable placement of families into the
Circumplex Model developed by Olson and Associates. The
scale enables family members to describe how they perceive
their family.

Family Cohesion is defined as the

emotional bonding that family members have

toward one another. There are four levels of

cohesion ranging from disengaged to

separated, to connected, to enmeshed. The

developers of this framework hypothesized

that the central levels of cohesion

(separated and connected) are the most wviable

for family functioning. The extremes

(disengaged or enmeshed) are generally seen

as problematic.
Family adaptability is defined as the
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TABLE 1

RELATIONSHIP OF INTERVIEW SCHEDULE TO
RESEARCH QUESTIONS

Research Independent
Question # Variable #
Question/Section (pp- 3, 4) (p.25)
Church affiliation/
organization 3
Volunteer work/other
activities 3
Diagnosis of MS
(6 questions) 3 2, 3, 4
Supportiveness

of doctor

Sharing of diagnosis 3
Support system

How diagnosis was dealt
with i1, 3, 4, 5, 6

Supportiveness of each
group 1, 3, 4, 5, 6

Symptoms, problems, treat-
ments and medications 3 5

Assistance, insurance
counseling; family
changes; children in
school 1, 2, 3, 4, 6
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ability of a marital or family system to

change its power structure, role

relationships, and relationship rules in

response to situational and developmental

stress. The four levels of adaptability

range from rigid, to structured, to flexible,

to chaotic. As with cohesion, it is

hypothesized that central levels of

adaptability (structured and flexible) are

more conducive to marital and family

functioning, while the extremes (rigid and

chaotic) are the most problematic for

families as they move through the family life

cycle. (McCubbin & Thompson, 1991, p. 66)

FACES-II was developed in 1981 by Olson, Portner, and
Bell to provide a shorter instrument than FACES-I, that
could be used by children. An initial scale of 90 items was
reduced to 50 items on the basis of item analysis and factor
analysis. Each of the statements was initially responded to
on a 5-point response scale (Strongly Disagree to Strongly
Agree). Further analysis, after administration to 2,412
individuals, reduced the scale to 30 items. These include 2
items for each of eight concepts relating to the cohesion
dimension--emotional bonding, family boundaries, coalitions,
time, space, friends, decision making, and interest and
recreation--for a total of 16 items for cohesion; and 2 or 3
items for each of the six concepts relating to
adaptability--assertiveness, leadership, discipline,
negotiation, roles, and rules~-for a total of 14 items for
the adaptability dimension.

A recent update of the instrument (Olson, McCubbin, &
Associates, 1992, pp. 12-18) modified the response format so

that the five response categories are: almost never, once
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in a while, sometimes, frequently, and almost always. They
supply directions for a scoring procedure, leading to a
score which may be interpreted in a linear manner from the

Circumplex Model (see Figure 2).

Reliability coefficients obtained were: alpha values
of .87 for Cohesion, and .78 for Adaptability, and .90 for
the full scale, based on the 30-item scale; and
test-retest-coefficients over 4 to 5 weeks of .83 for
Cohesion, .80 for Adaptability and .90 for the full scale,
based on the 50-item scale. A concurrent validity study
compared scores on FACES-II with scores on the Dallas Self-
Report Family Inventory, using the global measure of family
health. Validity coefficients were reported as .93 for

Cohesion and .79 for Adaptability.

Family Crisis Oriented Personal Scales--F-COPES

The F-COPES is another scale of the Family Inventory
Project, and was developed in 1981 by Hamilton L. McCubbin,
David H. Olson, and Andrea S. Larsen of the University of
Wisconsin, Madison, Family Health Program. It was developed
to record effective problem-solving attitudes and behavior
which families develop to respond to problems or
difficulties.

The set of 30 items is introduced by the general

statement: "When we face problems or difficulties in our
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family, we respond by . . . ." This introduction is
followed by the 30 statements, each with a 5-point response
format from Strongly Disagree to Strongly Agree.

An initial set of 49 items was reduced by factor
analysis to 30 items, each loading from .39 to .85 on one of
eight factors in two dimensions--internal and external
family coping patterns. The three Family Resources
(internal patterns) are: (la) Confidence in PFamily
Problem Solving; (1b) Reframing Family Problems; and
(1c) Pamily Passivity, each of four items. The five Social
and Community Resources (external problems) are:

(2a) Church/Religious Resources (4 items); (2b) Extended
Family (4 items); (2c¢) Friends (4 items); (2d) Neighbors

(3 items); and (2e) Community Resources (3 items) (Olson, et
al., 1992, pp. 121-122).

Factor analysis of scores from a large sample of 2,740
subjects provided a factor structure similar to the
original, but with slight modifications. Some of the
original eight factors merged to form more global factors.
One item was deleted from the scale. The resulting five
factors are:

Coping 1: Acquiring Social Support. Nine items
measure a family’s ability to actively engage in acquiring
support from relatives, friends, neighbors, and extended

family (factors 2b, 2c, 24d).

Coping 2: Reframing. Eight behavior items which
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assess the family’s capability to redefine stressful events
in order to make them more manageable (factors la and 1b).

Coping 3: Seeking Spiritual Support. Four
behavior items which focus upon the family’s ability to
acquire spiritual support (factor 2a).

Coping 4: Mobilizing Family to Acquire and Accept
Help. Four behavior items which focus upon the family’s
ability to seek out community resources and accept help from
others (factor 2e plus one additional item).

Coping 5: Passive Appraisal. Four behavior items
which assess the family’s ability to accept problematic
issues minimizing reactivity (factor 1lc) (Olson et al.,

1992, pp. 123-125).

Reliabilit i N
In Table 2, the item numbers for each of the coping

subscales are given, together with two reliability estimates
for each: coefficient alpha (internal consistence) from a
sample of 2582, and test-retest-reliability from a sample

of 11e6.

Percentile norms are provided for adult males and
females and for adolescent males and females, and for all
combined, for the complete 30-item instrument and for each
of the five subscales. Means, standard deviation, and modes
are also provided, together with indices of kurtosis and

skewness.
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TABLE 2

F-COPES SUBSCALES AND RELIABILITIES

Coefficient Test-~retest

alpha reliability
Subscale Item numbers (N=1582) (N=116)
Acquiring social 1,2,4,5,10, .83 .78
support 16,20,25,29
Reframing 3,7,11,13,15, .82 .61
19,22,24
Seeking spiritual 14,32,27,30 .80 .95
support
Mobilizing family 6,8,9,21 .71 .78
to acquire and
accept help
Passive appraisal 12,17,26,28" .63 .75
Total scale .86 .81
Note. From Family Inventories (p. 125) by David H. Olson,

Hamilton I. McCubbin, and Associates, 1992, St. Paul, MN:
Family Social Science, University of Minnesota (p. 125).
‘These four items must be reversed when scoring.
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Family Hardiness Index (FHI)

The Family Hardiness Index was developed by McCubbin,
McCubbin, and Thompson (1986) as part of the research at the
Family Stress, Coping and Health Project at the University
of Wisconsin-Madison. This is a 20-item instrument in
which the respondent is to assess the degree to which each
statement describes the current family situation. Each item
has a 4-point response scale: False, Mostly False, Mostly
True, True, and an additional option--Not Applicable.

The instrument contains four subscales, measuring the
four interrelated components of family hardiness, and
confirmed by factor analysis. These four
subscales/components are given below, with items listed in
order of size of factor loading:

1. Cooriented Commitment: Items 5, 7, 18, 13, 11, 9,
4, 6. PEBach item loaded above .51 on this factor, This
factor measures the family’s sense of internal strengths,
dependability, and ability to work together.

2. Confidence: 1Items 8, 10, 3, 2. Each loaded above
.58 on this factor. The factor measures the family’s sense
of being able to plan ahead, being appreciated for efforts,
and members’ ability to endure hardships and experience life
with interest and meaningfulness.

3. Challenge: Items 17, 15, 16, 14, 12. Each item
loaded above .52 on this factor. The factor measures the

family’s efforts to be innovative, active, to experience new
Xp
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things, and to learn.

4. Control External: Items 19, 20, 1. Each item
loaded above .77 on this factor. The factor, in its
positive aspect, measures the family’s sense of being in
control of family life rather than being shaped by outside
events and circumstances (McCubbin & Thompson, 1991, pp. 127,
129, 130).

Positive items are scored from false = 0 to true = 3.
Negative items are scored from 3 to 0. These negative items
are numbers 1, 2, 3, 8, 10, 14, 16, 19, 20. For all items,

Not Applicable = 0.

liabilit validity and

For reliability as internal consistence, a coefficient
alpha of .82 was obtained for the complete FHI. No
reliability information is at present available for the
subscales.

In addition to the construct validity evidenced by the
factor analysis, some concurrent validity information is
provided. The FHI was correlated with the Family
Flexibility subscale of FACES-II (r = .22); with the Family
Time and Routines Index (McCubbin et al., 1986) (r = .23):
and with the five subscales of the Quality of Life
Instrument (Olson & Barnes, 1982): Family Satisfaction
(r = .20), Marital Satisfaction (r = .11), and Community
Ssatisfaction (r = .15).

Although all these correlations are significant at the
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.05 level, they are not very strong.

No normative data on the subscales are available.
However, the authors do provide a table of percentile ranks
corresponding to raw total scores on the FHI from a sample
of 304 families. They also provide the Mean, Median,

Standard Deviation, and Range.

Vineland Adaptive Behavior Scales

The Vineland Adaptive Behavior Scales, developed by
Sparrow, Balla and Cicchetti, is a 1984 revision of the
Vineland Social Maturity Scale, developed by Doll (1935,
1965). The authors define adaptive behavior as "the
performance of the daily activities required for personal
and social sufficiency" (Sparrow, Balla, & Cicchetti, 1984,
p. 6). It is "age-related, is defined by the expectations
or standards of other people, . . . and is defined by
typical performance, not ability" (p. 6).

There are three forms. The Survey Form, of 297 items,
is administered by a trained interviewer to a parent,
caregiver or an individual from birth to 18 years, 11 months
old.

Each item is a statement of the performance of a daily
activity (e.g., "Apologizes for mistakes or errors in
judgment®™). A score of 2 is assigned for a rating "Yes,
usually”; 1 for a rating "sometimes, or partially"; and O
for a rating "no, never." For each domain, scoring

commences with the item designated for the individual’s age.
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The Expanded Form contains an additional 280 items and is
administered in the same way as the Survey Form.

The Classroom Edition contains 244 items from both the
other forms, and is independently completed by a teacher of
a student from 3 years of age to 12 years 11 months. The
present research used the Classroom Edition for only the
elementary school students in the sample. The authors
determined, from literature review and their own clinical
and research experiences, that the daily activities of most
individuals could accurately be categorized into four
behavioral domains: Communication, Daily Living Skills,
Socialization, and Motor Skills. An original set of about
3,000 items was reduced by careful analysis to 800 items
and, after pilot tests, to 529 items. These were used in a
national tryout using 361 females and 362 males from the
major regions of the United States and "from all
socioeconomic categories, as measured by parental education,
and from white and minority races or ethnic groups" (Sparrow
et al., 1984, p. 10). About half of the 529 items were then
used as a standardization edition for the Survey Form. The
standardization sample consisted of 3,000 individuals at 35
sites in 24 States, ranging in age from birth to 18 years,
11 months.

Table 3 gives a content definition for each of the four
domains and their sub-domains, and the number of items for

each in the Classroom Edition.
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TABLE 3

CONTENT OF VINELAND CLASSROOM EDITION

Domain and Sub-domain

Content definition

# of items

Commupication
Receptive

Expressive
Written

Total scale

Personal

Domestic

Community

Total scale
socializati

Interpersonal
relationships
Play and leisure

time
Coping skills

Total scale
Motor skills
Gross

Fine

Total scale

Adaptive behavior
composite

What the individual
understands

What the individual says

What the individual reads
and writes

How the individual eats,
dresses, and practices
personal hygiene

What household tasks the
individual performs

How the individual uses
time, money, the
telephone and job skills

How the individual interacts
with others

How the individual plays and
uses leisure time

How the individual demon-
strates responsibility
and sensitivity to others

How the individual uses arms
and legs for movement and
coordination

How the individual uses hands
and fingers to manipulate
objects

10
29

24
63

36

21

42
99

17

18

18

33

16

13
29

244
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eliabjili Validity a

The authors report several reliability estimates for
the Survey Forms: (1) corrected split-half coefficients for
the domains, measured within each of 15 age groups, ranging
from .70 to .95, and for the composite score within each of
the age groups, from .89 to .98; (2) test-retest (2-4 week
interval) coefficients ranging from .76 to .93 for standard
scores and from .77 to .98 for raw scores; (3) interrater
reliability coefficients ranging from .62 to .75 for the
domains and .74 for the composite for standard scores, and
from .96 to .99 for domain raw scores.

The authors give a great amount of validation data--
construct and criterion-related--both supporting the
validity of the instrument. Content validity was ensured by
the careful item selection and analysis.

For each age group, in 3-month increments, tables are
provided enabling a raw score of each domain to be converted
to a deviation IQ-type standard score. For each sub-domain,
at each age level, a table is provided to transfer raw

scores to adaptive level descriptors.

Human Figure Drawing (HFD)
The HFD is a technique where a child is given a blank
piece of paper and a pencil and is asked to draw a whole
person. The method is attributable to Koppitz (1968), who

claimed that it can be used as a projective technique to
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seek signs of unconscious needs, conflicts, and personality
traits.

Koppitz claimed that 30 developmental items and 30
emotional indicators could be identified from a child’s HFD.
These items were not significantly related to the child’s
drawing ability or training. She warned that evaluation
should not be made on the basis of a single HFD indicator.
The combination of all indicators should be evaluated, with
other test data, taking into account the child’s age,
maturation, social and cultural background, and emotional
state. Only the emotional indicators were used in this

study.

The Kinetic Family Drawing (KFD)

Burns and Kaufman (1970) added the concept of "doing"
to the drawings. It was hoped that the addition of movement
would draw forth the child’s feelings into the area of
interpersonal relations in addition to those related to
self-concept. The procedure is simply described in Burns
and Kaufman (1972).

The drawings are obtained from children
individually. The child is asked to seat
himself on a small chair at a table of
appropriate height. A sheet of plain white,
8.5" x 11" paper is placed on the table
directly in front of him. A No. 2 pencil is
placed in the centre of the table and he is
asked to "Draw a picture of everyone in your
family, including you, DOING something - some
kind of action." (p. 5)

I first clinically evaluated each picture as a whole.
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Then I scored the following research variables: activity
level, activity type, communication level, cooperation
level, fiqure nurturing, figure body, relative size of
figures, orientation between figures, and barriers (Burns &
Kaufman, 1972). These variables were selected as they
relate to the family concepts I was studying.

Several studies have investigated the inter-rater
reliability of the KFD. McPhee and Wegner (1976) obtained
coefficients ranging from .655 to 1.0, with a median of .87.
Mostkoff and Lazarus (1983) reported inter-judge agreement
ranging from 86% to 100%, with a mean of 97%. Layton (1984)
reported high inter-rater reliability for 133 of the 157
signs investigated in her research. As a further check of
the objectivity of my scoring, the drawings of 6 subjects
were independently evaluated by another child psychologist
experienced in the use of projective drawings. Their

scoring was in very close agreement with mine.

Empathy Scales
A computer search was undertaken to seek to identify a

normed empathy scale, reliable and valid for the present
study. The search was made, using the PSYCHLIT data base
(from 1974), and the Dissertation Abstracts data base (from
1861). Two instruments were identified as being of greatest
usefulness, one for secondary—age children and adults, and
one for elementary-age children. These were selected for

use in this study.
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The Emoti 1 Empathi
Tendency Scale (EETS)

The Emoctional Empathic Tendency Scale was developed by
Albert Mehrabian and Norman Epstein (1972). The authors
aimed to develop a measure of emotional empathy, a vicarious
emotional response to the perceived emotional experiences of
others. A large pool of items was reduced to an instrument
of 33 items, each being a statement of empathic response to
some situation, person, or object, with a 9-point response
scale running from very strong agreement (+4) to very strong
disagreement (-4) for positive items, with scoring reversed
for negative items. These final items were selected using
three criteria: insignificant correlations with the Crowne
and Marlowe (1960) social desirability scale; significant
correlations (p = .0l1) with scale total score; and content
validity "inferred in part from factor analyses of a larger
pool of items" (Mehrabian & Epstein, 1972, p. 527). These
seven factors were named as Susceptibility to Emotional
Contagion, Appreciation of the Feelings of Unfamiliar and
Distant Others, Extreme Emotional Responsiveness, Tendency
to Be Moved by Others’ Negative Emotional Experiences,
Sympathetic Tendency, and Willingness to Be in Contact with
others Who Have Problems. The subscale intercorrelations
all exceed .30 (p. 527).

The scoring instructions provided by Mehrabian stress
that the above factors were described only for the purpose

of identifying the content composition of the scale-—-not to
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be employed as separate subscales. Appendix B contains the
personal letter from Dr. Mehrabian authorizing reproduction
of the scale for the present study, but refusing permission
for any items of the scale to be listed in a dissertation or
any such medium for distribution to others. Hence no copy
of the scale is included in the dissertation. Mehrabian
obtained a split-half reliability of .84 for the complete
measure.

In their 1972 paper, Mehrabian and Epstein describe two
experiments to test two hypotheses proposed by Feshbach
(1964). These were: (1) that the more empathic person is
discouraged from using aggressive instrumental behavior to
achieve non-aggressive goals, and (2) the immediacy and
intensity of the pain reaction of the victim are important
factors in inhibiting aggression. Using the EETS to measure
emotional empathy, they obtained partial confirmation of
these hypotheses. In both experiments an interaction effect
between empathic tendency and immediacy indicated that only
highly empathic subjects showed less aggression in the more
immediate condition.

In one of the experiments, the less empathic males were
found to be generally more aggressive (Mehrabian & Epstein,
1972, p. 541). A further experiment, using the EETS,
obtained results which were "interpreted as evidence that
empathic tendency is the major personality determinant of

helping behavior" (p. 542).
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In a later paper, Mehrabian, Young, and Sato (1988)
provided further evidence relating to the validity of the
EETS.

Of the reports on research involving empathy among
adults and adolescents which were identified by the computer
search, the Mehrabian and Epstein EETS was used more
frequently than any other empathy scale (Eysenck & Eysenck,
1980; Randhawa, DeLacey, & Saklofske, 1986; Strayer &
Roberts, 1989).

Index of Empathy for
Children and
Adolescents
Bryant (1982) sought to extend the Mehrabian and

Epstein EETS downward to accommodate a wide range of
children and adolescents. She selected the EETS for three
reasons: (1) the Mehrabian and Epstein definition of
empathy as a vicarious emotional response to the perceived
emotional experiences of others met Bryant’s primary
interest in the development of her scale; (2) ease of
administration, in contrast to the slide projector and
viewing facilities required by the other major available
instrument (Feshbach & Roe, 1968); and (3) the need for
comparable forms of an empathy index for use with children,
adolescents, and adults.

To develop her instrument, Bryant reworded 17 items
selected from EETS, so as to be more suitable for use with

children. Five of these items each yielded a second item
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when reworded, four by making parallel boy/girl items, and
the fifth by the writing of both a positively worded and a
negatively worded item. Thus, Bryant arrived at a scale of

22 items, parallel to EETS and valid for children.

Bryant’s norming sample included boys and girls in
grades 1, 4, and 7. For the seventh graders, she used the
9-point response scale of EETS. For the other two grades,
she used a 0 (No), 1 (Yes) response scale. She provides
mean and standard deviation for each of these 3 age groups.

Bryant gives internal consistency reliability wvalues
(Cronbach’s alpha) of .54 for first graders, .68 for fourth
graders, and .79 for seventh graders. Test-retest (2-week
interval) reliability coefficients were obtained as follows:
.74 for 53 first graders:; .81 for 108 fourth graders; .83
for 80 seventh graders; and .85 for these same seventh
graders using the adult EETS.

Bryant offers considerable evidence for discriminant,
convergent, and general construct validity.

In a personal telephone conversation with my
measurement/statistical adviser, Dr. Bryant authorized
duplication of her instrument for the purpose of the present
study. She recommended use of the Mehrabian and Epstein
instrument for grade 8 and above--perhaps even grade 7. As
the Bryant instrument is already in the public domain, it is

reproduced in appendix B.
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Survey of Interpersonal Values

The same computer search that was made for instruments
measuring empathy was also made to seek a normed instrument
to measure altruism or prosocial behavior. A number of
instruments (not normed) were identified, mostly measuring
prosocial behavior in pre-school children through
observation of contrived play-acting situations.

Eventually an instrument was identified, which purports
to measure six constructs: support, conformity,
recognition, independence, benevolence, and leadership.

This is the Survey of Interpersonal Values, developed by
Leonard V. Gordon. The construct Benevolence, measured by
the fifth scale, is defined as "doing things for other
people, sharing with others, helping the unfortunate, being
generous." This definition is in accord with my operational
definition of altruism/prosocial behavior. The information
on development, reliability and validity has been taken from
the Second Edition of the Manual (Gordon, 1975).

As the instrument is composed of only 30 items, and
requires only about 15 minutes to administer, I decided to
administer the complete instrument. The other five scales
were then also scored and used. These are:

1. Support: Being treated with understanding,
receiving encouragement from other peooble, beina treated
with kindness and consideration.

2. Conformity: Doing what is socially correct,
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following reqgulations closely, doing what is accepted and
proper, being a conformist.

3. Recognitijon: Being looked up to and admired, being
considered important, attracting favorable notice, achieving
recognition.

4. Independence: Having the right to do whatever one
wants to do, being free to make one’s own decisions, being
able to do things in one’s own way.

5. Leadership: Being in charge of other people,
having authority over others, being in a position of
leadership or power (Gordon, 1975, p. 1).

The instrument uses forced-choice format. Each of the
30 items is a triad. The respondent is asked to select one
statement as representing what is most important, and one
statement as representing what is least important to himself
or herself. The remaining statement is left unmarked. A
high score on a scale indicates that what is represented by
the item content of that subscale is valued by the
respondent (Gordon,1975, p. 1).

From a review of the literature, 10 construct
hypotheses were developed, which were considered to be
reasonably independent of each other. Initially 210 single
items were prepared, with approximately equal representation
of these 10 constructs. Other criteria used in the
development of the items were that they were intended to

measure values defining relationships between "normal"”
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people and that a reasonable response variance should be
expected. The forced-~choice format was selected because all
the values under consideration were considered to be
socially acceptable, and hence the relative importance of
these values to the individual would be the subject of
measurement.

Following administration to a college-student sample, a
factor analysis of the items led to 7 of the 10 constructs
emerging as orthogonal factors. At this point, the items
were arranged in triads, in such a way that each triad
represented 3 of the constructs. It proved difficult to
match items of the factor Aggression in this way and, in a
trial run, the aggression item was almost always selected as
the least important choice. Hence this dimension was
removed, and a new form was prepared including only the six
factors defined above (Gordon,b 1975, p. 2).

Scoring of the six scales is easily accomplished by
means of a hand-overlay stencil which is placed in a
different position over the response sheet to score each

separate scale.

Reliabilit

The manual gives reliability estimates for 10 samples.
For high school students, the sample of interest for this
study, the internal consistence coefficients were .82, .86,
.75, .86, .81, and .84 for the six scales respectively. For

college students, short-term (10 day) test-retest

SO . —
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reliability coefficients ranged from .78 to .89. For
various other samples, longer range (12 weeks to 1 year)

test-retest coefficients ranged from .55 to .82 (p. 3).

Norms

Means and standard deviations are supplied for the six
scales, derived from the 144 high school students in the
sample. Percentile norms are supplied, based on a sample of
2,026 male and 1,629 female high school students. These
were llth- and 12th-grade students only. However, norms are
given also for ninth-grade vocational students from urban
schools. The sample of ll1th- and 12th-grade students
included 26 sampling units from suburban and rural schools,
representing approximately equally eastern and western
regions of the country, and urban schools in these regions
and also the central region. Blacks and Spanish surnames
together comprised 17.2% of the urban sample, and an
undetermined but small percentage in the other samples (p.
6). For this study the more appropriate of these two sets

of percentile norms, depending on grade level, was used.

validit
The major validity evidence relevant to the present
study is that provided by the factor analysis. The manual
includes 44 pages (pp. 10 to 53) of further validity
information from studies using a wide variety of samples.

Just three of these studies involved high school students.
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1. The construct, bureaucratic orientation, is
measured in the School Environment Preference Schedule
(SEPS). Significant positive correlations were obtained
between thi:is construct and the Conformity scale of the SIV
for 42 twelfth-graders (r = .32), 65 eleventh-graders (r =.37)
and 61 tenth-graders (r = .35). Significant negative
correlations were obtained between SEPS and the Independence
scale of SIV (-.54 for grade 12 and -.24 for grade 10). For
the grade 10 sample, in addition, a correlation of +.32 was
obtained between SEPS and the Recognition scale of SIV; and
a correlation of -.21 between SEPS and the Benevolence scale
of SIV (p. 11).

2. Another study compared scores on the SIV by high
school counselees with scores obtained from 74 counselors
who responded to the SIV as they thought their counselees
would. Counselors were most accurate in perceiving the
values of their counselees who scored high on Conformity
and/or Benevolence (values highly esteemed in traditional
schools) and low on Support and/or Indepencence (p. 16).

3. For a group of 169 students in highly structured,
traditional school environments, correlations were obtained
between a measure of attitude toward school and the SIV
scales. Significant correlations were obtained for
Independence (-.35), Conformity (+.24) and Recognition
(+.16) (p. 24).

A copy of the Survey of Interpersonal Values
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appears in appendix B.

Piers-Harris Children’s Self-Concept Scale

The Piers-Harris Children’s Self-Concept Scale was
developed over a period from 1952 to 1973. The definition
of self-concept guiding the development of the instrument
was based on a number of theoretical assumptions about the
nature of children’s self-concept.

1. Self-concept is viewed as phenomenological in
nature. That is, it is not directly observable, but must be
inferred from behaviors or self-report.

2. It includes global components (feelings about self
as a whole person) and specific components, such as physical
self, moral self, academic self, etc.

3. It is relatively stable.

4. It is self-evaluative as well as self~descriptive.

5. It is experienced and expressed differently by
children at various stages of development.

6. It serves an important organizing function and
plays a key role in motivation (Piers, 1984, op. 43-44).

An initial pool of 164 items reflected 11 aspects of
children’s self-concept. These were physical
characteristics and appearance; clothing and grooming;
health and physical well-being; home and family; enjoyment
of recreation; ability in sports and play: academic
performance and attitudes toward school:; intellectual

abilities; special talents; "just me-myself"™: and
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personality, characteristics, inner resources, and emotional
tendencies. EBach item is a simple declarative statement on
The Way I Feel About Myself, responded to by Yes or No.
Approximately half of the items indicate positive self-
concept if the answer is "Yes." The others require a "No"
answer to indicate positive self-concept.

After administration to a sample of 90 children from
grades 3, 4, and 5, the initial pool was reduced to 140
items. Items were dropped, in the main, because they were
answered in one direction by less than 10% or more than 90%
of the children. After administration to a sixth-grade
sample of 127 students, items which did not significantly
p = .05) discriminate between the 30 highest and 30 lowest
scores were dropped. Also, items not answered in the
expected direction by at least half the highest scorers were
dropped.

The factor structure of the instrument was investigated
in six separate samples. Six interpretable factors
resulted. Only those items which replicated across studies
were retained. The resulting scale consisted of 80 items.
The six factors are: Behavior (16 items), Intellectual and
School Status (17 items), Physical Appearance and Attributes
(13 items), (freedom from) Anxiety (14 items), Popularity
(12 items), and Happiness and Satisfaction (10 items).
Fifteen of the 80 items load on no factor, but are included

in the total scale score--global self-concept, which is the
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most commonly used and most well-researched score. It is
the sum of all items responded to in the direction of
positive self-concept. Forty items each load on one scale,
13 load on two scales, and 2 load on three scales (Piers,
1984, pp. 44-47).

The instrument was written at third-grade reading
level, and was prepared for children and adolescents ages 8
to 18 years. A copy of the instrument is contained in

appendix B.

Reliabilit o

Internal consistence reliability coefficients for total
scores in six studies with various subgroups range from .88
to .93. cCoefficients for the subscales, corresponding to
the six factors, range from .73 to .81 (Piers, 1984, p. 56).
Norms, in the form of percentile ranks and stanines, are
given for the global score and the six subscales.

As the Piers-Harris scale has been standardized for use
only above the third-grade level, it was used only above
third grade in this study. This instrument has been used in
at least three previous studies of the psychological effects
of chronic illness (Anderson, Miller, Auslander, & Santiago,
1981; Rintell, 1985; Tavormina, Kastner, Slater, & Watt,

1976).

Roberts Apperception Test for Children (RATC)

The RATC differs from the other commonly used
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apperception tests in five major respects:

1. It was designed for a wider age range--ages 6-15--
and all 16 stimulus cards depict children.

2. It deals with daily interpersonal events of life
today, including (on four cards) situations requiring an
aggressive response (of varying degrees).

3. The 16 stimuli are consistent, drawn in a uniform
manner by the same artist.

4. The scoring 1is easy and objective, with high
interrater consistence.

5. Clinical interpretation of test results is possible
in relation to provided norms obtained on a sample of 200
well-adjusted children, ages 6-15.

Of the 16 situations depicted, 11 have two cards each,
one each showing a boy or girl. The appropriate stimulus
card is used in these 11 situations.

From the child’s responses, scores may be obtained on
16 measures. Of these, 8 are adaptive scales, namely
Reliance on Others, Support-other, Support-child, Limit
Setting, Problem Identification, Resolution 1, Resolution 2,
and Resolution 3. There are 5 clinical scales, namely
Anxiety, Aggression, Depression, Rejection, and Unresolved.
Three dimensions, rarely occurring in well-adjusted
children, are considered critical indicators. These are
Atypical Response, Maladaptive Outcome, and Refusal.

Additionally, the child’s responses may be summarized on the
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Interpersonal Matrix, which indicates the relationships
between the scales and indicators and the figures identified
by the child. Three other measures potentially useful for
specific clinical applications are Ego Functioning Index,
Aggression Index, and Levels of Projection Scale (McArthur &
Roberts, 1982, pp. 1-5).

Based on previous research findings, the authors
determined that ideal stimuli should use human rather than
animal characters; realistically display clinically relevant
situations; and involve ambiguity, though clearly suggesting
a particular theme. The cards were developed between 1968
and 1969 by administration to various samples of children,
mainly middle- to low-socioeconomic status Caucasian
children (McArthur & Roberts, 1982, pp. 71-72).

The normative sample of 200 children was comprised of
20 males and 20 females in the 6-7 years age group:; 20 males
and 20 females in the 8-9 years age group; 30 males and 30
females in the 10-12 years age group; and 30 males and 30
females in the 13-15 years age group. The age groups were
decided upon because these groups best displayed significant
age effects upon scores (pp. 73-74). Means and standard
deviations, cumulative frequency of raw scores, and T-scores
are provided for each of the four age groups on each of the

16 measures.

Reliabilif

Two types of reliability were assessed, namely
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inter-rater agreement and split-half reliability. Inter-
rater agreement was determined as follows. For 17
doctoral-level clinicians, average agreement ranged from
85.8% for the high-difficulty protocol to 92.8% for the
low-difficulty protocol. For 8 master’s-level clinicians,
agreement ranged from 80.0% for the high-level difficulty to
89.8% for the low-difficulty protocols. Split-half
reliability, with the Spearman-Brown correction, ranged from
.48 to .86 for the adaptive and clinical scales (McArthur &

Roberts, 1982, pp. 76-77).

Validity

Validity studies of several types were undertaken.
Relationships among the 16 measures were studied in the
correlation matrix by convergent and discriminant validity
procedures, and also by principal component factor analysis.
Both procedures provided evidence of the construct validity
of the measures.

Further studies compared samples of well-adjusted and
clinic children (200 in each sample). Of the 15 scales
studied (all except Refusal), significant differences
between the groups were found on 12 scales.

Finally, concurrent validity was studied by comparing
the RATC with two other projective tests, the Children’s
Apperception Test and the Thematic Apperception Test, and
with three scores from the Behavior Problem Checklist

(McArthur & Roberts, 1982, pp. 77-91).
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Research Procedures

The initial approach to potential subject families has
been described in the sections on Population and Sampling
Procedures and under Instrumentation. In summary, I
prepared a demographic questionnaire, an introductory
letter, and an informed-consent form. A sufficient number
of these packages were delivered to the office of my
personal neurologist, who added an introductory letter of
his own before his secretary mailed them to their multiple
sclerosis patients. Those patients with school-age
children, with a spouse living in the home, and who were
willing to participate in the study, returned to me the
completed questionnaire and consent form in the stamped and
addressed envelope, retaining a copy of the consent form for
themselves.

The neurologist and psychologist in the Midwest clinic
agreed to use their office resources in a similar way. In
January of 1993, I delivered 250 demographic packets to the
psychologist. He offered to compose a personal cover letter
and to place a copy in each package. The packets were
mailed in mid-February to the center’s multiple sclerotic
patients in the designated area. All of these patients, who
have school-age children and were willing to participate,

mailed the completed questionnaire and consent form to me.

Pilot Study

I had the services of an assistant, who drove me to the
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homes of the subjects and served as research assistant. The
pilot study sample was composed of two of the families
identified by the first mailing. One had an elementary
child and the other had two secondary children. These
families were contacted by telephone to arrange the
appointment for the first interview.

At the first appointment, the whole family was present.
I conducted the interview following the interview schedule.
Following the interview, family members were asked to
respond to the FACES-II, the FHI, and the F-COPES
instruments. My assistant or I read the questions of FACES
II to those children unable as yet to read. Only the
parents and adolescent children responded to F-COPES and
FHI. The parents were then asked to sign the form
authorizing the teacher of each child in elementary school
to complete the Vineland Scale with respect to that child
and to release the IQ. This permission form, with the
scale, was mailed to the teacher. For secondary school
students, a request for IQ, signed by the parents, was
mailed to the principal.

At the close of the initial interview, arrangements
were made for a second appointment to meet with the children
in the home. At this session I administered the three
projective tests, and my assistant administered the
appropriate objective tests. These were administered in

such an order as to vary the type of test situation for each
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child as was appropriate.

I considered it important that the interviews with all
the children be conducted within the same time frame to
avoid possible contamination of one child’s response by
hearing discussion of the interview/testing sessions by
other children.

Ideally, it would have been appropriate to undertake a
clinical interview with each individual child on a later
day, after the data from the child interviews and
assessments had been evaluated. However, due to the
geographical area being covered, this was not possible.
Therefore, the clinical interview was undertaken by me
during the individual testing time, particularly when
discussing the drawings with the child.

A further brief interview was then arranged to elicit
the reactions of the family members to the previous 2
sessions, wich could lead to possible modification of the
procedures for the major study. The questions asked whether
the process had been intrusive, if they had thought of any
new information, and if the family members had any questions

or suggestions.

Major Study
It was expected that the information received from the
families in the closing interviews during the pilot study,
together with my personal observations, might lead to

modifications in the procedures for the major study. As
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chapter 4 discloses, this was not, in fact, the case. All
the remaining family and child interviews were conducted in
the same way as the pilot study. The third interview was
included for all families, and proved useful in yielding

further important information.

Methods of Analysis

The information yielded by the three sessions with each
family was evaluated, as a separate case study for each
family; this is reported in chapter 4.

These analyses were undertaken in relation to the
Circumplex Model of Olson and Associates.

The gualitative analysis was enhanced by the reporting
of standardized scores on the various instruments.

In chapter 5, these 13 case studies are further
evaluated in an effort to obtain general trends and concepts

related to children in families where one parent has MS.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



CHAPTER 4

FINDINGS

The findings from the interviews and assessment
instruments are presented in this chapter as 13 independent
case studies. Except for occasional passing comments, no
attempt is made to compare the families or to make general

conclusions.

Pilot Study
Two families comprised the pilot sample. In one
family, the patient was the mother, and there was one
elementary-age child. In the other family, the
patient was the father, and there were two adolescent

children.

Family 101
This family was among the earliest in responding to the
initial mailings. When contacted almost a year later to
arrange for the initial interview, their response was still
enthusiastic. Appointments were made with no delays, and my
assistant and I felt welcomed into their home, and even more
so on the second and third visits. Each session was 2 to

2-1/2 hours long. The family lived in a pleasant,
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middle-class apartment complex in a small town.

Demographics

Family 101 consisted of the mother (the patient), age
33; the father, age 32; and the daughter, age 6. Mother was
expecting a second child in June 1993. All family members
were available during all sessions. Both parents were high
school graduates and Father intended to begin college in the
fall. They were married in June of 1984. Daughter was in
the first grade in a local public elementary school. Mother
had worked in a restaurant for 10 years, and in a department
store office for 2 years until approximately 1 year before
the interview. She stopped working due to a worsening of
her multiple sclerosis (MS). PFather had been a local
factory worker for the previous year since moving from
Michigan, where he had had similar occupations. His work

schedule was a regular 40-hour week.

. . i

Father and Daughter were reported as enjoying normal
health. Mother’s MS was diagnosed in 1987, following
referral by the family physician to a neurologist, who
confirmed the physician’s suspicions. Diagnosis was
described as quick and easy, requiring only an examination
and a magnetic resonance imagery (MRI) scan. Instead of
giving Mother the diagnosis, the neurologist began

discussing MS, "almost as if he was uncomfortable giving nme
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the diagnosis."”™ She had to ask him if she had MS. She
cried in the office for a few minutes and described her
grief cycle as shock, anger, frustration, and finally "I‘1l1
just go and beat it." Father believed he did not have as
much shock, because he had bequn to prepare himself when the
family physician first suspected MS. Mother’s condition was
stable until 1991, when the MS began rapid deterioration.
In the follow-up interview, Father shared that it took them
about 5 years to get to the point of acceptance. He
admitted to feeling considerable anger as Mother‘’s health
deteriorated, but had recently realized he wanted to begin
training in a helping profession. I believe this is a
result of his increased awareness and compassion. Daughter
was less than a year old at the time of the diagnosis, and
did not relate personal feelings about Mother and her MS
until working individually with me. The parents related
that Daughter seemed proud of Mother and was not ashamed.
She was a great help to her Mother.

The parents shared the diagnosis with all members of
both families and co-workers and friends. Mother’s parents
were in total denial until about the time of the interview.
They kept trying to find other more easily treatable reasons
for her health problems. Her siblings had no problem
accepting the diagnosis, except when influenced by their
parents. Pather’s parents’ reactions were "pretty good,"

with his mother experiencing some shock; but within a few
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days both were accepting and supportive. "My parents love
her so much, they would kill me if I left her, which I’ve
never been tempted to do anyway."

They received no problems from either place of work.
Employers were tolerant and flexible. Permission was
readily granted when it was necessary for Father to leave
work to help Mother. It was Mother’s decision to resign her
position; she had received no pressure from her employers.
The couple’s friends had been very supportive. As the
nuclear family, Mother and Father related that their
relationship had improved as a result of the MS. They
believed the family was growing stronger every day. Father
and Daughter were more attentive to Mother, and admitted
they worry somewhat about her. Father stated he had learned
to pay more attention to details. The parents felt Daughter

had not been adversely affected.

Symptoms and Treatment

Mother began experiencing symptoms 3 months after
Daughter was born. The initial symptoms included some
symptoms which she was still experiencing--a flaccid bladder
allowing poor control over its functions; difficulty walking
due to "rubber legs," vascillating with severe spasticity in
the legs; and extreme fatigue. Initial symptoms which she
was not experiencing at this time included hearing loss and
loss and visual malfunctions of double vision and blind

spots in the visual field.
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As her condition deteriorated, she briefly experienced
bowel spasms, and began to suffer difficulties with speech,
swallowing, and fine motor control.

During the current pregnancy, Mother’s neurologist had
an "extremely expensive" Lioresal pump surgically implanted
to deliver anti-spasmodic medication directly to the spine.
Mother and Father agreed that the pump had been of great
benefit in reducing the severe spasticity. She had
periodically received physical therapy for her gross motor
problems and occupational therapy for her fine motor
problens.

All medications had helped. These and all of the other

patients’ medications are listed in appendix F.

Assistance
At the time of the interview, Mother used a wheelchair
because her balance and strength were affected by the
pregnancy. She intended to return to using a walker after
the baby was born. Most of the help Mother needed was
provided by Father. This included housekeeping and personal
assistance. Mother assumed most of the responsibility for
Daughter, who helped by running errands for Mother.
Father‘s sister had offered to help with the new baby.
Mother received monthly Social Security disability
payments. She also received medical insurance coverage
through Pather’s employment. They felt it was a significant

help with the medical costs.

. -
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The family had not sought professional counseling.
Father had sought advice from co-workers, including a
part-time minister and had exchanged ideas with a co-worker

who also had an ill wife.

Emotional Issues

When asked if they ever became angry, Father’s response
was "Yes, at the FDA"™ for not quickly approving new
medications. He also admitted to sometimes losing patience
with Mother, and then feeling guilty. He realized he was
mad at the disease--not Mother. He believed Daughter was
angry at times, but was unsure about how to deal with it.

Mother added that she sometimes got mad when she saw
couples walking together. She realized there was a trace of
jealousy.

fpti c hi )
Parents

Daughter was described by her parents as an excellent
student. She "sasses”" her mother some. Father was afraid
Daughter might grow up to resent Mother because she needed
to help around the house so much. Most of the time she
seemed to enjoy doing things to help.

Socially, she seemed to have few friends. Mother was

glad she was then starting to bring friends home.

The Family Tests
The first two tests were responded to only by the
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parents, as described in chapter 3. Table 4 gives the
scores of each family member on each of the three Family

tests.

Family Hardiness Index (FHI)

Father’s FHI was slightly higher than Mother’s, with
both above the mean of the norming sample. Mother viewed
the challenges of life in a somewhat more positive manner
than did Father. Both felt little control over external
factors which are beyond their control. (On this subscale,
a lower score denotes greater reliance on external factors.)
Both scored close to maximum points on the Cooriented
Commitment scale, which measures their joint internal
strength; and on the Confidence scale, which measures their
sense of cooperation and mutual adequacy. This suggests
that there is joint family hardiness, helping them to deal
with the extra stressors caused by Mother’s MS.

Family Crisis Oriented
Personal Scales
(F-COPES)

The problem-solving attitudes of the two parents showed
greater differences as measured by the F-COPES instrument.
Father indicated much greater ability to face difficulties
effectively. Most significant is this family’s lack of
seeking spiritual support. Father even seemed defensive
about this, but wanted to discuss it with me. As was

revealed in the interview, Father acquired social support
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TABLE &

FAMILY 101--FAMILY TESTIS

Scale Subscale Maximum Patient Spouse Daugnter
Score (Mother) (Father) Gd. 1.9
FHI
Cooriented-
Commitment 24 19 3 Too
Conf idence 12 10 12
Chal lenge 15 13 9 Young
Control -
External 9 8 7
Total 60 50 (63)% 51 (73)
F-COPES
Acquiring- b
Social Supp. 45 25 (32) 31 (76) Too
Reframing 40 29 (38) 35 (88)
Seeking- Young
Spirit. Sup. 20 10 (<5) 1% (26)
Mobilizing 20 12 (&%) 16 (94)
Passive-
Appraisal 20 16 (99) 18 (99)
Total 145 92 (37) 114 (95)
FACES-I1
Cohesion 80 67 (6)° 77 (8) S5 (&)
2=0.25 2=1.44 2=0.14
Adaptability 70 48 (S) 45 (&) &8 (5)
2=0.29 2=0.74 2=0.33
Family Type - (5.5) (6) (46.5)

3 Numbers in parentheses are percentile ranks from the appropriate
norms: One overall norm for total score only. umbers in parentheses
are percentile ranks from the apgropriate norms: norms are for adults
or adolescents, male or female. "Numbers in parentheses are from
Linear Scoring Model (figure 2).

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



71
more successfully than Mother could, apparently because she
did not work out of the home. Father seemed to view
mobilizing the family to acquire and accept help as the most
effective coping strategy, as did Mother to a lesser degree.
Father seemed more able to reframe (redefine stressful
events in order to make them more manageable) than did
Mother. Both Father and Mother scored very high on the
Passive Appraisal scale, suggesting that they do not resort
to giving up or ignoring problems. The items on F-COPES on
which Father’s and Mother’s responses were most at variance
include those that involve family or friends as resources,
possibly reflecting Mother’s frustration with the lack of
support from her parents.
Family Adaptability and
Cohesion Evaluation
Scales (FACES-~II)

All three members of the family responded to FACES-II.
Mother and Father reflected moderately balanced family
types. Mother believed they were connected on the Cohesion
dimension and flexible on the Adaptability dimension.
Father believed they were very connected but structured.
Daughter reflected a centered family type. She believed
that the family was separated and flexible.

It is of interest to note the items on which responses
of family members were at least 2 response positions apart
from each other. In most of these cases (7 of 11) Daughter

responded differently than the parents. Table 5 displays
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TABLE 5

FAMILY 101--SELECTED FACES RESPONSES®

Almost Once in Some- freq- Almost
Never Awhile times uently Always
6. Children have a say in their discipline. P,Sp D

12. It is hard to know what the rules are in All
our family.

13. Family members consult other family 0 4 Sp
members on personal decisions.

1S. We have difficulty thinking of things to P,.Sp 0
do as 3 family.

17. Family members feel very close to each D [ 4 Sp
other.

18. Discipline is fair in our family. AlLL

23. Family members like to spend their free 1] P.Sp
time with each other.

26. When problems arise, we compromise. "] P Sp

29. Family members pair up rather than do P,Sp D

things as a total family.

30. Family members share interests and Atl
hobbies with each other.

%p=patient; Sp=Spouse; D=Oaughter; S=Son; All=All family members.
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the 10 most interesting response patterns.

This response pattern seems to indicate that Daughter
felt left out of the family unit, possibly as a result of
Father giving so much support to Mother that neither was
able to give much attention to Daughter. The responses to
items 10 and 14 may indicate that Father felt he was most
responsible for the family, and therefore could not voice
his opinions for fear of hurting Mother. Mother’s different
responses to items 9 and 21 are understandable, as she
watches the others go off separately to work and school, or

together shopping.

jividual . ¢ Dauaht

Various assessments techniques, as outlined in chapter
3, were used with Daughter. Most were administered to her
in the second session. The Vineland, however, was mailed to
her classroom teacher, together with a letter of request
from the parents, after the first interview.
Vineland Adaptive Behavior
Scales

The teacher returned the fully completed Vineland
scales within two weeks. She rated Daughter within the
average range in all areas (Communication, 109 on a
deviation IQ scale; Daily Living Skills, 106; Socialization,
98; and 104 on the Adaptive Behavior Composite).

Looking within the individual scales, the teacher

indicated some concern about Daughter’s personal care
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relating to her own health issues. Within the domestic sub-
domain, the teacher was not aware of how much Daughter was
described by parents as helping in the home. Within the
interpersonal relationships sub-domain, the teacher
suggested a little concern about Daughter‘’s skills in
developing friends.

In the summary observations, the teacher added numerous
strengths: Daughter was friendly with both adults and
peers; she learned quickly and did average to above average
work; she was "yery responsible”; and she was very positive
and loving.

A few concerns were related: Daughter seemed to need
lots of attention, and sometimes she was "too social."

When my assistant and I returned to the home for the
second session, Daughter was standing at the window, and
answered the door with "Where have you been?" Mother
related how excited Daughter was about our impending visit.

Table 6 gives the results of the objective testing
of Daughter. Due to her age, she was able to respond to

only one instrument.

Empathy scale
The Bryant Index of Empathy test was read to Daughter
by the assistant. With a z of 1.45, Daughter’s level of

empathy was well above average.
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TABLE 6

FAMILY 101--CHILD TESTS

Scale Subscale Maximum Daughter
Score Gd. 1.9
EMPATHY 81° 18
2=1.45
PIERS-
HARRIS Behavior 16
Intellect 17 Too
Physical 13
Anxiety 14 Young
Poputarity 12
Happiness 10
Total scale 80
Siv
Support 45
Conformity 45 Too
Recognition 39
Independence 48 Young
Benevolence 4!
Leadership 48

%31 = male or female norms for Grade 1 on Y/N Bryant Scale
with score range = 0-22.
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Projective tests

Daughter was very cooperative and verbal for the
projective tests. The Human Pigure Drawing (HFD) was most
interestincg, because Daughter set up an environment before
drawing the person. This is usually done by children who
are avoiding a problem and hiding feelings. The
completeness of her drawn environment--including house, car,
plants, and sunny weather--also reflects her strong
cognitive ability.

Daughter chose to make the Kinetic Family Drawing (KFD)
representative of the family 3 years before the interview.
She had them shopping together in a discount store. She
identified the correct ages of each family member for that
period. As she drew Mother, she verbalized "Mommy used to
use a cane," and she drew it. Daughter reflected a happy,
well-adjusted family for that time. Since she had to think
back a few years in order to draw her family, this may
indicate that she felt some loss of that security.

Anxiety was reflected in both the KFD and DAP.

The Roberts Apperception Test for Children (RATC)
revealed Daughter’s above average ability to express
herself verbally. Within the Adaptive area, she
demonstrated a strong ability to cope with aversive
situations. She had extremelv strong problew-solving
skills, strengthened by her desire to please and by her

self-sufficiency. The only concern in this area was a
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weakness in supporting others. This seems to correspond
with how the teacher viewed Daughter, but not how the
parents did.

The Clinical area of the RATC reflected the anxiety
already suggested. Of most concern were the very high
scores on Depression and Rejection. Rejection was alluded
to in the discussion of FACES-II, but seemed to be much more
of a problem for Daughter than first appeared. She also
related personal feelings about this during the
administration of the RATC. The depression was unexpected,
but not abnormal when one considers the high level of her
feelings of rejection. Childhood depression is known to
manifest itself differently from adult depression. Her
"sassing”™ of Mother, as Father related, as well as her
strong adaptive and coping skills, appears to be
camouflaging depressive symptoms. The profile of

Daughter’s RATC scores is included in appendix E.

Exit Int .

The entire family was present and still highly
cooperative throughout the third interview. Daughter
initially monopolized the conversation so she could
demonstrate her reading skills and to give me a homemade
card expressing her love.

Once the interview could commence as planned, I
inquired as to their general feelings about their

participation in the research. Daughter had no hesitation

-
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in responding "It was fun; I’d like to do more." Father
said he was not comfortable with simply "Yes" or "No"
response options, explaining that was why he added further
remarks. I asked if Father believed that, when giving the
tests to the the families, I should tell them that they are
welcome to write in additional thoughts. He agreed that was
a good idea, but pointed out that he had not needed
permission. The decision was later made that such
instructions should not be added so that this family could
be considered part of the main sample. It was hoped that
the family members would ask me any questions they might
have while responding to the family survey instruments, just
as this family felt comfortable doing.

I then asked specific questions regarding length of
time, difficulty of instruments, intrusion into their
privacy on the part of any question, and whether they
believed that anything should be deleted from or added to
the content of the interview. The 2-hour time frames were
comfortable and acceptable to all of the family members.
Difficulty was not a problem. Mother thanked the assistant
for writing her responses on the instruments, as she
considered her writing illegible. This option was made
available to all the families. None of the family felt any
embarrassment with regard to the highly personal aspects of
the study. Father did share, however, a sense of

embarrassment regarding the lack of organized religion in
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their lives. A lengthy discussion followed concerning his
feeling of rejection by God at the time of Mother‘’s rapid
deterioration. As a result of studying Why Bad Things
Happen to Good People, by Harold Kushner, which a co-worker
had given him, he realized he had been mistaken in blaming
God for Mother’s illness. He added that the family believed
in God and chose to pray among themselves, rather than
attending church.

In response to the final question, no one felt there
should be any deletions from, or additions to, the
interview. Daughter used this opportunity to ask, "Why does
my Mother have MS?" I explained that nobody knows why:; and,
having sensed that the real question was related more to
"does MS kill?" added "Do you know what MS is?" Daughter
answered "Not really.™ I went on to explain MS to Daughter
in a fashion she could understand, emphasizing that it is
not fatal. Immense relief was immediately evident in
Daughter’s face and demeanor. The parents admitted that
they had not realized the importance of discussing this with
Daughter.

The parents asked if they could be told any of the
results of Daughter’s evaluation. I had prepared for this
question because of the parents’ obvious interest in their
daughter. Apologetically, I explained that no results could
be shared until all of the families’ data

had been collected and analyzed. They asked if they could
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have a copy of the results, and a promise was made to
provide a summary of the whole project, including specific
information regarding their daughter. Each succeeding

family was given the same promise.

Family Summary

Family 101 consisted of the pregnant mother patient,
the father, and a six-year-old daughter, who was less than a
year old at the time of diagnosis. Although very disabled
by rapid deterioration, Mother was a very positive, hopeful
person; Father was supportive, and Daughter was outgoing.

The family inventories revealed a joint family
hardiness, favorable family types, and effective coping
skills, with Father being stronger than Mother. However,
Daughter felt somewhat left out of the family unit:; Father
felt great responsibility which may be overwhelming at
times, and Mother felt separated by her disabling condition.

The individual testing indicated that Daughter had
average cognitive ability and a very strong self-concept.
She was very responsible, highly social, in need of
attention, and possessed a well above average level of
empathy. Although well-adjusted, with extremely strong
problem-solving skills, she was experiencing anxiety,
depression and feelings of rejection, which seemed to have
evolved over the previous few years as Mother deteriorated

and Father had to focus more on Mother.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



81
Family 102

The father of family 102 was contacted 10 months after
receipt of their completed questionnaire. He was still very
receptive, but concerned because his adolescent daughters
were heavily involved in extra-curricular activities. It
required repeated contacts over a period of 1 month to
schedule the first interview.

The family lived in a small town in a rural community.

They had a large, comfortable home in a new development.

Demographics

Family 102 consisted of the father (the patient), age
41; the mother, age 41; and two adolescent daughters. The
parents were married in Augqust of 1974. Daughter 1 was 15
years old and in the 10th grade at the local high school.
Daughter 2 was 13 years old and was in the seventh grade at
the local middle school. Father had a master’s degree in
education, and taught Social Studies to the seventh grade at
the middle school attended by Daughter 2. He had worked
full time in that job for 20 years. Mother had a bachelor’s
degree in education, and directed children’s ministry and
Christian education for the local United Methodist Church,
of which the whole family were members. She had worked 30

hours a week for the church for the previous 11 years.

Diagnosis and Acceptance
Mother and Daughters were reported as being generally
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healthy. Father’s MS was diagnosed in 1981, 3 years after
he had nearly died from a neurological illness the doctors
were unable to diagnose with certainty. They suspected it
was brainstem encephalitis or meningitis. Father and Mother
both said Father had "never been well" since that time.

In 1981, neurological symptoms returned and a leading
neurologist in the Midwest diagnosed these symptoms as
"probable MS." The diagnosis was based on two spinal taps,
neurological examinations, and past history. Father
continued his care with a local neurologist, who agreed with
the diagnosis. When asked whether the doctors were
supportive, he replied that they were "nice," but the true
support came from the nurses. He was surprised by the
diagnosis, but did not relate any sense of grief. He shared
that he dealt with the diagnosis by doing his own research
about MS. Mother said the diagnosis of the MS added nothing
new to their knowledge of Father’s illness. She expressed a
feeling of having been overwhelmed since he had first been
ill. As she spoke, it was obvious that she was not denying
the presence of an illness; however, she did not appear to
be accepting all of the effect the MS could have on her and
the family.

Daughter 1 was only 1 year of age when Father first
became sick, and 4 when the MS was diagnosed. Daughter 2
was then 1 year old. They laughed as they responded that

they had no memory of the diagnosis. However, Daughter 1
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claimed to remember staying with family friends while Father
was in the hospital during his first illness. She could not
relate any feelings with that memory, so Mother dowmnplayed
the memory by suggesting Daughter’s memory was based on
pictures from that time period. Daughter was hesitant to
give up the memory.

When the parents were asked with whom they shared the
diagnosis, Mother responded, "There was nothing new to
spread.™ Father added that they shared it with family,
their church, colleagues, and the football players he was
coaching at that time. He pointed out that since they lived
in a small community, news travelled quickly. When asked to
elaborate about the family’s reaction, he said his parents
were not alive. At that point, he shared that he never knew
his father, and was only 3 when his mother died. He was
raised by his maternal grandmother, who lived in Ohio. He
indicated she knew about his MS, "but she really doesn’t."

Mother’s parents lived in a nearby city and had been
extremely supportive. They cared about and treated Father
like a son, according to Mother. Her brother, who lived in
the same city as their parents, was agreeable, but
"oblivious to the MS." She pointed out that he was very
self-concerned.

Mother indicated there had not been a "clear time" to
tell the daughters their father had MS. "This is the way

it’s always been" for them. Daughter 1 added that she had
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asked Father once, when she was in his class in the seventh
grade. She believed that was the first time she became
curious, and it was because some boys rudely asked, "What’s
wrong with your father?" Daughter 2 became curious when she
went to the hospital for a tonsillectomy. She added that
her friends cared about Father and thought of him as their
father. They seemed to be empathetic toward her as well as
Father, suggesting, "This makes you more sensitive.”
Daughter 1 then added that her friends felt the same way
about Father.

As a teacher, Father used the MS to help his students
learn. They were interested in his difficulties and, by
being open, they developed understanding and patience, he
believed. All the staff at the school cared, and he had
grown very close to the few who had known him since before
he was ill.

Mother said that the MS had never interfered with her
work. The church family was always asking how Father was
doing. He appeared to accept this as caring, and
appreciated it; however, Mother appeared to be irritated by
the constant questioning. Their friends came from their
work and church, so they did not add further comments about
friends’ responses.

When asked how the MS had changed their lives, the
daughters were first to respond. Daughter 1 replied that

they played more outside with Father when they were "young."
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"Now he tries as hard as he can." She realized he became
tired easily and could not run, but she was "used to it."
In fact, Father "falls asleep every night in his chair."
She did not feel she had had to change. Daughter 2
responded, "Things have been bhetter for me; I‘ve grown up
with it."® She felt that she was closer to her father than
her friends were to theirs. She enjoyed helping him with
yard work. Daughter 1 was not embarrassed to admit she did
not help much around the house because she was so busy with
her personal activities (which are expanded upon below).
They jokingly agreed that they did not often go to the mall
with Father. Mother later added that the family avoided
going places where one had to walk.

Father shared the differences in his life throughout
the interview. The MS had caused major frustrations for
him, with which he had successfully dealt. These included
having to give up coaching, difficulty eliciting
self-enthusiasm, and increasing difficulty coping. He
seemed very well adjusted to his limitations. He added,
with modesty, that his former principal had commented on an
evaluation that Father was an inspiration.

During this part of the interview, Mother had sat
quietly, wringing her hands. It took urging on my part to
gain a response regarding how Pather’s MS had changed
Mother’s life. She began slowly and hesitantly, watching

Father‘’s face, stating, "Over the years I’ve had to do
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more." Daughter 1, apparently seeing Mother’s distress,
interjected, "“She always likes to clean." This seemed to
bother Mother, as she replied defensively that children
normally dc chores around the house; but the daughters were
so busy they could not help much. It appeared as though she
had always taken more responsibility upon herself than she
needed to, then experienced the consequent feelings of being
overwhelmed, and became angry. Her anger did not seem to be
directed either at herself for accepting misplaced
responsibility, or at the family for not taking more
responsibility. It appeared as if her anger was directed
towards the MS, which she had not accepted. Therefore, I
believe, Mother may also be overwhelmed with ambivalent
feelings toward Father.

She began crying as she shared thoughts she had never
before shared with the family--"What he can do is different
than the average husband."” Daughter 2 jumped up and gave
Mother a box of Kleenex, hesitantly returning to her chair.
Daughter 2 was also observed throughout the sessions to pat
Father with loving care as she passed him.

Mother felt she tried to do too much to pick up the
"slack"--all the traditional women’s duties, plus a job, and
then some of the men’s duties, "carrying a burden-and-a-
half.™ She tried to find others to help her do things, and
her father helped out a lot. Father assumed a defensive

pose, but said nothing. Mother continued by agreeing with
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Daughter 2, "he really tries," but she believed there were
times when he should not. Father believed she was
overprotective of him. Mother responded that she wanted to

help if she could.

S toms

Father’s first symptoms involved poor coordination of
his hands and legs, leqg weakness, and balance problems. As
an afterthought, he added fatique, emphasizing that he was
always tired. During the first illness, he suffered optic
nerve damage, so he seemed to have ignored any visual
problems. He mentioned a short bout of double vision, which
I assured him can be a symptom of MS. Presently, his
symptoms included urinary dysfunction (causing urinary tract
infections), twitching of his legs and spasticity when
asleep, poor penmanship, and a slower reaction time. Father
walked without any aids, but his gait was cautious and
deliberate. He initially had physical therapy, because he
had to learn to walk again. He had had to have a cystostomy
for his urinary problems. When first diagnosed, he had

taken ACTH intramuscularly to help alleviate the relapse.
Assistance

The family did not receive any financial
assistance, as Father still worked. Mother made it

eminently clear that she received little help with the

household chores. Pather did not need any personal
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assistance. Medical insurance for the family was provided
through Father’s job. The family had not sought
professional counseling.
D ipti u b
Parents

Daughter 1 had been a B to C student, recently
improving her grades. Behaviorally, she was "no trouble,"
but they both agreed she talked too much. If she had a
social problem, it was that she was too social.

Daughter 2’s lowest grade had been a B+. She was
consistently on the high honor roll. She was a "good girl."

Socially, she got along well with her peers.

S = iptio D

Daughter 1 had some difficulty remembering all the
activities in which she was involved. She began with golf
(which seemed to be her favorite activity), basketball,
track, "show choir," the church’s youth group, Campfire
Girls, Students Against Drunk Driving, the yearbook staff,
student council, and the concert choir. She alsc had a
part-time job selling clothes.

Daughter 2 had no hesitancy in sharing her activities.
These included track (for which she had many ribbons
displayed on the refrigerator), volleyball, basketball, the
church’s youth group, cheerleading, gymnastics, and the Card
and Computer Club.

Daughter 1 volunteered in the church nursery. Daughter
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2 did volunteer babysitting and extra work with the youth
group, such as helping to repair a house.
The only two sports in which both participated were
basketball and track, which were the sports Father had

coached before the MS interfered with his ability to do so.

The Family Tests

All family members responded to all the tests. They
isolated themselves from one another to ensure completely
personal responses. Table 7 gives the results of each

family member on each of the three tests.

Family Hardiness Index (FHI)

Father’s and Mother‘’s scores on the Family Hardiness
Index were both close to the mean of the norming sample.
Examining the individual factors, Father viewed the
challenges of life in a somewhat more positive manner than
did Mother. Mother felt subject to external forces over
which she had very little control. Father sensed that
external forces exerted control over his life to an extent
more typical of the norming group. Both scored the maximum
points possible on confidence in themselves as a family.
Both scored very high on belief that they are mutually
strong.

A comparison of Father’s and Mother’s responses to
individual items is revealing. The questions concerning

seeking and enjoying new experiences versus enduring boredom
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TABLE 7

FAMILY 102--FAMILY TESTS

Scale Subscale Maximum Patient Spouse Daughter 1 Daughter 2
Score (Father)  (Mother) Gd. 11.9 Gd. 7.9

FRI

Cooriented-

Commitment 24 19 3 17 18
Confidence 12 12 12 ] 12
Challenge 15 12 9 7 12
Control -

External 9 é 3 3 6

Total 60 49 (SN2 47 (48) 33 (02) 48 (54)

F-COPES
Acquiring- b

Social Supp. 45 29 (66) 30 (65 33 (88) 29 (63)
Reframing 40 30 (46) 38 (96) 32 (82) 28 (42)
Seeking-

Spirit. Sup. 20 18 (79 19 (86) 14 (37) 20 (99
Mobilizing 20 6 (07) 11 (31 8 (32) 11 (62)
Passive-

Appraisal 20 11 (84) 14 (97) 14 (95) 14 (95)

Total 145 9% (54) 112 91 101 ¢82) 102 (84)

FACES-II

Cohesion a0 61 (5 63 5) 62 (5) 59 (&)

2=-0.46 z=-0.23 2=0.62 2=0.29

Adaptability 70 41 (3) 43 (&) 54 (6) 49 (S)

2=-1.35 2=-1.05 2=1.09 2=0.46

Family Type - %) 4.5) (5.5) %.5)

Humbers in parentheses are percentile ranks from the appropriate norms: one
overall norm for total score only. Ewuwers in parentheses are percentile

ranks from the agpropriate norms: norms are for adults or adolescents,

male or femaie. “Numbers in parentheses are from Linear Scoring Model (figure 2).
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were answered in a positive light by Father, but in a
negative light by Mother. Although one could imagine Father
would be the one who would suffer from boredom due to his
restricted mobility, it was Mother who seemed to feel this
frustration, possibly as a result of feeling overwhelmed by
the "burden-and-a-half™ at home. As already discussed,
Mother felt controlled by external forces, whereas Father
did not. For example, on item 19, "Most of the unhappy
things that happen are due to bad luck," Mother responded
mostly true, but Father responded false. In contrast, on
item 1, "Trouble results from mistakes we make," Mother
answered "Mostly false," whereas Father answered "True."

The daughters’ FHI’s were very different from each
other except for Coordinated Commitment, where they both
indicated the family was mutually strong, in agreement with
the parents. Daughter 1 scored surprisingly low in
comparison with the rest of the family on the overall FHI.
Daughter 1, like mother, felt very controlled by external
forces, whereas Daughter 2, like Father, viewed this control
in a more typical fashion. Daughter 2 viewed the challenges
of life in a more positive manner than did Daughter 1.
Daughter 2 indicated the maximum degree of confidence
possible in her family‘’s ability to cooperate and function
successfully. whereas Daughter 1 was much less sure of this.

An examination of the response patterns revealed that

Daughter 1 felt very much like Mother, and Daughter 2
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reflected much of Father’s optimism. When there was a
considerable difference between the parents’ and the
daughters’ responses, Daughter 1 stood alone. For example,
on item 5, "We have a sense of being strong even when we
face big problems," Daughter 1 answered "False," whereas the
rest of the family answered "Mostly true," or "True." On
item 8, "We do not feel we can survive if another problem
hits us," Daughter 1 responded "True," whereas the rest of
the family responded "False." The one question to which all
four gave the identical response of "Mostly true" was item
13, "We listen to each other’s problems, hurts and fears."
The results of this test suggested that the family ties
tended to be more in dyads, rather than the family
connecting as a whole in their efforts to deal with the
extra stressors that may be a result of Father’s MS. The
family’s ability to empathetically listen is dependent on
their comfort in talking. Mother and Daughter 2 appeared to
be less likely to openly discuss their concerns to avoid
causing personal or family discomfort.
Family Crisis Oriented
Personal Scales
(F-COPES)

As was the case with the FHI, responses to the Family
Crisis Oriented Personal Scales further demonstrate the
differences in the parents’ problem-solving abilities,
Mother’s responses indicating a much greater ability to face

difficulties effectively. Father’s overall score does not
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indicate a poor ability, but rather is comparable to the
average population.

Both parents accepted the problematic issues they
faced, minimizing reactivity. The only item in this section
on which they disagreed is number 26, "Feeling that no
matter what we do to prepare, we will have difficulty
handling problems." Mother moderately agreed, whereas
Father strongly disagreed. On the other items, though they
both responded in the effective direction, Mother’s response
was stronger. Both parents utilized their connections with
the church for spiritual support. Perhaps Mother’s job in
the church afforded her greater opportunity. Both parents
successfully acquired social support. Although Father‘’s
responses indicated average ability to redefine stressful
events in order to make them more manageable, Mother’s
responses indicated much greater effectiveness in doing so.
Father tended to respond in the neutral fashion of neither
agreeing nor disagreeing with the statements in this
subscale, whereas Mother gave the more strongly positive
response to each item. The subscale on which they responded
well below the average involves mobilizing the family to
acquire and accept help. They viewed this as their least
effective coping strateqgy.

Both daughters indicated stronag problem-solving
attitudes. However, by examining the individual subscales,

differences appeared in their utilization of the various
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support strategies. Just as with the parents, both
daughters accepted the problematic issues they faced
minimizing reactivity. Daughter 2 clearly utilized this
resource more effectively. Both daughters successfully
acquired social support. Daughter 1 clearly utilized this
resource to a greater extent, supporting the parents’ belief
that she had "too many friends." This should not be viewed
negatively, as it appeared to be an effective support
mechanism for her. Although the responses of Daughter 2,
like Father’s, indicated average ability to redefine
stressful events to make them more manageable, Daughter 1‘s
responses, like Mother’s, indicated greater effectiveness
doing so. Daughter 1, like her parents, responded below the
average with mobilizing the family to acquire and accept
help. Daughter 2 indicated a greater ability in this area.
The subscale where the daughters demonstrated greatest
disagreement was in seeking spiritual support. Whereas both
attended church services and had a strong belief in God,
Daughter 2, who helped Mother with her church
responsibilities, was in a position to have more opportunity
to participate in church activities and to consult with the
minister.
Pamily Adaptability and
Cohesion Evaluation
Scales--II

On FACES-II, the parents reflected very similar family

types, with connected on the Cohesion dimension, and
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structured on the Adaptability dimension. Father’s overall
view of the family was the family type in the mid-range, and
Mother‘’s was right on the border between mid-range and
moderately balanced. The responses of the parents were very
different on the two items. To item 15, "We have difficulty
thinking of things to do as a family," Father responded
"Sometimes, "™ and Mother "Almost never." To item 26, "When
problems arise, we compromise,”" Father responded "Once in a
while,™ whereas Mother responded "Frequently.®

The daughters reflected different feelings from each
other in the Cohesion dimension. Daughter 1, like the
parents, believed they were connected, whereas Daughter 2
believed they were separated. On the Adaptability
dimension, both daughters disagreed with their parents in
indicating that the family was flexible. The overall view
of the family type on the part of Daughter 2 corresponded to
Mother‘’s, right in the center, between nid-range and
moderately balanced. Daughter 1’s overall view was that the
family type was moderately balanced, the most favorable.

On the items where family communication is discussed,
Father remained consistent in his belief that family members
were open only sometimes, whereas daughters and Mother
together were inconsistent in their beliefs as to the
openness of the family. On two items, Daughter 1 stood
clearly alone from the other family members. To item 8,

"Family members discuss problems and feel good about the
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solutions," she responded "Almost always," but the rest of
the family responded "Sometimes."™ On item 12, "It is hard
to know what the rules are in our family," she responded
"Sometimes," and they responded "Almost never." It is of
interest to point out the items where the entire family
responded identically, and on each occasion at an extreme.
To items 1 and 17, the entire family responded "Almost
always," indicating their confidence in the mutual support
of family members at difficult times, and their closeness to
one another.

At the end of the first session, when I was seeking to
schedule a date for the second session, the daughters
immediately checked their very full calendars, and came up
with a mutually convenient evening. Once the girls had left
the room, Mother quietly asked if the appointment could be
moved to the evening after the one suggested by the girls.
She explained that she was having some outpatient surgery on
that first day, but had not as yet informed the daughters.
Father checked the girls’ calendars, and the appointment was
rescheduled.

Individual Testi :
Daughters

When my assistant and I returned for the second
session, Daughter 1 answered the door, while Daughter 2 was
completing some homework. Both my assistant and I confused

Daughter 1 with Daughter 2. Both girls assertively pointed
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out that they were very different. Father was available
during the testing, so I asked him how Mother was doing, not
knowing if the daughters knew anything about her surgery.
He said she was doing well. Neither daughter mentioned
Mother’s surgery. I brought it up with each girl during
their testing. Neither was comfortable discussing it; but
Daughter 2, when asked directly, said that they had not been
informed until the day before the surgery because Mother
"did not want to worry anyone."

Various assessments, as outlined in chapter 3, were
used with these adolescent daughters. All were administered
to them during the second session. After the first
interview, a letter was sent to the principal of each girl’s
school, requesting the latest IQ standard score. Both
scores were the Cognitive Skills Index (CSI) from the
Indiana Statewide Testing for Educational Progress (ISTEP).
Daughter 1 was reported as having a CSI of 99, while
Daughter 2’s was 120. This placed Daughter 1 within the
average range of intelligence, and Daughter 2 within the
superior range. Daughter 1’s score may be somewhat
depressed, possibly because her attention is focused on
adolescent socialization and participation rather than
academics.

Table 8 gives the results of the daughters’ objective

tests.
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TABLE 8

FAMILY 102--CHILD TESTS

Scale Subscale Haximum Daughter 1 Daughter 2
Score Gd. 11.9 6d. 7.9
EMPATHY [y 36 M n
z=-0.38 2=1.29
PIERS- b
HARRIS 8ehavior 16 11 ¢32) 15 (81)
Inteltect 7 11 (38) 17 (98)
Physical 13 12 (91) 12 (91)
Anxiety 14 7 (26) 13 (90)
Popularity 12 9 (52) 11 (86)
Happiness 10 9 (72 10 (90)
Total Scale 80 57 (60) 7% (97)
Siv d
Support 45 € 25 (9 **25 (99)
Conformity 45 S (04) 4 (04)
Recognition 39 25 (99 20 (97N
I ndependence 48 14 (50) 10 (34)
Benevolence 45 10 (08) 19 (61)
Leadership 48 11 (52) 12 (67)

34 = Mehrabian overall norms with score range = -132 to +132.
bFigm-es in parentheses are percentile ranks for the complete
norming poputation. Ces - Grade 9 vocational mmsa male or
female; * = Grade 11 and 12 norms, male or female. Figures
in parentheses are percentile ranks for the appropriate norms.
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Empathy scale

Oon the Emotional Empathetic Tendency Scales the two
girls continued to score very differently. Daughter 1
reflected a less than average ability to empathize, and
Daughter 2 reflected an ability well above average.

Survey of Interpersonal
Values (SIV)

The SIV was selected because it includes the
Benevolence construct, the definition of which corresponds
to my concept of altruism. On this subscale, Daughter 1
scored at the eighth percentile on grades 11 and 12 female
norms (she was completing grade 10). Daughter 2 scored at
the 61st percentile of vocational grade 9 female norms (she
was completing grade 7). These results parallel those of
the EETs, with Daughter 1 scoring well below average, and
Daughter 2 above average on the importance of altruism.

Oon the rest of the Survey, the daughters’ scores
were more comparable. Both scored extremely high on
valuing Feeling Supported and Receiving Recognition.
Daughter 1 placed average value, and Daughter 2 above
average value on Leadership. On the subscale measuring
the value of Independence, Daughter 1 scored average,
Daughter 2 below average. Finally, both daughters
scored extremely low on the measure of the value of

Conformity.
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Piers—-Harris Children’s
Self-Concept Scale

Both girls had a positive self-concept. The profiles
of their scores on the Piers—-Harris Children’s Self-Concept
Scale are included in appendix D. Daughter 1 was average on
three subscales--Behavior, Intellectual and School Status,
and freedom from Anxiety--and above average on the other
three subscales--Popularity, Happiness and Satisfaction, and
particularly Physical Appearance and Attributes. Daughter 2

was well above average on all six subscales.

Projective tests

The daughters were very cooperative and verbal, adding
much extra information to the projective testing than is
normally expected.

Daughter 1’s Human Figure Drawing (HFD) was a simple
drawing for her age, but suggested several emotional
indicators. Sexual adjustment appears normal for an
adolescent. The picture suggested repression of aggressive
tendencies. It also revealed a moralistic personality,
which may be controlling the aggressive tendencies and
presenting them as assertiveness.

Daughter 2 displayed excellent artistic ability, which
Daughter 1 had already mentioned. Her HFD reflected
positive interpersonal relationships, high intellectual
aspirations, and normal adolescent sexual adjustment. The

other emotional indicators suggested a concern over body
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image and the normal adolescent development of autonomy.

Daughter 1’s Kinetic Family Drawing (KFD), again, was
simplistic, but very revealing. She had the family eating
dinner together at home. She began by drawing herself, and
then added the others in relation to herself, suggesting an
egocentric approach. The KFD reflected the conflict between
Mother and herself, which she and Daughter 2 both discussed
freely during the individual testing. (Both daughters
independently, stated that, if there is a fight in the
family, it is between Mother and Daughter 1.) Father was
drawn as very receptive to all the family members, which
both daughters had also shared during the testing. Mother
was drawn in a reclusive pose, but attending to Father.
Daughter 2 was drawn in a fashion that reflected her
mediator role in the family. Daughter 1 was drawn to
reflect her desire to be more social, as a result of her
beginning independence from the family.

Daughter 2’s KFD had her family nicely dressed and
attending church, affirming the family’s mutual connection
to their church. She began by drawing Mother as a powerful
figure, to whom everyone else in the family must relate.
Her drawing indicated her closeness to Father, and the
distance of Daughter 1 from Mother. Mother and Father were
seen as the core of the family. Ineffective family
interaction was indicated.

Throughout the Roberts Apperception Test for Children

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



102
(RATC), Daughter 1’s stories seemed to grow longer and more
complicated. The Adaptive scale showed a strong ability to
cope with aversive situations. She demonstrated above
average proolem-solving skills for her age. Her only area
of concern was her very weak Support to Others score. The
Clinical scale revealed a very high level of anxiety and
strong feelings of rejection. The RATC profiles are
included in appendix E.

When Daughter 2 was telling her stories for the RATC,
she made them all very personal and creative. Daughter 1
had already informed me that Daughter 2 was very good at
developing stories. Daughter 2’s Adaptive scale reflected
an exceptionally strong ability to cope with aversive
situations, a strong sense of self-sufficiency and problem-
solving ability, and an average ability to support others.
Both daughters’ stories suggested above average limit-
setting ability. Daughter 2’s Clinical scale revealed very
low anxiety and aggression, vet above average depressive
tendencies and feelings of rejection. Her stories
demonstrated her desire to keep situations peaceful by
serving as the mediator.

The conversations the daughters had with me were very
open and revealing. Daughter 1 was seen by both girls as
the family member who has kept things unbalanced bv her
strong will and independent spirit since she was very young.

Daughter 2 was seen by both girls as the "good little girl"®

Reproduced with permission of the copyright owner. Further reproduction p;rohibited without permission.



103
who does not understand Daughter 1‘s behavior. Both
daughters seemed to accept with pride these roles in their
family. Daughter 1 hoped that Daughter 2, for her sake,
would grow in independence. However, Daughter 2 had a clear
belief that she was responsible for her family’s
coalescence. Daughter 2 hoped, for her part, that Daughter
1 would grow in her understanding that Mother was so hard on
her because she wished to see her grow in maturity.
However, Daughter 1 believed that Mother was simply trying
to limit her independence. Both daughters said they were
most like Father. Daughter 1 felt she had Father’s sense of
humor, and Daughter 2 was more like Mother, who was
controlled by oversensitivity and a serious outlook on life.
Daughter 2 felt she was like Father in patience and anger
control, and that Daughter 1 was explosive like Mother,
although it took more to get Mother angry. Both daughters
had deep respect for Father and his success in overcoming so
many problems. They both expressed love for Mother, with
some consternation on the part of Daughter 1 and concern on
the part of Daughter 2. Daughter 1 said it best, "Mother
could worry for all the mothers [in town}, but she couldn‘t

deal with it."™

exit  ow
When the exit interview was scheduled at the close of
the second session, all family members planned to attend.

However, the parents mentioned that Daughter 1 had, at the
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close of the school year, begun another job, and that they
would contact me if the job would interfere with the
interview. Therefore, when I returned for the exit
interview and discovered that Daughter 1 was missing, I was
disappointed. Mother explained that Daughter 1’s schedule
was so full that it would be extremely difficult to arrange
for the whole family to be present. At the conclusion of
the interview, I asked the parents to share the exit
questions with Daughter 1, and have her call me if she
wished to contribute.

No one present had any questions, problems, or
recommendations regarding the family interview or the time
spent with the daughters. Daughter 2 boldly told me, "You
did a nice job."™ Mother asked if they would receive a copy
of the results--in fact Father had been under the impression
that this was the purpose of the third visit, although the
true purpose had been explained when scheduling this
interview at the close of the second session. I promised to
send a summary of the research, after the completion of all
the analyses, together with specific information relating to
their family.

As my assistant and I prepared to leave, both parents
stressed their appreciation of my assistant and me and of

the research being undertaken.

Family Summary
Family 102 consisted of the father patient, the mother,

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



105
and two daughters ages 15 and 13. At the time of the
diagnosis, they were 1 and 4 years old. Although Father was
not significantly disabled, the daughters had been very
aware of his deterioration. However, they still considered
that they had a better father than most of their friends.
Father accepted, Mother regretted, and Daughters resented
that Mother was the self-appointed family leader. Daughter
2 was very protective of both parents’ feelings.

The family tests revealed confidence in themselves as a
family. The family believed they were mutually strong.
Father and Daughter 2 were more optimistic than were Mother
and Daughter 1. Although Father believed he could cope
effectively, Mother believed she had the greater coping
ability. The Daughters’ strong coping abilities used very
different support strategies than did their parents’. They
all believed they were a favorable family type.

Individual testing indicated that Daughter 1 was of
average cognitive ability and Daughter 2 was superior.
Daughter 1 showed less than average level of empathy and
altruism, whereas Daughter 2 was well above average in both.
The Daughters had positive self-concepts and well-developed
value systems. Daughter 1 was experiencing normal
ambivalent feelings and frustrations relative to her growing
sense of autonomy. She had a high level of anxiety and
strong feelings of rejection, but above average

problem solving skills. Daughter 2 had high motivation and
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an exceptionally strong ability to cope with aversive
situations. She seemed to have developed a sense of
responsibility to serve as a mediator in family and peer
situations. She was experiencing depression and feelings of

rejection.

Major Study

As has been indicated in the reports of the closing
interview held with families 101 and 102, neither family
called for any change in the research procedures or content.
Thus, it was considered that these two families, initially
included as a "Pilot Study," could now appropriately be
included as part of the main study. This necessitated the
addition of the closing interview with each remaining family
included in the sample. The originally planned numbering
system is, however, adhered to. These "pilot study"
families are numbered 101 and 102. The remaining families

are numbered consecutively from 201.

Family 201
Family 201 was among the earliest in responding to the
initial mailings. When contacted nearly a year later, the
father remembered the family‘s commitment to participate in
the study. Appointments were difficult to make, because the
mother worked days and the father worked nights, making it
necessary to hold the family interviews on weekends. To

complicate matters, the eldest child was in a group home for
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the handicapped, and visited the family on alternate
weekends, and I did not want to interfere with those visits.
Once the appointments had been made, my assistant and I were

welcomed into their modest home in a small city.

Demographics

Family 201 consisted of the mother (the patient), age
44; the father, age 36; the daughter, age 7; and the son,
age 5. An older daughter, age 9, who was born moderately
mentally and physically handicapped, did not participate in
the research. Both parents had completed their freshman
year in college. They were married in July 1980. Daughter
was in the second grade, in a local public elementary
school, having started school early. Son had just
completed his first year in a local church-related
preschool. Mother had worked in the local branch of a large
bank for 22 years. She continued to hold a full-time job,
although her responsibilities had recently changed, so that
she would not have to travel a long distance to the new
location of the main office to retain her former position.
Father had worked in a local manufacturing company for 17
years. He usually worked from 48 to 56 hours per week at

his full-time job.

Diagnosis and Acceptance
Father and the two children at home were reported as

enjoying normal health. Mother’s MS was diagnosed around
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the time of their marriage, but they could not agree as to
whether it was before or after they were married. Mother
was very sure it was before, and Father equally sure it was
after. A local neurologist diagnosed Mother by placing her
in the hospital for numerous tests, including a spinal tap
and a myelogram, to rule out other diagnoses. According to
Mother, from those results, and a study of her medical
history, she was told she definitely had MS. Father
remembered the doctor saying, "You won’‘t qualify for life
insurance any more. It is my opinion you probably have MS."
The doctor seemed competent to both parents. He gave them a
few instructions and some literature.

Mother’s problem had begqun in 1978 with a tingling
sensation all over her body, sudden loss of eyesight in one
eye, poor coordination, and weakness. She was put into the
hospital at that time, and subsequently recovered. She said
that MS was suggested at that time; but, as she recovered,
she ignored the fact that she had suffered those problems.
When the problems exacerbated in 1980 or 1981, the diagnosis
was hard for Mother to accept. "I wanted to get pregnant,
but didn‘t know anything about [MS]."™ She added that she
cried a lot and had to learn how to deal with the problens,
admitting it took 4 to 5 years to adjust. FPather commented
that he just wanted to know what was wrong. He shared that
he had been born with hip dysplasia, and often was in the

hospital throughout childhood. He felt he coped better
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with Mother’s diagnosis because of his personal history.

Mother’s parents took the diagnosis hard, although
Mother’s mother had helped her during her problems in 1978.
Her mother had suffered a serious stroke in 1979. Mother'’s
father always had difficulty dealing with illness, and this
was apparently too much for him to handle effectively.
Pather indicated that there were no close relationships
among any of his family members. Therefore, their responses
ranged from "Gee, that’s too bad" to no interest at all.
Mother had one brother, who lived out of state. He knew she
had MS, but acted "rather oblivious." Father described
Mother as having adopted an attitude of not giving up and
"that’s been the best adjustment for us."

Mother’s employers had been supportive and cooperative.
Although her condition worsens when she becomes sick, this
has never interfered with Father’s work. They believed
their friends felt sorry for them, but had been very
understanding and supportive. Some of the friends had since
had family members develop MS, so Mother felt she had been a
resource to them.

When asked how the children were informed about
Mother’s MS, the parents admitted they probably had not
discussed it with the children. Their first child, from
birth, had been the focus of the familv. Later, Son
commented to me, "She’s handicapped,” referring to his

oldest sister.
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The family became involved in a local church when the
children were born. Mother continued weekly to take the
children, but had to return home, herself, in order to rest.
Father slept due to his night work schedule. I did not
sense that church plays a highly supportive role in their

lives.

Symptoms

Of the original symptoms already mentioned, Mother
still had balance and coordination problems. Additionally,
she related that she had cognitive problems, involving a
shorter attention span, a poor short-term memory, and weaker
comprehension. A loss in her sense of depth perception had
forced her to limit her driving. She added that she
suffered with bladder problems and constipation, faulty pain
perception, and stiffness. She reported the same leg
twitching when in bed as had been described of Father in
Family 102 by his wife. Mother stated that she could not
fight fevers, and gets sick more easily than she did before
she had MS. The doctor considered her MS to be mild and

presently in remission.

Assistance

Mother used no aids to walk, but exhibited a stiff,
rolling-from—-the-hip gait. She had medical insurance
coverage through her work. The family received no financial

assistance. Child care was needed with the eldest daughter,
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but the parents felt that would have been necessary for any
normal family. Father took care of the house, and watched
the two younger children when they were not in school. He
had them help with little jobs. When Mother returned home
from work, she took over the care of the children, and
Father went to bed. However, Daughter said Mother falls
asleep every night in the chair, as was reported of Father
in Family 102.

The family had never received any counseling. When
asked if counseling might not have been necessary after the
birth of their first child, Father proudly shared their
leadership role in a parents’ support group that was a part
of the hospital’s high-risk nursery. It appeared that they
considered themselves to be in the role of counselors rather
than counselees in this support group.

D { pti ¢ child l
Parents

Daughter was described as a good student who liked arts
and crafts; Daughter added "but not worksheets." Father
proudly discussed how Daughter did very well, even though
she was sick during the week of comprehensive group testing.
Daughter was described as an angel by both parents, the
“perfect little girl." She loved being among her peers and,
in fact, "runs the neighborhood."

Son had been an excellent student in preschool, but did

not like singing. Behaviorally, he was a "little more of a
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stressor," according to Father. Mother agreed, and added
that rules and discipline were shared by both parents. Son
was a little shy when first meeting people, although I found
that he talked easily while the rest of the family was

responding to the family tests.

The Family Tests
Table 9 gives the results of the family members on
these tests. The first two tests were responded to only by

the parents.

Family Hardiness Index

Father’s FHI was quite a bit higher than Mother’s, with
Mother at about the average of the norming sample and Father
very high. The two total scores, however, are separated by
only 9 points.

The greatest difference was in the amount of control
they felt was exerted by external factors beyond their
control. Father felt no such control, scoring maximum on
this scale, whereas Mother’s score reflected her
uncertainty about what role luck, specifically, played in
her life. Father viewed the challenges of life in a
somewhat more positive manner than did Mother. Father
scored maximum points, and Mother close to maximum,
on the Coordinated Commitment scale. indicating their joint
internal strength, and on the Confidence scale, indicating

their sense of cooperation and mutual adequacy.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



113

TABLE 9

FAMILY 201--FAMILY TESTS

Scate Subscale Maximum Patient Spouse Daughter
Score (Mother) (Father) Gd. 2.9
FHI
Cooriented-
Commitment 24 23 26 Too
Confidence 12 10 12
Challenge 1S 9 11 Young
Control -
External 4 S 9
Total 60 47 468)2 56 (95)
F-COPES
Acquiring-
Social Supp. 45 21 0P % (35)
Retraming 40 36 (91) 39 (99 Too
Seeking-
Spirit. Sug. 20 14 (19) 14 (26) Young
Mobilizing 20 14 (7)) 11 (43)
Passive-
Appratsal 20 16 (99) 20 (99)
Total 145 101 (69) 108 (88)
FACES-1I1
Cohesion 80 6 (5)¢ 64 (5) S8 (4)
=-0.11 2=-0.11 z=0.18
Adaptability 70 SS (N 58 (M) 50 (6)
2=0.77 2=1.23 z=0.58
Family Type - 6) (6) (5)

3 Numbers in parentheses are percentile ranks fgom the appropriate
norms: One overall norm for total score only. “Nunbers in parentheses
are percentile ranks from the apgropriate norms: norms are for aduits
or adolescents, male or female. "Numbers in parentheses are from
Linear Scoring Model (figure 2).
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The family hardiness evidenced by the parents’ answers
to the FHI presumably developed in response to both Mother’s
MS and the eldest daughter’s handicapping condition.

Family Crisis Oriented
Personal Scales
(F-COPES)

Differences in the problem-solving attitudes of the two
parents showed on the F-COPES instrument, the greatest being
how they viewed mobilizing the family to acquire and accept
help. Mother viewed this as a fairly effective coping
strateqy, whereas Father was closer to the average of the
norming sample. Both Mother and Father scored very high on
the Passive Appraisal scale, suggesting that they did not
resort to giving up or ignoring problems. Both seemed very
capable of reframing, redefining stressful events in order
to make them more manageable. Neither parent felt very
successful in acquiring social support. Although both felt
relatives could not be depended upon, Father is more willing
than Mother to ask friends and neighbors for help. This
family showed a lack of seeking spiritual support, although
they had shared earlier that they felt it was important for
the children to attend church and had, in fact, attended
with them when they were younger.

Family Adaptability and
Cohesion Evaluation
Scale-II

The entire family attempted to respond to the FACES-II.

—
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However, Son did not seem to understand many of the
questions, even though they were read to him. He began to
act silly, so I asked him if he would feel more comfortable
not helping with this test. I then discussed the rest of
the procedures with him, and assured him that, if he did not
want to participate, that would be agreeable. His total
cooperation was needed. He proceeded to discuss totally
unrelated topics, thoroughly ignoring his mother and her Ms,
and emphasizing that it was his older sister who was
handicapped. He apparently made this connection himself, as
there had been no mention of the word handicap in relation
to the MS. I told him that when I returned for the second
interview, he could tell me whether or not he wanted to
cooperate.

The rest of the family reflected moderately balanced
family types. Mother and Father felt they were connected
and very flexible. It is of interest to point out the items
on which their responses differ to a greater extent. These
are shown in Table 10.

Although Daughter also reflected a moderately balanced
family type, it was achieved through different positions on
the Cohesion and Adaptability dimensions. Using the
adolescent norms, she felt the family was separated and
flexible, respectively.

In regard to the previously mentioned items where the

parents’ responses differed considerably, Daughter’s
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TABLE 10

FAMILY 201--SELECTED FACES RESPONSES?

Almost Once in Some- Freg- Almost
Never Avhile times uently Always

1. Family members are supportive of each Sp D P

other during difficult times.
3. It is easier to discuss problems with P.D Sp

people outside the family than with

other family members.
7. Our family does things together. All
2. In our family,everyone goes his/her own Sp D P

way.
11. Family members knos each other's close All

friends.

17. Family members feel very close to each Al

other.
19. Family members feel closer to people Sp 0 4

outside the family than to other family

members .
24. It is difficult to get a rule changed in Sp,0 P

our family.
29. Family members pair up rather than do 4 )] Sp

things as a total family.

3p=patient; Sp=Spouse; D=Daughter; S=Son; All=All family members.
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responses were divided equally in agreement with one or the
other parent. There were two items on which her response
was "Sometimes" whereas the parents’ responses were "Almost
never." These were item 12, "It is hard to know what the
rules are in our family"; and item 25, "Family members avoid
each other at home."™ This suggests that Daughter may be
feeling ignored at times.

The family agreed completely on three items. These are

also in Table 10.

Individual Testi : ht

Vineland Adaptive Behavior Scales

The teacher returned the Vineland Adaptive Behavior
scales with many handwritten notes; one sub-domain was not
completed. I took her comments and extrapolated a score
from the manual to obtain the results for the baily Living
Skills domain. The teacher rated Daughter within the
average range in Daily Living Skills (estimated 106) and in
Socialization (98). Her Communication domain was above
average (115), and the Adaptive Behavior Composite was
average at 107.

Within the sub~domains, the teacher indicated some
concern about Daughter’s personal care relating to health
issues of herself. The domestic sub-domain, which relates
to helping around the home, was left blank. Within the
interpersonal relationships sub-domain, the teacher

expressed a little concern that Daughter did not seem to
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have a best friend. Within the coping skills sub-domain,
the teacher did not believe Daughter had developed strong
self-contrecl with respect to her judgment. In the summary
observatiors, the teacher added that Daughter was well
groomed and demonstrated good manners. She was a good
leader and highly motivated. She sometimes had difficulties
with other children if they teased her. The teacher
summarized her feelings with, "I‘’ve enjoyed having her in my
class. She’s smart and an asset to the class."

When my assistant and I returned for the second
session, Daughter answered the door, and led us to the
kitchen table to do the testing. She seemed happy and was
very cooperative throughout the testing. She had commented
that Son was outside playing. When she brought her brother
in, he told Mother he did not want to participate, even
though Daughter had told him it was a lot of fun. The

results on the objective tests are shown in Table 11.

Empathy scale

on the Bryant Index of Empathy, Daughter’s level of
empathy was much below average. As she read this test
herself and scored so low, I wonder whether the meaning of
each item was clear to her.
Piers-Harris Children’s
Self-Concept Scale

Daughter’s very high total score on the Piers-—-Harris

Children’s Self-Concept Scale indicated a high degree of
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TABLE 11

FAMILY 201--CHILD TESTS

Scale Subscale Max imum Daughter
Score Gd. 2.9
EMPATHY [3 6
2=-2.75
PLERS-
HARRIS 8ehavior 16 15 (81)°
Intellect 17 17 (98)
Physical 13 11 (84)
Anxiety 14 13 (90)
Poputarity 12 10 (69)
Happiness 10 9 (72)
Total Scale 80 75 (98)
SIv
Support (3
Conformity (3] Too
Recognition 39
Independence 48 Young
Benevolence 45
teadership 48

281 = male or female norms for Grade 1 on Y/N 8Bryant Scale with
score range = (-22. "Figures in parentheses are percentile ranks
for the complete norming population.
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self-esteem. The profile of her scores is included in
appendix D. All six subscales’ scores were much above
average. Consistent with her teacher’s assessment in the
Vineland, Daughter appeared less comfortable with her

popularity than in the other subareas.

Projective tests

Daughter’s HFD suggested that she considered
herself an assertive girl, who had high aspirations and
parental support, but felt constrained by external factors.

The KFD added to what was represented by the DAP.
Daughter, like the daughter in family 101, had her
family shopping together. The handicapped sister was
placed between the parents and the other children.
Although Daughter apparently felt separated from her
parents and unable to do anything about it, she did
seem to identify with her father. The importance of
the placement of the handicapped sister was emphasized
when Daughter commented that her sister was usually not
with the family when they shop. The KFD showed a high
level of aggression which concerned me as none had been
detected in the family.

Daughter gave short, but fairly complete, stories
throughout the RATC. The profile of her scores is
included in appendix E. The Adaptive scale indicated a
strong ability to cope with aversive situations. She

may overly rely on others for approval, but did appear
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to have very strong self-sufficiency, assertiveness,
and ability to support others. She demonstrated an
extremely well-developed ability to identify problems
and to resolve them effectively. Within the Clinical
scale, Daughter’s score suggested a high level of
depression and an above-average level of aggression.
Even though the KFD suggested that the sister
interfered with Daughter’s feelings of closeness to her
parents, the RATC does not indicate an abnormal feeling of
rejection.

During the objective testing, Daughter did not often
talk spontaneously. However, she did share the family’s
plan to visit an amusement park during the summer vacation.
She was excited about this prospect, but also demonstrated
ambivalent feelings, as she did not know if her sister was

going with them.

EXit Interview

My assistant and I were warmly welcomed back into this
family‘s home. The four members who were present for the
initial interview again participated. Father spoke for the
whole family when he said there had been no problems as a
result of the previous visits. Mother commented that the
initial interview seemed like an intake interview for
counseling, but she saw why it was needed. I was puzzled by
this comment, because it made it appear as if she had, in

fact, received counseling, though she had stated in the
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initial interview that this was not the case. After the
children had spoken, Mother shared that she had remembered
that, at the recommendation of her neurologist, she had had
a "few" sessions of counseling after her initial problems.

Daughter emphatically stated she had had fun. Son
continued to be resistant, and talked about basketball.
Father interrupted him and pointed out that "he’s not a
serious guy."

Mother added that she also was suffering from
psoriasis, which was diagnosed at the same time as the MS.
Her general practitioner told her it was due to the MS. I
was not aware of any such connection. Mother continued
with, "This is an aggravating disease. You gotta keep
fighting this. I’m not going to let it conquer me." Father
added, "It’s simply mind over matter,™ a comment with which
Mother clearly did not agree.

As my assistant and I were leaving, the parents
expressed their appreciation and their interest in the
eventual results, particularly relating to adolescents, so

they might be better prepared for that stage.

Family Sumpary

Family 201 consisted of the mother patient, the father,
a daughter age 7, and a son age 5. A 9-year-old daughter,
who was born very handicapped and did not live in the home,
but visited periodically, was not included in the study.

All children were born after the diagnosis. oOnly the
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7-year-old daughter participated in the study. Although the
son was invited to take part, he did so flippantly, and soon
chose to play instead.

The family inventories revealed solid family hardiness,
constructive problem solving attitudes, and moderately
balanced family types. The individual testing indicated
that Daughter had average cognitive ability, very strong
self-esteem, high aspirations, and much below average
empathy. She appeared to be struggling with her feelings
about her sister, who, although not living at home, seemed
to be demanding more attention than Daughter received.
Although there were above average depressive and aggressive
tendencies, there were indications that Daughter had strong

coping ability and a desire to be able to support others.

Family 202
Family 202 was the first to respond to the initial
mailings. When contacted almost a year later, the father
was excited to know the research was beginning, but the
mother needed to make the appointments due to her extremely
busy schedule. My assistant and I were warmly welcomed into

their modest home in a small town.
Demogaraphics
Family 202 consisted of the mother (the patient), age

40; the father, age 44; and the son, age 12. All were

available during all the sessions, but Son demonstrated his
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apparent discomfort with the situation by frequently
removing himself, and only returning when requested. Mother
was a graduate of law school, holding a doctorate of
jurisprudence. She was an elected City Court judge, had a
part-time private law practice, and was a certified
mediator. She worked a 40-hour week between all these
responsibilities, having reduced her weekly hours since her
health demanded it. She had been a lawyer for 15 years, and
a judge for 9. Father had a bachelor’s of science in
mechanical engineering, and had been a mechanical engineer
in companies within a 30-mile radius for 18 years. He had
always had a 40-hour work week. The two were married in
June of 1974. Son was completing the seventh grade in a
local public middle school, after having attended a local

parochial elementary school.

Di . 1 !

Father was reported as enjoying good health. Son was
healthy, but took Ritalin for an attention deficit disorder
with hyperactivity, which was diagnosed at age 6. When
asked, the parents reassured me that he was on the
medication at the time of the interview.

Mother was diagnosed in 1990, by a local neurologist,
with a "demyelination syndrome." From 1985 to 1990, Mother
had been experiencing symptoms, and the neurologist
repeatedly told her that there was nothing wrong, she was

just under too much stress "as a woman." Mother felt the
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neurologist believed it was psychological, thereby "putting
her through too much."™ Finally in 1990, a senior internist
colleague of the neurologist with whom he consulted,
insisted that she be hospitalized for tests. These included
X~rays, a CAT scan, an MRI, a spinal tap, and an EEG with
nasopharyngeal leads. Mother said "it was so wonderful to
know what it was." She then went to the library to do her
own research on the disease. She was most concerned to
learn about the cognitive aspects of MS. Mother did not
believe she had been receiving any support from the
neurologist, but admitted she had "let him get by with that"
until this past year. Mother had always enjoyed free-lance
writing, and was given the opportunity to write a chapter in
a book of autobiographies of people with MS. She found this
very therapeutic, and even gave the neurologist a copy of
the published book. She believed he appreciated the book,
because he confided in her since receiving it that he had
felt threatened by her intelligence and determination. She
admitted to being a strong personality. My assistant and I
agree, but see this as a very positive trait.

Father reported he "almost felt relief,"” finally
knowing what the problem was. He continued with, "I have
much confidence in [Mother] that she could overcome
anything.” He felt his responsibility was just to be around
to help. The importance of this attitude was evident in the

reporting of the exit interview.
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Son was 9 years old when Mother was diagnosed.
According to the parents, he had seen Mother fall a lot, but
had never questioned why. When Mother was finally
hospitalized, Son became "mean," his grades dropped, and he
developed a discipline problem. They had believed it was
wisest to have Son visit her in the hospital. However, for
this particular child, they felt it had been a mistake, as
his behavior then worsened. When Mother returned home, and
life readjusted to near normal, Son’s behavior improved.

Mother’s parents lived out of state. She commented
that they "are very controlled people, acting as though
everything will be fine, yet exaggerating to others how bad
it is.™ Father’s parents "live within their own world":;
however, his mother was a worrier.

Mother was not close to any of her siblings, and they
did not talk much to each other. Father was an only child.

Mother added that, at the time she was hospitalized for
diagnosis, the children in Son‘’s class made her get-well
cards. These were the best support she felt she had
received. She did not believe the family was working as a
unit to deal with the problems brought on by the MS. 1In
Mother’s opinion, Pather denied its presence. Father
believed he could not do much to help because she did not
talk about it. Her problems were internal, and he was "just
waiting for her to talk," implying that he could not see the

problenms.
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At first, Mother had hoped her work would remain the
same; but, through a long, difficult process, she learned to
prioritize and to adjust her schedule day to day. Father’s
work was affected only when he had to take Mother to
specialists, which she was reluctant to ask him to do.

The Catholic church of which they are members had been
a big support for the family, because it "is like a big
family, "™ according to Mother. The church’s Christian
Education department organized a meeting to discuss MS. It
was of interest to me that it was at this meeting that one
of my long-term clients had learned about MS, and then
related the learning experience to me.

Family friends had been "pretty supportive," the
parents agreed. However, when Mother was in remission,
feeling well and doing more, some of the friends were
angered as if she had obtained their support under false
pretences. As her condition obviously worsened, these same
"friends" questioned her need for her motorized cart. She
believed these friends were in denial. Father believed they

were merely responding to Mother’s strong will.

Symptoms and Treatment
In 1985, Mother began experiencing fainting symptoms,

which were eventually diagnosed as hypoglycemia. She was
put on a diet to control this. She then was diagnosed with
very low blood pressure. Migraines then became the primary

symptom, with dizziness, fatigue, and "shocks in the body."

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



128
The shocks had lessened, but the fatigue and dizziness
continued. Mother had been born with cataracts, and very
early surgery left her blind in the right eye. Therefore,
she often overlooked visual symptoms of blurriness.
Cognitive deficits with memory had been most frustrating to
Mother. She added that she had difficulty with urination,
due to bladder spasms, along with hand tremors and a weak
back. A short time before the interview, Mother had had one
seizure, losing two hours in her day. She had never
experienced this before, and was very confused, and, I
believe, frightened. An EEG taken soon after showed
left-side seizure activity. She had taken numerous
medications for the various diagnoses and was very sensitive

as to how much each helped.

Assistance

Mother used a cane at times, and a cart to get around
in the courthouse. She said her arms were not strong enough
for a wheelchair. In her home, her walk was very stiff and
jerky.

Mother’s medical insurance was through her judgeship.
The family received no financial assistance. Father and a
housekeeper cared for household duties. When questioned as
to whether anyone had to receive counseling, as a result of
the MS, Mother evasively said that she had seen a
neuropsychologist for testing, due to her cognitive

deficits. The counseling that resulted from the testing was
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to help her deal better with the legitimate cognitive
deficits, yet she would not accept it as therapy. Father
openly shared that he had received counseling for
depression, which had worsened after the MS. "It was just

too much for me." He took Prozac.

Description of Son by Parents

After reiterating that Son was suffering from ADHD, the
parents also stressed that he had been diagnosed as gifted
at Wright state University. Son had been an A and B student
at the parochial elementary school, and he had been on the
honor roll at the public middle school. Son stated, "The
middle school is easier." The parents shared that he was
very social, "has sorry souls around all the time,"
unconditionaily accepted all children, and abhorred
competition, such as in sports. Son was described as a
personable young man, who received "glowing" behavioral
reports from school that year. In elementary school, he was

so outgoing he would not be quiet.
The Family Tests
All three family members responded to all three Pamily

tests. As with family 102, they isolated themselves from

one another. The results are shown in Table 12.

Family Hardiness Index
Both parents’ FHI scores were well above the average of

the norming sample. Looking at the individual factors, both
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TABLE 12

FAMILY 202--FAMILY TESTS

Scale Subscale Maximm Patient Spouse Son
Score (Mother) (Father) Gd.7.9
FHI
Cooriented-
Commitment 24 26 20 26
Cont idence 12 12 12 1
Chatlenge 15 12 12 14
Control -
External 9 8 7 6
Total 60 56 (952 51 (73) 55 (91)
7-COPES
Acquiring-
social Supp. &5 2323 5w 3% (90)
Reframing 40 36 (91) 30 (46) 37 (95)
Seeking-
Spirit. Sup. 20 16 (40) 16 (48) 16 (61)
Mobilizing 20 9 (16) 12 (57 12 (68)
Passive-
Appraisal 20 18 (99) 15 (98) 9 (45)
Total 145 102 (71) 98 (67) 106 (87)
FACES-1I
Cohesion 80 68 (6)° 51 (5) 62 (5)
2=0.37 z=-0.46 2=0.62
Adaptability 70 51 (6) 49 (5) 51 ¢6)
2=0.17 2=-0.14 =0.71
Family Type - 6) (5) (5.5)

3 Numbers in parentheses are percentile ranks from the appropriate
norms: One overall norm for total score only. umbers in parentheses
are percentile ranks from the apgropriate norms: norms are for adults
or adolescents, male or female. "Numbers in parentheses are from
Linear Scoring Model (figure 2).
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viewed the challenges of life in a very positive manner, and
had very strong confidence in themselves as a family.
Neither felt subject to the external forces over which they
had no control. Father felt strongly, and Mother even more
so, that the family was strengthened by their commitment to
one another. Only 2 of the 20 items revealed an important
difference in their beliefs. With item 1, "Trouble results
from mistakes we make," Mother disagreed, but Father agreed.
On item 16, "It is better to stay at home than go out and do
things with others," Father disagreed, but Mother agreed.

Son‘s FHI was also well above the average. He was even
more positive than his parents in viewing the challenges of
life, and was also confident in his family. Son felt
somewhat more controlled by external forces than did his
parents. He was as sure as Mother that the family was
strengthened by their commitment to one another. On the two
items on which the parents differed, Son agreed with Father,
but even more strongly. On all the other items, he was in
alignment with his parents. On 12 of the 20 items, all
three family members gave identical responses.
Family Crisis Oriented
Personal Scales
(F—-COPES)

Overall, the parents’ scores on the Family Crisis
Oriented Personal Scales indicated an above average ability
to cope effectively with difficulties. The one subscale on

which they both scored very high, Passive Appraisal,
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suggested that they accept the problematic issues they
faced, and minimized reactivity. The only item in this
section on which they disagreed was number 28, "Believing if
we wait long enough, the problem will go away"; Mother
strongly disagreed, whereas Father neither agreed nor
disagreed. On the other items, although they both responded
in the effective direction, Mother’s response was stronger.
Whereas Father’s responses indicated average ability to
reframe stressful events in order to make them more
manageable, Mother’s responses indicated much greater
effectiveness in doing so. On most of the items in this
section Mother tended to respond with strong agreement,
whereas Father moderately agreed. Both parents were on the
low side of average in seeking spiritual support. Although
they both found value in attending church, participating in
church activities, and having faith in God, Mother was
strongly against seeking advice from her minister, whereas
Father was willing to do so.

In the other two subareas, Father remained in the
average range, whereas Mother dropped significantly. She
did not feel she successfully acquired social support, nor
did her responses indicate an interest in doing so. She
also did not see herself as capable of mobilizing the family
to acquire and accept help. This, in fact, was her least
effective coping strategy. Within the subarea Acquiring

Social Support, the two items on which the parents greatly
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differed were items 1 and 16. Mother was willing to share
concerns with close friends, but not with relatives, whereas
Father expressed the opposite view. Within the Mobilizing
the Family subarea, these opposing beliefs continued to be
in evidence.

Son’s F-COPES results were rather different from his
parents’. His Passive Appraisal score fell within the
average range, suggesting that he is less able than his
parents to minimize reactivity to problematic situations.

On two items, his responses were at the opposite extreme to
those of his parents, choosing the less effective way of
coping. He resorted to watching television, and believeed
that no matter what they did to prepare, they would have
difficulty handling problems. Son‘’s ability to reframe
stressful events in order to make them more manageable was
extremely strong, and more comparable to Mother than to
Father. Son’s score on Seeking Spiritual Support, at the
average level for his age, was very comparable to his
parents’ scores. Son was much more willing than his parents
to acquire and utilize social support as a coping mechanism.
The one item on which the entire family agreed was in this
subarea. For item 2, "Seeking encouragement and support
from friends," their response was "Strongly agree." On the
other items, he disagreed with one or both parents,
expressing the more effective method of coping. Considering

Son’s age, his attitude toward mobilizing the family was
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more positive than his parents’.
Family Adaptability and
Cohesion Evaluation
Scales-II

Oon FACES-II, the parents reflected a similar belief
that their family was of a moderately balanced type. Both
felt they were connected on the Cohesion dimension and
flexible on the Adaptability dimension. On two items,
although PFather answered "Sometimes," Mother answered at an
extreme. On item 11, "Family members know each other’s
close friends," Mother said "Almost always." On item 15,
"We have difficulty thinking of things to do as a family,"
she said "Almost never."

Son’s responses reflected a moderately balanced family
type, with connected and flexible, Jjust as his parents’.
Although his actual scores on the dimension were very
similar to his parents’, his responses to individual items
were different. There are two items on which he differed
most significantly from both parents. Item 5, "Our family
gathers together in the same room," drew a response of "Once
in a while”" from Son, and "Frequently" from the parents. On
item 23, "Family members like to spend their free time with
each other," Son answered "Once in a while," and the parents
answered "Frequently." There are five items on which the
entire family completely agreed. These are shown on Table
13.

When scheduling a date for the second session, Father
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TABLE 13

FAMILY 202--SELECTED FACES RESPONSES®

Almost Once in Some- Freq- Almost
Never Awhile times uently Always
8. Family members discuss problems and feel ALl
good about the solutions.
12. It is hard to know what the rules are in At
our family.
18. Discipline is fair in our family. All
25. Family members avoid each other at home. Alt
27. Ve approve of each other’'s friends. All

aP:Patient: Sp=Spouse; D=Daughter; $=Son; All=All family members.
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asked if the parents needed to be home. Interpreting this
as "Will we be tested?" I responded "No." Father’s
immediate response was "Good, we’ll go out to dinner." I
found it curious that two strangers would so readily be

entrusted with their son.

Individual £ £

When my assistant and I returned for the second
session, Son greeted us at a door level with the driveway,
thus avoiding the necessity of climbing the steps to the
front door as we had on the first occasion. Father was
anxiously awaiting Mother’s return home, so they could leave
for dinner. Son took me to the kitchen for the first part
of the testing, and initially seemed very cooperative. As
the clinical testing proceeded, however, he became resistant
and visibly angry about being required to reveal information
that was highly personal. His passive aggressiveness may
have affected his responses to the objective tests, as well
as to the clinical.

The principal of Son‘’s middle school supplied his IQ
score after the second session. He reported a CSI from the
ISTEP of 94, within the average range. This was
considerably lower than I had expected from the parents’
reports of previous individual testing. This apparently
depressed score might also be a reflection of his passive
aggression. Son’s ADD also may suppress group testing

scores.
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Table 14 gives the results of the objective tests.

Empathy scale

When administering the Y-N form of the Bryant Index of
Empathy, my assistant was under the impression that Son was
giving too little thought to his responses. I agreed with
his suggestion that Son should be asked to respond to the 9-
point form of the instrument at the time of the closing
interview. The hope was that this would encourage Son to
respond more thoughtfully. This hope did not materialize.
Son responded just as carelessly, and his results on the two
forms were similar. Neither should be accepted with great
confidence. The result on the initial Y-N form is reported
in Table 14. This result suggested a very low level of
empathy in relation to his peers.
Piers-Harris Children’s
Self-Concept Scale

Son had a positive self-concept, scoring about average
on all subscales. The profile of his scores is included in
appendix D. Son was most confident in Happiness
and Satisfaction, Intellectual and School Status, and
Freedom from Anxiety. Not as strong, but still above
average, were confidence in Behavior, and Physical
Appearance and Attributes. His sense of Popularity was the
weakest, and only just above the average range when compared

to peers.
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TABLE 14

FAMILY 202--CHILD TESTS

Scale Subscale Rax imum Son
Score Gd. 7.9
EMPATHY B87° 8
z=-1.65
PLERS- b
HARRIS Behavior 16 14 (65)
Intellect 17 15 (81)
Physical 13 10 (73)
Anxiety 14 12 (81)
Popularity 14 9 (52)
Kappiness 10 10 (90)
Total Scale 80 68 (89)
siv
Support 45
Conformity (3 Too
Recognition 39
Independence 48 Young
8enevolence [$3
Leadership 48

3g7:=male or fsmle norms for Grade 7 on Y/% Bryant Scale,
range=0-22. “Figures in parentheses are percentile ranks
for the complete norming poputation.
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Projective tests

Son‘’s resistance was even evident in the drawing
tests. His HFD appeared to be a horned, spiked spined,
clawed animal standing upright. When I reiterated the
instruction that he draw a human, he insisted that the
figure "is human!™ He then reproduced a comic book
character that was part human and part robot. Obviously,
Son was being evasive and overly self-protective; but he
also indicated a non-trusting attitude and hostility. By
depersonalizing his drawings, he revealed an apparent
disrespect for himself. Although careless drawings can come
from an attention deficit disorder, these were not drawn
impulsively.

Son’s KFD continued to demonstrate his aggression. He
drew himself standing with Mother, far away from Father, who
was pouring gasoline on their barbecue, which was exploding.
None of the figures had any facial features. The emotional
indicators further suggested superficial interpersonal
relationships, evasiveness, and lack of cooperation.

Son’s responses throughout the RATC were short, but
revealing. He required a lot of urging to develop his short
answers. The profile of Son‘’s RATC scores is included in
appendix E. The Adaptive scale suggested a very weak
capacity to ask for and to use outside help to overcome a
problem. He also does not appear to have the ability to

support others. Self-sufficiency was low average for his
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age. He received a low score on Limit-Setting, suggesting
either a lack of parental involvement or a lack of ability
or desire to conform to social expectations. Son’s ability
to identify problem situations was in the low average
range~—~he tended to seek easy resolutions to the problems,
or was unable to resolve them at all. The Clinical scale
revealed strong feelings of rejection, but average levels of
depression and anxiety. Aggressive tendencies appeared to
be low, due to an obvious attempt to keep aggression out of
his stories. Even the cards which are expected to elicit
aggression drew forth stories of fear and rejection. One of
Son’s stories seemed to encapsulate his own problems. "The
kid is sensing fear. He doesn‘t want to face it. He just

keeps fearing."

Exit Interview

Upon our return, my assistant and I noticed that Son
appeared unhappy. As during the initial interview, he
quickly absented himself from the room. At one point, as he
walked through the room to go outside with a large water
gun, he stopped and aimed it at me and Mother. When I
looked at him, he showed no signs of embarrassment, but
smiled and left.

Mother and Father were more welcoming. Mother
commented that the questions had made a lot of sense, and
Father said they were not too intrusive. I commented that

Son would probably not agree. They said they had not had an
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opportunity to discuss the research with Son. This led to a
discussion about him. In the book to which Mother had
contributed a chapter, there are several chapters which
discuss parents who cannot do things with their children
because of the MS. Mother shared that she cried while
reading these chapters. She believed that she could
generally do things with Son when time allowed. Father
added that Son’s teacher of the previous year had asked
Father to read several entries in Son’s "private" school
journal. Son had described Mother as being more handicapped
than she was, near death, and unable to function. Mother
interjected that he had always been insecure when she could
not "take care of things. I’m ordinarily so much in
control."”

Father added that "she believes she is invincible."
She admitted that she wanted to be able to do things "at the
same level as before." Mother shared that Son at times
seemed embarrassed about her, and would ask her to not use
her cane or cart. Pather wondered if that was part of Son’s
perfectionistic attitude, and continued to point out that
Son did not do well on ISTEP group testing, because he
considered this a waste of time. The private testing had
revealed an IQ of 128. I agreed that Son did not perform up
to his potential on the ISTEP. and added that there were
more problems than were obvious to them. Father said that

Son was 5 when his problems started. I believe the problems
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at 5 are related to his ADD. Mother failed to realize that
the present problems which were being discussed were related
to her MS. She commented that Son had always believed that
if Mother was "doing it, it will happen." When she was
unable to bring about a change at his private school, he
became very angry. The fact that the change had not
occurred was unrelated to her MS. One of Mother’s final
statements would seem to better explain the reason for Son’s
problems. "I am somebody who is not like anyone else."

I left with a growing concern over Son’s mental health.
As a researcher, my responsibility to this family would seenm
to have ended. However, Son‘s results were so abnormal that
I spoke of my concerns with several fellow professionals and
professors at the university, maintaining confidentiality.
I then determined I should contact the parents and let them
know of my concerns, once the research truly indicates that
these results suggest the necessity of an intervention.
This intervention should clearly be on the part of another

professional.

Family Summary

Family 202 consisted of the mother patient, the father,
and a 12-year-old son, who was 9 at the time of diagnosis.
The parents’ self-reports suggested they might be suffering
depression. Although Mother was not severely disabled,
because she was a high-level professional, the family

members all felt significant adjustment had been necessary.
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The family tests revealed confidence in themselves as a
family strengthened by their commitment to one another.
Father seemed to have the greatest ability, and Son the
least, to cope. Father was the mobilizer of the family,
Mother was more effective in reframing stressful events,
whereas Son utilized social support. They all saw the
family as being of a moderately balanced type.

Individual testing indicated that Son was of at least
above average intelligence, with a positive self-concept,
and low empathy. It is regrettable that, due to his age, I
had not elected to administer the SIV, since I later
successfully used this instrument with children near his
age.

Son was suffering a great amount of ambivalence about
himself and toward his parents. Nurturing was not as he
desired, or from whom he wished it could be. Although he
wanted to be close to Mother, he was angry with her and yet
also worried about her. FPather was admittedly more of a
parent, but Son did not feel close to him and was angry with
him also. Son seemed to be trying very hard to control his
aggressive impulses and, with his above average intelligence
and self-concept, appeared at that time to be for the most
part successful. However, further stress, such as impending
adolescence. could easily upset this fragile balance. It
was not surprising that Son had very low empathy and desire

to help others. He was utilizing all of his psychological
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energy on keeping his angry self controlled in this

controlled family.

Family 203

The mother of family 203 contacted me after hearing of
the study while attending an MS support group in the
metropolis. After discussing the study over the phone, she
requested the packet of information to share with the
family. They quickly returned the package, and were
contacted soon after to set up appointments. The father was
very friendly and an initial appointment was quickly
arranged. Due to travel difficulties for me, their
appointment had to be changed. This was not viewed as a
problem when speaking with the father. This was the first
spouse who inquired as to whether I could climb the steps to
their house, offering his help if needed, and a back door
alternative. My assistant and I arrived 30 minutes early,
and were welcomed into their modest home that lies within a

large metropolis.

Demographics

Family 203 consisted of the mother (the patient), age
37: the father, age 36; the daughter, age 8; and the son,
age 5. Mother completed a bachelor of science in commerce,
and Father completed a master of science in finance. They
were married in May 1981. Daughter had just completed the

first grade in a neighborhood parochial school. Son had
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just completed preschool in the same school. Mother had
worked in a large bank in a full-time position until 1985,
when she reduced to part time to care for the children. She
emphasized this was not due to the MS. 1In 1991, after 14
years of service, her job was dissolved. She felt the
timing was appropriate for her personal needs, as her MS had
been worsening since 1990. Father had been an accountant
for 16 years, holding his present position for 3 years. His

full-time job ranged from 45 to 48 hours per week.

Diagnosis and Acceptance

Father and Daughter were reported as healthy. Son was
diagnosed with asthma in 1991, after a serious attack
requiring hospitalization. The asthma was now under
control. Mother seemed proud to be able to relate that her
MS had not exacerbated during this crisis. When I asked if
it had, once the crisis was over and the stress was reduced,
she was unable to remember.

Mother‘’s first symptoms appeared near the end of 1977.
She experienced numb legs and trouble with her vision.
During her spring break of the next year, "right before
(she) graduated from college," her MS was diagnosed. She
had been referred to a large university hospital by her
opthalmologist. The diagnosis was made through vision tests
and a positive spinal tap. The physician who informed her
of the diagnosis apparently was too blunt for Mother. He

informed her that the results of the tests indicated she had
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MS. He continued by saying she could recover as much as 90%
of what she had lost. He told her to get lots of rest and
to call the MS society. Mother felt he offered her no
support, and was unfriendly. So she changed to another
neurologist whom she still sees. She openly shared that she
did not accept the diagnosis, and her remit/relapse
condition helped reinforce her denial. She believed she
gradually developed acceptance over the ensuing years,
because, as the disease had worsened over the past 3 years,
she looked at it as "merely a bother."

Father had known Mother before the diagnosis. They
were dating when she shared this with him. He remembered
thinking that it was "no big deal."®

The diagnosis was also shared with a few friends, who
were very supportive, and with both sets of parents. Mother
and Father felt fortunate that the two sets of parents got
along well together, despite very different lifestyles.
Mother’s father was convinced that her problems were simply
because "she was burning the candle at both ends."™ Aas the
disease progressed, he had not said much, but expressed
faith that Father would take care of Mother. Mother added
that there was always some crisis going on with one of her
siblings, and their mother was always there to help.

Because he was an only child, Father believed his parents
were more able than Mother’s parents to give support to her.

Because Mother’s siblings "have their own problems, . . .
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they don‘t deal with [my MS]." She did not feel close to
any of them.

Both Mother and Father believed that their employers
had been understanding and cooperative. When Father had to
take Mother to doctors’ appointments in the city, he was
allowed to "juggle" his time at work.

Neither parent thought the church had offered any
support. They even seemed surprised that this should be
expected.

When asked if the family had changed as a result of
Mother’s MS, Pather responded, "It has to. MS impedes doing
things." He felt that the fatique factor was most
interfering. Mother agreed that a lot had changed. "He
looks at me differently. Before, I was a wife and a
partner. Now he has to take care of more." She felt his
role had changed from husband to caregiver. Father’s body

lanquage indicated agreement.

Symptoms and Treatment

Mother’s initial symptoms did stop, and she did return
to near normal. Fatigue became a part of her daily life
from the first acute episode. As the remit/relapse course
progressed, her legs and vision continued to be affected,
with less recovery with each remission. Mother had
experienced numbness in her arms, spasticity in her legs,
expecially when tired, and fine-motor clumsiness.

Mother’s physician had hospitalized her for ACTH
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treatment several times over the years. The last time it
was tried, it offered no help. Other medications had been

tried and she had positive feelings about their usefulness.

Assistance

At home Mother walked without any aids, in the same
stiff, rolling fashion as the mother in family 201. On the
day the children were tested, she shared privately with me
her growing belief that she should begin to use a cane. She
discussed her fear of how her use of a cane might affect the
children and Father. I urged Mother to give priority to her
personal needs, and merely to inform the other family
members of the necessity for the use of a cane. The truth
of Mother’s response--"this would not be easy"--did not
become fully apparent until the time of the final interview.

Mother was keeping up the house regqularly, and had a
cleaning lady help once a month. When Mother had to go into
the hospital, her mother had taken care of the children,
saving vacation days for this purpose.

Mother was receiving Social Security Disability and
Medicare, and had supplemental health insurance through
Father’s employment.

At the time of the interview, Mother had been receiving
counseling for 18 months. It had originally been marriage
counseling; but, after about 3 months, the counseling
changed its fccus to Mother, much to Father’s apparent

relief. When asked if the MS was given priority in the
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counseling, Mother replied that it did seem to be the
underlying subject.
Mother seemed pleased to report that Father had
recently joined a national network of partners of people
with MS. When Father was asked about this, he seemed

comfortable but had no comments, as he had just joined.

Emotional Issues

Although Father had been very friendly over the phone,
once in their house my assistant and I both felt he was very
uncomfortable with the situation. He so intently watched
all the writing, with what appeared to be nervousness, that
my assistant felt it necessary to cease note-taking. Father
responded to any questions directed toward him, but did not
appear comfortable answering those which delved into the
emotional areas. He did seem to become more open as the
interview progressed. When my assistant and I left the
initial interview, we both admitted having felt
uncomfortable. However, in the final interview, it became
evident that Pather’s behavior had been a result of a
reserved personality, rather than a suspicious one, combined
with some initial nervousness. In contrast, Mother was open
and exuberant about participating in the study.

Mother delineated Father’s support as "he will take
care of problems; but the emotional support is not there.™
Father countered with "men and women take care of problems

differently. Men want to fix it, and women analyze it."
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Mother was very forthcoming in sharing her understanding
that some of her pain stemmed from their very different
personalities.
P iption of child
Parents

buring the initial interview, the children played in a
separate room, and had to be coaxed by the parents to
participate to the small extent required of them. Daughter
was described as an honor roll student. The parents felt
she behaved well most of the time. Problems occurred when
she talked and did not listen, and when she was resistant to
new things and change. She had many friends, and seemed to
get along better with children than with adults.

Son had done very well in preschool, and the parents
believed he was excited about entering kindergarten. He
tended to cling to Mother and to make friends with girls.
He followed rules well.

The parents ended the discussion of their children by
agreeing that both were extremely sensitive and cried
easily. Daughter "smoulders,™ and would let things build up

and bother her. Son would get over things quickly.

The Family Tests
Table 15 gives the results of the family members’
responses to the Family tests. The children responded only

to FACES-II.
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TABLE 15

FAMILY 203--FAMILY TESIS

Scale S sbscale Maximum Patient Spouse Daughter Son
Score (Mother) (Father) cd. 1.9 Presch.
FHl
Cooriented-
Commitment 24 13 18 foo Too
Confidence 12 [ 10
Chatlenge 15 4 9 Young Young
Controt -
External 9 7 S
Totat 60 30 (02)? 42 (20)
7-COPES
Acguiring-
Social Supp. 45 20 (1% 29 (66)
Reframing 40 23 (07 36 (92) Too Too
Seeking-
spirit. Sup. 20 10 (<5) 16 (48) Young Young
Mobilizing 20 9 ¢16) 13 (69
Passive-
Appraisal 20 15 (99) 15 (98)
Total 145 77 (08) 109 (90)
FACES-It
Cohesion 80 1 (° 62 (5) 51 (3) 61 (S)
2=-2.85 2=-0.35 z=-0.58 2=0.51
Adaptability 70 42 (3 &7 (5) 39 2 45 (&)
2=-1.20 7=-0.44 2=-0.81  =-0.45
Family Type - (2.5) (S) (2.5) €4.5)

Inumbers in parentheses are percentile ranks from the appropriate norms: one
overail norm for total score only. umbers in parentheses are percentile

ranks from the agpropriate norms: norms are for adults or adolescents,

male or female. “Numbers in parentheses are from Linear Scoring Model (figure 2).
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Family Hardiness Index

Even though Father’s FHI score was somewhat higher than
Mother’s, both are well below the average of the norming
sample. They were in closest agreement about the amount of
control they felt was exerted by external factors out of
their control. Both responded in a fashion which suggested
they felt personally responsible for the development of
problems.

Father viewed the challenges of life in a much more
positive manner than Mother. Whereas her responses
indicated that she found family life boring and
unsupportive, he completely disagreed. Although Father
believed there was a sense of cooperation and mutual
adequacy, Mother was not as confident about this. Neither
felt appreciated. The parents’ Cooriented Commitment scores
were the second best for each. Mother, however, did not
have as much faith in their joint internal strength as
Father.

In Table 16 there are 5 items of interest. Two of the
6 items to which the parents responded identically,
indicated an agreement which items 11, 13 and 17 appear to
contradict. Mother seemed to feel that Father could be
counted on, but apparently not for emotional support.

Pamily Crisis Oriented
Personal Scales

The significant differences in how the parents handle
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TABLE 16

FAMILY 203--SELECTED FHI RESPONSES®

Mostly Mostly Not
False False True True Applic
7. vhile we don't always agree, we can count P,Sp
on each other to stand by us in times of
need.
11. Ve strive together and help each other no P Sp
matter what.
13. Ve listen to each other's problems, hurts | P Sp
and fears.
17. Being active and learning new things are Sp
encouraged.
18. Ve work together to solve problems. P,Sp

'P:Patient; Sp=Spouse; 0=Daughter; S=Son.
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stress showed also on the Family Crisis Oriented Personal
Scales. Their most positive problem-solving attitude was on
the Passive Appraisal scale, where they both scored very
high. Neither would resort to giving up or ignoring
problems. Mother’s low scores on the other four subscales
suggested an ineffective ability to cope. She did not seem
to find strength through mobilizing the family, acquiring
social support, reframing, or seeking spiritual support.
This last is consistent with the parents’ comment in the
first session indicating surprise that the church should
even be expected to offer support. In contrast, Pather’s
scores were average or above on these four subscales.

As shown in Table 17, Father and Mother differed
significantly on several of the 16 items. Father seemed to
want to solve the problems within the family and by seeking
advice from others, but not through professional help.
Mother, in contrast, seemed to have little faith that the
problems could be solved within the family, and saw the need
for professional help, rather than simply seeking
advice. There are three items to which they responded
identically. In comparing responses to items 1 and 25,
Father was at least willing to share difficulties with
relatives, but neither wants the relatives to respond.
Family Adaptability and
Cohesion Evaluation
Scale~II

The entire family responded to the Family Adaptability
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TABLE 17

FAMILY 203--SELECTED F-COPES RESPONSES®

Strongly
Disagree

Moderate
Disagree

Neither

Moderate
Agree

Strongly
Agree

1. Sharing our difficulties with
relatives.

P

Sp

7. Knowing we have the strength within
our own family to solve our
problems.

Sp

9. Seeking information and advice from
the family doctor.

Sp

14. Attending church services.

Sp

19. Accepting that difficulties occur
unexpectedly.

P.Sp

21. Seeking professional counseling and
help for family difficulties.

Sp

2. Defining the family problem in a
more positive way so that we do
not become too discouraged.

Sp

25. Asking relatives how they feel
about problems we face.

P,Sp

30. Having faith in God.

P,Sp

aP=Patient: Sp=Spouse; D=Daughter; S$=Son.
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and Cohesion Evaluation Scale. It was read to the children.
Even though Son was very young (5), he wanted to participate
in this test, and seemed to understand the questions very
well.

The family’s scores indicated that Mother and Daughter
believed that their family type was on the border between
mid-range and extreme, whereas Father believed they were
moderately balanced, and Son believed they were on the
border between moderately balanced and mid-range. Even
though Mother’s and Daughter‘’s family type was the sanme,
they reached this point through very different responses on
the two dimensions. Mother had them disengaged on the
Cohesion dimension and structured on Adaptability. Daughter
had them separated and rigid. Father and Son both had the
family connected on the Cohesion dimension; but Father
believed they were flexible in Adaptability whereas Son,
like Mother, believed they were structured.

It is not surprising that there are many responses of
interest among various subgroups. Table 18 shows these.

Father’s answers on item 27 and 28 seem to be in
opposition to one another; but he, apparently, was
differentiating an opinion from a feeling which was "on
their minds." There were no items on which the whole family
completely agreed. The children do not feel that they are
allowed to contribute with the family for problem solving,

and this may be resented by Daughter.
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TABLE 18

FAMILY 203--SELECTED FACES RESPONSES®

Atlmost
Never

Once in
Awhi le

Some-
times

Freqg-
uently

Almost
Always

2.

In our family,it is easy for everyone to
express his/her opinion.

[+]

P,5p.S

3.

It is easier to discuss problems with
people outside the family than with
other family members.

0.s

Sp

4.

Each family member has input regarding
major family decisions.

Sp

6.

Children have a say in their discipline.

Sp

9.

In our family,everyone goes his/her own
way.

$p,0

16.

In solving problems, the children’'s
suggestions are followed.

P,Sp,0

17.

Family members feel very close to each
other.

Sp,D

18.

Discipline is fair in our family.

P.0,S

Sp

19.

Family members feel closer to people
outside the family than to other family
members .

Sp,D

20.

Our family tries new ways of dealing with
problems.

P,Sp

23.

Family members like to spend their free
time with each other.

sp.S

25.

Family members avoid each other at home.

Se

P,0

26.

Whem problems arise, we compromise.

P.Sp.S

28.

Family members are afraid to say what is
on their minds.

sp

30.

Family members share interests and
hobbies with each other.

Sp,S

2p=pa

tient; Sp=Spouse; D=Daughter; S=Son.
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ivi i of C
Vineland Adaptive Behavior Scales

Daughter’s teacher from the previous school year
quickly returned the Vineland Adaptive Behavior Scales. She
rated Daughter within the average range in Communication
(102), in Daily Living Skills (106), and in Socialization
(97). The Adaptive Behavior composite was average at 101.
The only sub-domain where problems were noted was in
Interpersonal Relationships. The teacher had not observed
Daughter with a fairly reqular group of friends or with a
best friend. In the written comments, the teacher added
that Daughter appeared to be very competitive and sometimes
forgets to remember the feelings of others. She appears
very bright and "has a tremendous memory."

Son’s Vineland was not returned by the teacher to whonm
it was initially sent, having apparently been mislaid. Upon
contacting the school, I was asked to send a new form to
Son’s current teacher, who returned it promptly. She rated
Son slightly below average in Communication (89), and
average in Daily Living Skills (94), Socialization (109),
and Motor Skills (96). The Adaptive Behavior composite was
average at 96. The sub-~domains where problems were noted
were Expressive and Written Communication, and Domestic
Living Skills. The teacher did not feel Son was given much
self-responsibility in his home. This corresponded to my

reaction to my own observations in the home. The teacher
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felt that Son’s strengths were ris social skills and
listening ability.

When my assistant and I returned for the second
session, Daughter was in day camp. Son was to have been
there also; but, after his first few days, he had refused to
continue, preferring to stay home with Mother. She was very
concerned because Son had become more clingy since the first
session. Son was excited about the testing, but requested
that Mother be allowed to stay in the room. This was agreed
to on the condition that Mother remain quiet. Son had no
problems when Mother left 15 minutes later to pick up
Daughter. Son told me that Daughter had tried to convince
him that I was a "murderer," but he had not believed her.
When Daughter arrived home, she avoided me. Son told her
how much fun he had been having, but she did not care.
Mother eventually persuaded Daughter to cooperate by bribing
her with a snack; but she remained very oppositional. The
children’s scores on the objective tests are shown in Table

19.

Empathy scale

The Bryant Index of Empathy was read to the children by
the assistant, who observed that Daughter was apathetic
toward the testing. Daughter’s score was very low,
indicating a very poor ability to empathize, as had been
suggested by her teacher. Son’s score was approximately at

the mean for grade 1 children. As he was at that time a
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TABLE 19

FAMILY 203--CHILD TESTS

Scale Subscale Max imum Daughter Son
Score Gd. 1 Presch.
EMPATHY 81¢ 8 81 12
2=-2.05 2=-0.09
PIERS- b
HARRIS Behavior 16 9 (18)
Intetlect 17 11 (38) Too
Physical 13 4 (1N
Anxiety 1% 13 (90) Young
Popularity 12 9 (52)
Happiness 10 7 (3N
Total Scale 80 53 (49
Siy
Support 45
Conformity 45 Too Too
Recognition 39
Independence 48 Young Young
Benevolence 45
Leadership 48

331 = male or female ngrus for Grade 3 on Y/N Bryant Scale with
score range = 0-22. “Figures in parentheses are percentile ranks
for the complete norming population.
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preschooler, this would suggest a better than expected
empathy level for him.
Piers-Harris Children’s
Self-Concept Scale

Due to their ages, the Piers-Harris Children’s Self-
Concept Scale was administered only to Daughter. The
profile of her scores is included in appendix D.
Her total score was within the average range. Her
degree of comfort with her physical appearance and
attributes was below average. Her sense that she is free
from anxiety was well above average. Although the other
subscale scores were within the average range, her
confidence in her behavior is barely within that range.
Remembering her teacher’s note referring to a lack of
friends, it is of interest that she saw herself slightly

above average in popularity.

Projective tests

Daughter’s HFD showed a sneering girl with no hands and
distorted legs. The picture suggested rigid, inhibited,
stubborn, and impulsive tendencies. There were also
indications of depression, dependency, and poor adjustment.
Son‘’s human figure drawings were all of better than expected
quality for his age, although his lines were wavy and he
drew no faces. His HFD suggested that he was a friendly,
but timid, boy.

Daughter’s KFD placed the children in front of, and
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between, the parents. The children were aligned, Daughter
closer to Father and Son to Mother.

No one had hands, and neither parent had legs.
Everyone but Father was happy, and Father appeared to be
trying to control hostile feelings. Everyone seemed to be
ineffective in dealing with life, and Daughter was very
confused as to whether the parents or the children were the
caretakers. Son’s KFD had the parents between the children,
with Son next to Father and Daughter next to Mother. Son
seemed to identify with Father’s feelings of inadequacy and
Mother’s feelings of weakness. None of the family had
hands; but, at his age, this is not significant.

Daughter was very resistant to telling stories in
relation to the pictures of the RATC, but she did give short
responses that were scorable. A break was taken halfway
through the test, because I felt the need of a respite from
Daughter’s continual accusations that I was a murderer, and
Daughter’s refusal to discuss why she thought this. The
RATC’s Adaptive scale showed that Daughter had an average
ability to rely on others for support and to identify
problems. Her ability to resolve problems, to support
others, and her self-sufficiency, were all below average.
The Clinical scale showed average levels of anxiety and
aggression, below average dependency needs, and above
average feelings of rejection and unresolved feelings.

It was somewhat difficult to elicit responses from Son
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on the first three cards of the RATC. As he told stories,
his eyes grew red, but he did not cry. The first three
stories focused on children not dealing well with MS. When
it became obvious that he felt children could also develop
MS, the testing was stopped, so that I could discuss MS with
Son. Mother was still in the room at this point, and said
they had discussed it with him. I explained that he
apparently needed more information, and Mother agreed. I
assured Son that MS is not contagious, that children do not
contract it genetically (except in very rare cases), and
that MS, of itself, is not a fatal disease. The boy
released a great deal of tension, and continued his stories
with a smile. He continued to include MS in his stories
periodically, but more realistically.

The RATC’s Adaptive scale suggested weak ability to ask
for outside help and to find the strength within himself.
He had an above average ability to identify problems, and an
average ability to resolve them. There appeared to be
average ability to support others and to recognize and set
limitations. The Clinical scale showed a high level of
anxiety and an above average level of depression.
Unresolved feelings were in the high average range.
Feelings of rejection and aggressive tendencies were average
for his age. The profiles of children’s RATC scores are

included in appendix E.
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ther’ tiona ssu

While Daughter was completing her tests with the
assistant, and Son was eating a snack in the same room,
Mother and I were in a different room. Mother took the
opportunity to discuss with me some of her concerns about
the children. She shared that Son was more open than
Daughter, who kept everything to herself, "like I was.
That’s why I go to therapy." Mother believed both were
afraid she would die, even though she had assured them that
she would not die because of the MS. Son’s clinging worried
her. I told her that he seemed much relieved since my
discussion with him; but both children did seem very
concerned about Mother. Several suggestions were given to
Mother for both children. This appeared to go beyond my
responsibility in the situation. However, Mother had openly
asked for help, already aware that the children had
problems. The brief time taken seemed to give Mother a new
sense of assurance, and she appeared immeasurably grateful.
She decided that Daughter needed to see a therapist, and I

encouraged her in this.

Exit Int .

When my assistant and I arrived for the final session,
Father had not yet returned from work. While awaiting his
return, we sat with Mother and Son. He eagerly showed and
discussed some of his possessions, while Daughter remained

alone in her room. When Father arrived home, it was
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apparent he was pleased to see us. He ordered Daughter to
join the group, after she had bluntly refused to comply with
initial requests. She entered the room carrying a water
gun, and pointed it directly at me. This was a startling
parallel to the exit interview with the previous family.
Father instructed Daughter to sit down and leave the gun
alone. She brought a chair from another room, placed it on
the opposite side of the room from me, and sat on it with
her back to the whole group.

With some discomfort, I asked for feedback on the
process. Father said it had not been intrusive. Mother had
appreciated it. Son said he had enjoyed it. Daughter said
®it was boring." According to Mother, Daughter would not
share with anyone why she thought I was a murderer. The
parents surmised that a younger neighbor friend, who had a
vivid imagination, might have planted the idea in her mind,
because Daughter had recently said that this girl had told
her of a neighbor boy murdering the art teacher with a
butcher knife. I pointed out that I was apparently
threatening to Daughter because I was focusing on material
which Daughter did not want to address. The parents said
Daughter had never shown any reaction to the MS until
recently. When she became angry or unhappy, she withdrew.
Father commented that she was strong-willed, worked hard at
everything she did, and had a low frustration tolerance. He

added that a kind approach to Daughter’s misbehavior only
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served to evoke even worse behavior. He agreed
professional help was warranted. Although it was a relief
to both me and my assistant to leave the hostility of
Daughter, there was also a sense of satisfaction because the
parents now appeared comfortable discussing their children

and the MS.

Family Summary

Family 203 consisted of the mother patient, the father,
an 8-year-old daughter, and a 5-year-old son. Both children
were born after the diagnosis. Mother was very concerned
about the mental health of the children. Father originally
appeared suspicious, but this evolved into open concern
about the children. Daughter’s suspiciousness and anger
were magnified during the time spent with the family. Son
excitedly cooperated.

The family inventories revealed a low level of
hardiness, with a feeling of personal responsibility for the
development of problems. Mother believed she was
ineffective in her ability to cope, but would not give up or
ignore problems. Father was average in his coping ability.
Father and Son believed the family was of a favorable type,
but Mother and Daughter had a more extreme view of the family.

The individual testing indicated that Daughter was of
average cognitive ability, had problems with interpersonal
relationships, a very low ability to empathize, and a weak

self-concept. Although she could rely on others for
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support, and was able to identify problems, she was unable
to resolve them. Feelings of rigidity, depression and
rejection were all of concern.

Son‘’s individual testing indicated average
intelligence, strong socialization, a weak sense of
responsibility and dependency, and an average ability to
empathize. Son appeared much more emotionally healthy than
his sister, but still projected a sense of weakness. He
openly shared his fear of the MS, and was relieved after I
discussed his concerns. He seemed able to identify and
resolve problems. Anxiety and depressive tendencies were

above average.

Family 204

Family 204 responded quickly to the third mailing.
When contacted to arrange for the initial interview, both
parents were very receptive, friendly, and cooperative.
They showed great flexibility in arranging appointments. My
assistant and I were readily welcomed into their home, on a
legal holiday, by the father who had just arrived home from
work. The family lives in a modest home within a large

metropolis.

Demographics
Family 204 consisted of the mother (the patient), age
42; the father, age 42; and three daughters, ages 15, 14,

and 10. Mother was a high school graduate, with a half-year
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of college. She said she realized that her career
aspirations did not require a college education. Father
attended 1 year of college, and basically came to the same
realization. They were married in May of 1975. Daughter 1
had just completed grade 10 in a community parochial high
school. Daughter 2 had just "graduated" from the eighth
grade in a community parochial elementary school. Daughter
3 had just completed the fourth grade in the same elementary
school. Mother had worked in her family’s restaurant from
the age of 12 until 1981, when she decided she needed to
stay home with her young daughters. When she left the
restaurant she had been managing it full time. Father had
been a policeman in the metropolis for 17 years, usually

working a 40-hour week.

Diagnosis and Acceptance

Father and daughters were reported as enjoying normal
health. Mother’s MS was diagnosed in 1974 by a neurologist
associated with a large hospital in the city. This was
after her family doctor had provisionally diagnosed her and
referred her to the hospital. Mother and Father were
engaged at the time, and the family doctor chose only to
reveal the diagnosis to Father, who passed it on to Mother’s
parents, who were very angry with him. The diagnosis was
not known to Mother until a year later when a neurologist
confirmed it. The tests that were run while she was in the

hospital were a visual evoked potential, a brain scan, and a
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spinal tap. She was told she had a mild case, and "we’ll
take care of it as it comes along." This family seemed to
appreciate the neurologist’s initial downplaying of the
situation. Mother continues to see this neurologist, who is
described by both parents as "wonderful." Mother admitted
that at first he seemed cold, but she has found him to be
very compassionate. Father would recommend him to anybody.

When asked how they had dealt with the diagnosis,
Mother responded that she had begun to think that she was a
hypochondriac, and was very defensive once told of her
diagnosis. At the time of this interview, she was obviously
still perturbed that the diagnosis had been kept from her
for that year. Her description of her behavior after
diagnosis included irritability, anger, denial, and grief.
The anger seemed more directed at the people who had kept
the diagnosis from her rather than at the disease: but she
did not seem consciously aware of that. She commented "it
was hard, but [Father] is strong." Father described the
situation with relative ambivalence. The two had known each
other 5 years, and the diagnosis had not altered their
marriage plans. He admitted he had not expected her to have
a chronic illness, but said he was merely surprised, not
angry. He admitted "it wasn’t hard for me; I didn‘t have
it."™ At no point did I pick up the anger that comes from
being forced into a caretaker role, as MS can require.

Mother shared that Father had been a great support. "He
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makes me laugh," and she proudly added that he had become
very insistent about accessibility in the city.

As already mentioned, Mother‘’s parents were very angry
at Father when he told them the diagnosis. They even
attempted to break the engagement, but finally accepted the
situation. Father’s parents never discouraged the marriage.
They "went with [him] with the punches."™ Both Father and
Mother claimed a closeness with his parents, in contrast to
hers. Mother’s and Father’s siblings were all emotionally
close and accepting. The diagnosis was also eventually
shared with their church, his co-workers, and their friends.
Mother felt a tremendous support coming from the church.

"If I ever need anything, . . . they’re really good about
providing." Father said there had been no problems with his
work, even when called away suddenly to help Mother. Mother
painfully discussed how her two best friends had dropped
her. They felt she was a burden, and claimed her
personality had changed. Her family disagreed with both.
"The only people who really give a hoot are family." This
comment included their extended families.

As all the daughters were born after the MS diagnosis,
their acceptance is best summed up by Daughter 1‘’s comment:
"no big deal.™ They all shared that their friends knew and

liked their mother, and did not perceive any problems.

Symptoms and Treatment

Mother’s initial symptoms were a total loss of vision
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in both eyes, and a loss of feeling in her hands. Her
vision and hands improved, but remain damaged. She briefly
had "palsy" (probably nystagmus) in her eyes. At the time
of the interview, her legs felt heavy and had spasms and
twitches, seriously interfering with walking, and
necessitating the use of a walker. She described bladder
dysfunctions, extreme fatigue, a general slowness, and
balance problems. Although medications had been used,
Mother was rather ambivalent over their value. She was
being considered by her physician to participate in research

groups with two experimental drugs.

Assistance

Most of the help that Mother needed was being provided
by the daughters and Father. All agreed with Mother’s
statement that the daughters started helping while very
young. None of the girls seemed bothered by this
responsibility. Mother’s and Father’s mothers had also
given periodic help.

Mother was receiving no financial assistance, but was
included under Father’s medical insurance coverage at his
work. Mother was using adult protective undergarments. She
had gone from a cane, to a four-pronged cane, to the walker.
Her gait was rather stumbling and tenuous, appearing as if
she could not lift her feet. When out of the house, she was
using an electric cart, which had been bought for her by the

city, through Father’s work. She also had hand controls on
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her car. She proudly said she "rides a stationary bike for
30 minutes every other day." The whole family displayed
pride in her efforts when she mentioned this.
The family had not sought professional counseling.
Mother felt the greatest help came from talking to friends

with MS.

Emotional Issues

When asked how the family had changed as a result of
the MS, Father answered immediately, "You learn right away
that life isn‘t fair. You do what you gotta do." Mother
believed that it had required all of them to make a lot of
adjustments. Daughter 1 did not believe that any of these
adjustments had been major. Daughter 2 agreed, adding that
"there are things that have to be done first," implying
caring for Mother before their own needs.

C s s £ T ht I
Parents

Daughter 1 had been on the Honor Roll during the
previous academic year. She had no behavior problems, and
had many friends. Father said "she has her own phone book
of friends’ numbers."™ Although she had been a cheerleader,
she was not involved in any activities around the time of
the interview.

Daughter 2 had been on the High Honor Roll "for ever."
She also had had no behavior problems. She was described as

a homebody and a hard worker. She participated in
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volleyball and bowling.

Daughter 3 had been on the Honor Roll also. Her only
behavior problem was that she liked to talk too much.
Mother said "everybody loves her, and she gets along with
everybody." She was involved in basketball and gymnastics.

After the second session, Mother shared some valuable
information. Daughter 1 was very peer-oriented and
projected an image to her mother that "her turn was up"
regarding helping in the house. She was described as the
leader of the three girls, even though the younger two would
not admit that they followed her lead. Daughter 2 was
described as the most responsible, having had babysitting
jobs for 2 years. She had been using this money to buy her
own clothes, and Mother was very proud of this. However,
Mother saw her as an aggravation to her sisters. Father had
mentioned privately to me, after the conclusion of the first
interview, that Mother and Daughter 2 "are too much alike,
and this causes problems." Mother also shared that Daughter
3 did not like school. Mother had overheard the daughters
discussing Mother’s moodiness and how it was affected by her
medicine, making it necessary for them to requlate their

behavior so as not to get in trouble.
The Family Tests
The parents and Daughters 1 and 2 responded to all the

tests, whereas Daughter 3, due to her age, responded only to

FACES-II. Because the house was small, several remained at
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the kitchen table to respond to the tests. At times they
commented to one another about the tests, without any
discussion which could have affected their responses. Table

20 gives the results for each family member.

Family Hardiness Index

Mother and Father differed considerably on their
overall FHI percentile rank. Whereas she was well below the
average of the norming sample, he was well above. On
Coordinated Commitment, the subscale which deals with
working jointly and cooperatively, they both scored very
well. On each item of this subscale they gave a similar
response, with Mother being slightly more positive on a few
items. Examining the other subscales, Father viewed the
challenges of life more positively than did Mother. Father
scored the maximum points possible with his confidence in
the family as a unit, whereas Mother did not feel the same
level of confidence. Mother felt subject to external forces
over which she had very little control, whereas Father had
no such feeling (maximum score). Items of interest are
delineated in Table 21. Although Mother had seemed to be a
very positive person, it did appear as if the family was
helping to keep her spirits up. She also felt that she was
not doing as much around the home as she believed she should
and, therefore, might feel as if she does not deserve
appreciation.

Daughters’ FHI scores were well above the average, with

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



175

TABLE 20

FAMILY 204--FAMILY TESTS

Scate Subscale Maximum Patient Spouse Qaughter 1 Daughter 2 Daughter 3
Score (Mother) (Father) Gd. 10.9 &d. 8.9 Gd. 4.9

FHI
Cooriented-

Commitment 24 22 20 24 23
Conf idence 12 6 12 11 12 Too
Chal lenge 15 6 10 14 11
Control - Young
Externat 9 6 9 7 5

Total 60 40 (13)2 ST (73) 56 (95) 51 (73)

F-COPES
Acquiring-

Social Supp. 45 36 (93P 30 (71) 40 (99) 36 (94)
Reframing 40 33 36 (92) 39 (99 38 (99) Too
Seeking-

Spirit. Sup. 20 11 ¢05) 16 (48) 14 (37) 11 (12) Young
Mobilizing 20 7 (09) 11 (43) 14 (92) 6 (14)

Passive-

Appraisal 20 17 (99) 18 (99) 15 (99 17 (99

Total 145 104 (77) 111 (92) 122 (99) 108 (92)
FACES- 1

Cohesion 80 s ()¢ (D 65 (6) 2 () 57 (&)

7=-1.30 2=0.96 2=0.96 =1.71 =C.08

Adaptability 70 S5 (7 54 (6) S0 (6) 55 () 37 ()

2=0.77 230.62 2=0.58 2=1.22 2=-1.06

Family Type - (6] (6.5) (6) 7 3

Iumbers in parentheses are percentile ranks from the appropriate norms: One overall norm
for total score only. bilutbers in parentheses are percentile ranks from the appropriate
norms: norms are for adults or adolescents, male or female. “Numbers in parentheses are
from Linear Scoring Model (figure 2).
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TABLE 21

FAMILY 204--SELECTED FHI RESPONSES?

accidents and luck.

Mostly Mostly Not
False False True True | Applic
1. Trouble results from mistakes we make. Sp D1 P02
3. Our work and efforts are not appreciated Sp,01,02 P
no matter how hard we try and work.
6. Many times | feel I can trust that even in All
difficult times things will work out.
7. uhile we don’t always agree, we can count ALl
on each other to stand by us in times of
need.
8. We do not feel we can survive if another Sp,D2 01 [4
problem hits us.
12. vhen our family plans activities we try P Sp,01,
new and exciting things. D2
14. Ve tend to do the same things over and Sp,01 02 4
over...it's boring.
16. It is better to stay at home than go out o1 Sp,D2 [4
and do things with others.
20. We realize our lives are controlled by Alt

3ppatient; Sp=Spouse; D=Daughter: S=Son;

All=All family members.
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Daughter 2‘s overall score identical to Father’s, and
Daughter 1’s even higher. Just as the parents, they
believed the family worked jointly and cooperatively, with
Daughter 1 scoring maximum and Daughter 2 dropping only 1
point. Daughter 2 indicated a maximum degree of confidence
in the family as a unit, whereas Daughter 1 dropped 1 point.
Daughter 1 viewed the challenges of life in a more positive
manner than did Daughter 2, but both were more positive than
the parents. Daughter 2, like Mother, felt more controlled
by external forces than did Daughter 1, who was more like
Father. Daughter 1’s responses seem to reflect her
adolescent independence.
Family Crisis Oriented
Personal Scales

On the Family Crisis Oriented Personal Scales, Father
continued to demonstrate a stronger coping ability than
Mother’s, although both are well above average in the
overall score. Table 22 shows the items with responses of
interest. Both parents scored extremely high in their
ability to face problematic issues while minimizing
reactivity. Both parents successfully acquired social
support, with Mother doing so to an even greater extent than
Father. Father appeared to be willing to share with
relatives, but not close friends: and was willing to seek
advice, but not pity, from relatives. Although Mother’s

responses indicated an above average ability to redefine
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TABLE 22

FAMILY 204--SELECTED F-COPES RESPONSES?

Strongly | Moderate Hoderate Strongly
Disagree | Disagree Neither Agree Agree
1. Sharing our difficulties with Atl
relatives.
S. Seeking advice from relatives. Att
7. Knowing we have the strength within All
our own family to solve our
problems.
8. Recieving gifts and favors from P,.Sp 02 o1
neighbors.
9. Seeking information and advice from D2 ?,Sp,D1
the family doctor.
10. Asking neighbors for favors and P,Sp 01,02
assistance.
11. Facing the problem “head-on* and Atl
trying to get solution right
away.
15. Accepting stressful events as a P 01 Sp,02
fact of life.
16. Sharing concerns with close Sp p,D2 01
friends.
17. Xnowing luck plays a big part in P,.Sp 4 D1
how wetl we are able to solve
family problems.
21. Seeking professional counseling and | P,D2 Sp D1
help for family difficulties.
22. Believing we can handle our cwn P,Sp,02 01
problems.
24. Defining the family problem in a P,Sp,D02 D1
more positive way so that we do
not become too discouraged.
25. Asking relatives how they feel Sp P D1,D2
about problems we face.
26. Feeling that no matter what we do Sp,D1,02 P
to prepare we will have
difficulty handling problems.
28. Believing if we wait long enough P,Sp,D2 D1
the problem will go away.
29. Sharing problems with neighbors. P,Sp,D2 D1
30. Having faith in God. ALl
a?:"atieﬂ:: Sp=Spouse; 9=0aughter; S=Son; ALl=Atl family members.
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stressful events in order to make them more manageable,
Father’s responses indicated an even greater ability. On
the other two subscales, Father scored near average, but
Mother very low. These are "Seeking Spiritual Support™ and
"Mobilizing Family to Acquire and Accept Help." Although
they both strongly agreed that their faith in God was
important to their coping ability, to the other three items
relating to spiritual support Father responded neutrally,
whereas Mother was very negative. This same difference
occurred on two of the items of the mobilizing subscale.
They both would not be comfortable receiving gifts and
favors from neighbors but were willing to seek information
and advice from the family doctor.

Daughters 1 and 2 were both extremely high in their
total score when compared to other female adolescents, with
Daughter 1 slightly higher. Just like their parents, they
both scored extremely high in their ability to face
problematic issues while minimizing reactivity. All the
responses on this subscale were close. Like their parents
again, both daughters successfully acquired social support,
with Daughter 1 doing so to a slightly greater extent than
Daughter 2. There were no significant differences between
the daughters’ responses to any of the items on this
subscale.

There were two items to which they completely agreed

with both parents. These were numbers 1 and 5. On a
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further two items, the daughters completely agreed with each
other, but disagreed with one or both parents.

Both daughters had an extremely strong ability to
reframe stress to make it more manageable. On item 15,
their responses were close to Father’s, which was in
opposition to Mother’s. The entire family strongly agreed
with items 7 and 11. Daughter 1 seemed to believe that the
family had an exceptional ability to mobilize to acquire and
accept help. Daughter 2, in contrast, showed little
confidence in this ability. With three of the four items on
this subscale, Daughter 1 moderately agreed, whereas
Daughter 2 moderately or strongly disagreed. On item 8,
Daughter 2 responded similarly to the parents, whereas on
item 9 it was Daughter 1 who was similar. With "Seeking
Spiritual Support," both daughters were below average, with
Daughter 2 being more so. Daughter 1 tended to be neutral,
whereas Daughter 2 tended to be negative, except that both,
like their parents, indicated a strong faith in God.

Family Adaptability and
Cohesion Evaluation
Scales-II

The entire family responded to the Family Adaptability
and Cohesion Evaluation Scales. Although the parents and
the two older daughters believed that their family type was
moderately balanced to balanced, Daughter 3 believed they
were in the mid-range. She reached this point through

responses that placed her family’s Cohesion as separated and

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



181

its Adaptability as rigid. Mother agreed that the family
was separated on the Cohesion dimension; but she saw their
Adaptability as very flexible. Daughter 2 also had them
very flexible on the Adaptability dimension, whereas
Daughter 1 and Father believed they were flexible. On the
Cohesion dimension, Father and Daughter 2 saw the family as
very connected, whereas Daughter 1 saw them as connected.

Table 23 delineates items worthy of note. The
responses to items 10 and 20 are an example of Daughter 3’s
position in the family, where Daughter 1’s "turn was up" and
Daughter 2 was becoming the primary source of Mother’s help.
It is important to point out that Daughter 3’s responses to
items 3 and 19 were in contrast, whereas the responses of
other family members are consistent. It appears that,
although Daughter 3 felt close to other people, she would
discuss problems only with her family members.

All five family members gave identical responses to two
items, items 1 and 28. Daughter 3’s conflicting responses
to items 14 and 28 seem to suggest that she was not afraid
to say what is on her mind, but rarely actually did so.

Mother stood in contrast to the other four family
members on three items of interest, numbers 17, 25 and 30.
These seem to indicate that Mother felt a sense of

isolation, even within the home.
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TABLE 23

FAMILY 204--SELECTED FACES RESPONSES?

Almost Once in | Some- Freq- Almost
Never Awhile times uently Always
1. Family members are supportive of each ALt
other during difficult times.
3. It is easier to discuss problems with 02,03 o1 P,Sp
people outside the family than with
other family members.
10. Ve shift household responsibilities from 03 P,Sp,
person to person. 01,02
14. Family members say what they want. 03 01 P,Sp,
2
17. Family members feel very close to each 4 Sp,01,
other. 02,03
19. Family members feel closer to people Sp,02 P,01 03
outside the family than to other family
members.
22. In our family, everyone shares 03 P,Sp,
responsibilities. 01,02
25. Family members avoid each other at home. Sp,01, P
02,03
28. Family members are afraid to say what is Atl
on their minds.
30. Family members share interests and P 01,03 Sp,02
hobbies with each other.

a1’=Patieﬂ(: Sp=Spouse; D=Daughter; S=Son; All=All family members.
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Individual .

Da e

When my assistant and I returned for the second
session, Daughter 2 answered the door with a warm greeting.
Mother was available during the testing, but isolated
herself in the bedroom so as not to disturb the testing. I
was shown to the kitchen, while the assistant worked in the
living room. All the daughters and Mother were suffering
from summer colds, but were very agreeable and cooperative.

The school principal reported an IQ of 116 (Cognitive
Skills Index of the cCcalifornia Achievement Test) for
Daughter 1.
Vineland Adaptive Behavior
Scale

Daughter 2’s Vineland was returned from the elementary
school from which she had just graduated at the time of the
interview. Although her age was 1 year beyond the norms,
some interesting information was gleaned from the results.
Her teachers felt that her socialization (117) and daily
living skills (116) were above her chronological age, using
age equivalent norms. Communicative skills (106)
demonstrated a weakness in the receptive area, whereas the
expressive and written were above age level. In the
comments section, the teachers described her strengths as
responsibility, consideration, perseverance, and
carefulness. Her weaknesses were identified as being easily

annoyed and subject to losing her temper. They believed she
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has the special characteristic of setting high work
standards.

Daughter 3’s Vineland was not returned within the
expected time period. Since Daughter 2’s had been returned
quickly, and was from the same school, a call was made to
the school to ensure that the school had not lost Daughter
3’s Vineland. This was the only time some difficulty was
experienced with an elementary school, as the teacher
feigned ignorance. When I discovered that the present
principal had been the teacher who had filled out Daughter
2’s Vineland, I spoke with her and was assured that, if I
sent a new Vineland, it would be returned promptly.
Unfortunately, it was not returned until after I had
contacted Mother to enlist her aid. Daughter 3’s teacher
felt that her socialization skills were adequate for her age
(103), her daily living skills were superior (128), but her
communication skills were below average (85). Overall
adaptive behavior was seen as adequate (105). Within the
Socialization domain, her play and leisure time sub-domain
was her strength. Within the Daily Living Skills domain,
personal and community sub-domains were moderately high, and
her domestic was even higher. Within the Communication
domain, expressive was seen as adequate, but written was
moderately low and receptive was even lower. In the
teacher’s comments, she shared that Daughter 3 was friendly,

but seemed to have low self-esteem. The teacher was
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concerned that she constantly questioned and seemed unsure
of what to do in class. This information suggests that
Daughter 3 might benefit from testing for a language
learning disability.
Table 24 gives the results of the daughters’

objective testing.

Empathy scales

The two older girls were administered the Emotional
Empathetic Tendency Scale and the youngest, the Index of
Empathy. On the appropriate norms, Daughters 1 and 3
reflected a well above average ability to empathize, whereas
Daughter 2 a less than average ability.
Survey of Interpersonal
Values

On the Benevolence subscale of the SIV, all three
daughters scored well above average, suggesting highly
developed senses of altruism. Daughter 2 scored the
highest, in contrast to her below average sense of empathy.

On the rest of the survey, the daughters’ scores
reflected considerable differences. On the subscale which
measures the value of Feeling Supported, Daughter 2 scored
above average, whereas Daughters 1 and 3 were
below average. On the measure of the value of Conformity,
Daughters 1 and 3 were above average, whereas Daughter 2 was
low average. On the measure of the value of Receiving

Recognition, Daughter 1 was low average, Daughter 3 below
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TABLE 24

FAMILY 204--CHILD TESTS

Scale Subscale Hax imum Daughter 1 Daughter 2 Daughter 3
Score Gd. 10.9 od. 8.9 Gd. 4.9
EMPATHY u? 72 N 37 8 17
2=1.33 2=-0.33 2=1.00
PLERS-
HARRIS Sehavior 16 16 (95)° 16 €95) 13 (51
Intellect 17 13 (60) 15 (81) 13 (60)
Physical 13 12 ¢(91) 13 (97) 10 (73)
Anxiety 14 7 (26) 12 (81) 12 (81)
Popularity 12 8 (38) 10 (69) 11 (868)
Happiness 10 18 (90) 10 (90) 10 (90)
Total Scale 80 62 (76) 69 (91) 67 (87)
SIv d
Support 45 € 14 (26) . 21 () = 14 (39)
Conformity &5 21 (76) 15 (42) 16 (63)
Recognition 39 12 (45) 6 (07) 9 (35)
Independence 48 8 (14) 8 (14) 12 (47)
Benevolence 45 25 (83) 29 97 23 (82)
Leadership 48 10 (45) 11 (52) 16 (89

34 = Mehrabian overall norms with score range = -132 tg +132. 84 = male or female
norms for Grade 4 on Y/N Bryant Scale, range = 0-22. “figures in parentheses are

percentile ranks for the complete norming population. Cow = Grads 9 vocational
norms, male or female; * = Grade 11 and 12 norms, male or female."Figures in

parentheses are percentile ranks for the appropriate norms.
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average, and Daughter 2 well below average. The two older
girls appear to value Independence less than would be
expected for adolescents, possibly as a reflection of their
sense of responsibility to the family. The youngest
scored average on this subscale. Daughter 3 valued
Leadership much more than her siblings, with her score
being much above average and theirs average.
Piers-Harris Children’s
Self-Concept Scale

All three girls had a positive self-concept. The
profiles of their scores from the Piers-Harris Children’s
Self-Concept Scale are included in appendix D. Daughter 1
was average on two subscales, Freedom from Anxiety, and
Popularity; and above average on Behavior, Physical
Appearance and Attributes, Happiness and Satisfaction, and
Intellectual and School Status. Daughter 2 was well above
average on all six subscales. Daughter 3 was just above
average in Behavior, and Intellectual and School Status,
with the other subscales well above average. This appears
to be in opposition to the teacher’s observation of low
self-esteem. The teacher may be picking up Daughter 3’s
discomfort in the classroom, particularly if she does have

an undiagnosed learning disability.

Projective tests
The daughters were very friendly and cooperative, but

not very verbal. Daughter 1‘s HFD demonstrated some
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artistic ability, although she claimed to have little such
ability. The emotional indicators suggested rigid inner
control, concern about her personal strength, and discomfort
about impending sexuality. Daughter 2’s HFD reflected
difficulty reaching out to others, a desire to inhibit
impulsive behavior, and discomfort similar to her sister’s
over impending sexuality. Daughter 3’s HFD was very small,
but detailed. She seemed out of balance, insecure, and
impulsive.

Daughter 1‘s KFD had the family watching television
together. She asked to be allowed to draw them standing, as
she claimed she could not draw chairs. They were lined up
stiffly, not relating to each other. Only Daughter 3 was
actually watching the television, and Mother seemed to be
turning away from the rest of the family. Daughter 1 seemed
to believe that she and her siblings were closest to their
father. This seems to support Mother’s feeling of isolation
as reflected by the family tests.

Daughter 2 also drew the family watching television,
but organized the family in a more effective stance for
relating. However, Daughters 1 and 2 were sitting on the
couch on either side of Father in a close threesome. The
couch gave them an insulated, separated look from the rest
of the family. Mother was to their right in her chair,
looking away from them and the television, just as Daughter

1 depicted her. Daughter 3 was lying on the floor "like she
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usually does,"™ in a position preventing her from watching
television.

It is not surprising that Daughter 3‘s KFD has the
family watching television together, on one couch. It is
interesting to note that she was the only one to draw
something on the television for them to watch. Whereas her
sisters had drawn the family members in positions where it
was difficult to relate to one another, she had them
reaching out for each other. A concern about body weakness
was evident. She gave herself the remote control,
suggesting a need or desire for her to control the family.

Daughter 1’s responses, throughout the RATC, were
short, but generally complete. The Adaptive scale showed at
least an average ability to cope with aversive situations.
She demonstrated an average ability for her age to identify
problems and to resolve them. She seemed to over-rely on
others, yet she indicated an average sense of self-
sufficiency. She had an above-average ability to support
others. The Clinical scale indicated a very high level of
anxiety and a level of depression slightly above average.
Daughter 2 experienced difficulty developing stories, yet
she demonstrated an average ability to identify and resolve
problems. An extremely high limit-setting score suggests
that she may be overly concerned about pleasing authority
figures or conforming to social expectations. Her tendency

to support others was average, whereas her self-sufficiency
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was above average. The Clinical scale revealed above
average aggressive tendencies. Daughter 3’s RATC stories
seemed to ramble, and she experienced difficulty identifying
and resolving problems and, in fact, gave two unexpected
maladaptive responses. The Adaptive scale suggested above
average limit setting, and average reliance on others,
supporting others, and self-sufficiency. The only subscale
of the Clinical scale which was in the average range is
Aggression. Her anxiety, depression, and feelings of
rejection were abnormally high. The profiles of daughters’
RATC scores are included in appendix E.

When the testing was completed, all present sat in the
kitchen and talked, joking about family foibles, as they
told little stories about one another. No one seemed

offended or defensive.

Exit Interview

When my assistant and I returned for the final
interview, we were welcomed back into the home as though we
were old friends. The family was slow assembling, because
Daughter 3 was receiving tutoring from a cousin. Father
began the conversation with his belief that this research
was a "good thing." Mother commented that no problems had
occurred due to the focusing on her MS. The family had,
however, discussed various relationships seemingly as a
result of their involvement in the research. Mother shared

that they had decided that Daughter 1 was emotionally
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closest to Father, and Daughter 3 was closest to Mother.
Daughter 2 did not seem to have a direct identification but
was described as the quietest and the strongest of the
three. Mother added that all of her girls were very caring.
She felt it was important for me to know that Father, with
18 years’ service in the police department, had remained a
patrolman rather than accepting promotion, so that he would
be available for Mother and the girls. Father modestly
agreed, saying his family was most important to him. One of
his final comments was very important: "You can’‘t do
anything about the physical, but you can the mental." This
certainly exemplified his "cheerleading" role in the family.

As it became time to leave, everyone seemed to
experience difficulty saying goodbye. The family hoped that
my assistant and I would keep in touch. Father and Daughter
2 walked us to our van, and continued to talk, mostly about

an experimental medication which Mother hoped to take.

Family Summary

Family 204 consisted of the mother patient, the father,
and three daughters, age 15, 14, and 10. All the children
were born after the diagnosis. This was a warm, open
family, each member being willing to share his or her
problems. It was obvious that Mother and Daughter 1 were
very close, and Father and Daughter 2 were very close.
However, there was friction between Mother and Daughter 2.

Daughter 3 did not seem connected with any family member,
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but was clearly loved by all.

The family tests suggested that, although the parents
believed they worked jointly and cooperatively, Father was
more positive than Mother about the family hardiness.
Daughters 1 and 2 had confidence in their family. All four
possessed a strong coping ability, primarily in facing
problematic issues while minimizing reactivity. All five
considered their family to be of a favorable type.

Individual testing indicated that Daughters 1 and 2
were of above average cognitive ability, whereas Daughter 3
appeared average. All three had a positive self-concept.
Daughter 1 reflected a well-developed ability to empathize,
and a highly developed sense of the value of altruism.
Possibly due to her sense of responsibility to the family,
her value system did not seem to be developing consistently.
She demonstrated an average ability to identify and resolve
problems, and to cope with aversive situations. She
appeared very anxious, with mild depressive tendencies. She
seemed to view her family as rigid in their relationships to
one another. Daughter 2 reflected a less than average
ability to empathize, but a highly developed sense of the
value of altruism. Her value system did not seem to be
developing consistently either, possibly for the same reason
as in the case of her older sister. She demonstrated an
average ability to identify and resolve problems, with very

strong self-control. Considering there were indications of
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aggressive tendencies, her motivation to inhibit her
behavior was very positive. She viewed her family as
relating in a positive manner. Both Daughters 1 and 2
reflected normal discomfort over their impending adolescent
sexuality. Daughter 3 reflected a well-developed ability to
empathize, and a highly developed sense of the value of
altruism. Her value system seemed to be developing in the
healthiest manner. She seemed to have trouble identifying
and resolving problems, resulting in high levels of anxiety,
depression, and feelings of rejection. She appeared to be
insecure and to believe the family members needed more

support from each other.

Family 205

Family 205 responded to the first mailing from the
metropolitan clinic. The mother had to be contacted at her
place of work, because the father, who had the MS, had
experienced severe speech problems. Appointments were
somewhat difficult to set up because of the mother’s long
hours and the two adolescent sons’ responsibilities outside
the home. The family lived in a fairly new split-level
home, which they were in the process of selling in order to
move into a single-level home. Both homes were in a

pleasant suburb of the large metropolis.

DRemographics
Family 205 consisted of the father (the patient), age
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44; the mother, age 39; and two sons, ages 15 and 16.

Father had 3 years of college study in business management
and had always been self-employed in real estate and sales.
After the diagnosis, Father gradually reduced his hours of
work, eventually ceasing work completely about 3 years prior
to the interview, due to the rapid degeneration. Mother had
studied business in college for 2 years. She was the
manager of the local branch of an in-home health-care
service, working 55 hours per week. The couple was married
in October 1971. Son 1 had just finished the 11ith grade in
the local public high school. Son 2 had just completed the

ninth grade in the same high school.

Di . ! !
Mother and sons were reported as enjoying good health.
Father’s MS was diagnosed in 1985, when he was referred to a
neurologist due to the vision problems he was experiencing.
The neurologist had been a friend of one of Father'’s
friends. An MRI and "brain mapping"” were completed, because
"I was not thinking straight." Father was "put off" by the
neurologist to another doctor to be informed of his
diagnosis. Father’s mother had had MS for 30 years, and
died in 1989 from complications. This seemed to be the
reason the neurologist had been unable to tell Father that
he had also developed MS. There was no support from either
of the physicians. Father felt he had not suffered by being

given the diagnosis. Later in the interview, however, he
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made it clear that he had immediately stopped going to
church, although he had been religious prior to the
diagnosis. Mother said the diagnosis had not bothered her
at first, because "he was fine, except he couldn’t see
well."” She admitted that she was not doing as well at the
time of the interview. Father’s deterioration is discussed
under symptoms.

Although the sons were 9 and 7 years old at the time of
the diagnosis, they claimed that neither could remember
Father before. Mother told Son 1 of the diagnosis:; but Son
2 came to know of it only by overhearing.

The only other persons with whom the diagnosis was
initially shared were Mother’s parents. Father’s father had
been dead since 1970, and it was never shared with his
mother. They even hid Father’s symptoms from her when
visiting her in the nursing home, in order to avoid causing
her to "suffer guilt.”

Father said that Mother’s parents showed "no emotion
whatsoever”™ when they were told of his diagnosis. Mother
was very defensive, and asked Father, "How do you know
that’s true?" Father retreated from his position a little
by responding that it had been close to it. Her parents
apparently had not discussed it at that time. Mother and
Father did agree that her parents had eventually become
supportive.

Siblings were told only as Father’s condition
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deteriorated. Pather‘’s siblings, on the whole, had been
resentful of their mother’s MS. The brother had been fully
responsible for her care, and one sister never dealt with it
because she lived some distance away. The younger sister is
a physician, and allowed her studying to distract her from
emotionally dealing with their mother’s MS: but she did help
the brother with her care. Father believed that they were
all "burned out" in some fashion by their mother, and
therefore did not recognize and accept his MS. He felt
close to his brother, who had been a good support for
everything except the MS.

Mother was the oldest in her sibling group, having felt
emotionally distanced from her brother and sister. However,
her sister seemed to deal well with Father’s MS, and had
been very helpful to the family. As an afterthought, Mother
added that one of Father’s aunts (his mother’s sister-in-law),
had noticed FPather’s speech and walking problems, and
worried about alcohol. Mother had assured her it was MS,
not alcohol. The aunt had become very upset.

Because Father was self-employed, he was able to adjust
his schedule as necessary for his condition. Mother had
"never used it [Father’s MS] as a sympathy vote. I view it
as a negative for my job." So she had never even mentioned
it at work. They had not shared the diagnosis with their
church by the time they stopped attending.

When questioned about whether friends had been told,
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Father became very emotional, as he had during the
discussion of his mother. Mother commented "this [the MS]
draws a fine line between friends and acquaintances," who
apparently stopped being available to the family. She
continued that "most have just not gotten used to it." They
had one very caring neighbor, whom they discussed, and one
friend. Pather shared that "people talk to [Mother] about
me when I’m there," obviously feeling hurt by these

occurrences.

Emotional Issues

It is important to point out body language that was
observed during this interview, which further indicated how
the family members felt about, and responded to, cne
another. Father was seated in an easy chair, separate from
the L-shaped couch. The sons were both seated on the couch
when my assistant and I sat down near them. Mother joined
the group and sat next to Son 2. Fairly early in the
interview, Son 1 got up to throw away Pather‘’s tissues,
which had been used to wipe his drool. He then placed
himself on stairs between Father and Mother. Through the
rest of the interview, he seemed to be watching Father, so
he could help him when needed. Apparently, Son 1 was also
watching Mother, because he caught a spider that had been
bothering her. When Father had to use the bathroom, both

sons came to his aid, as he was incapable of walking.
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Symptoms and Treatment

As already discussed, Father’s initial symptoms were
mild visual problems and some cognitive difficulties. For
the next 5 vears, Father apparently was stabilized. Over
the 3 years prior to the interview, he deteriorated rapidly,
and was diagnosed as in the progressive deterioration
condition. He had started by dragging his left leqg, and had
reached the point of no leg control. Speech was very
slurred and dysarthric, but still mostly intelligible. He
was suffering from swallowing problems and poor bladder and
bowel control. Everyone agreed the cognitive deterioration
had been slower.

When asked about the various medications which had been
tried, Father commented, with apparent satisfaction, "My
doctor will try anything." He then listed various
medications which had been tried, expressing frustration at
their uselessness. He also was hospitalized once a year for

a "tune-up,”™ when his physician "blasts me with drugs."

Assistance

As Father’s condition deteriorated, assistance became
necessary. For a while, Son 1 had to come home at lunch to
get Father’s meal and to check on him. Son 2 would come
home right after school to give Father a shower. Both boys
believed they "had to stay around a lot"™ for Father’s sake.
Within the year prior to the interview, Mother had managed

to "convince" the Department of Rehabilitation to pay for a
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certified nurse’s assistant to come into the home for 4-1/2
hours per day, Monday through Friday. This man took care of
Father’s lunch, shower, dressing, and moving out of the
bedroom. All of the family members demonstrated
appreciation, not only of the help, but of the young man
personally. Father received Social Security disability
payments and had Medicare because of his early disability.
Father had used a succession of mobility aids, starting with
a cane, then a walker, and finally a manual wheelchair which
he eventually could not push himself. He was unable to
transfer (such as from bed to chair) by himself, and was
often carried, such as to the bathroom. When the sons did
this during the interview, his dead weight caused his feet
to drag across the floor.

There had been no drug or alcohol misuse in the family.
No counseling had been sought outside of the family. Mother
believed that "we counsel each other."™ Yet, later in this
interview, Mother said Father "is not one to talk,"™ and had
a tendency to get depressed.

It was obvious to my assistant and me that Father’s
emotional control had been affected by the MS. Although,
generally, his laughing and crying were at appropriate
times, the intensity seemed exaggerated. Mother added that
they scream and slam doors all over. It appeared from the

son’s body language that she was discussing herself only.
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Fapily Changes

Mother was very quick to respond to the question of how
the family had changed as a result of Father’s illness.
Their tempers had all become very short, and they easily
became annoyed by Father and his many requests. Mother
thought that, since the onset of his MS, Father‘’s priorities
had changed, and everything had become a big problem. She
bluntly reported that Father calls her at work "about real
stupid things," and "likes to cause trouble." When I asked
if Father’s changes might be due to his confinement to the
home, Mother reluctantly agreed. Mother also focused on Son
1, whom she felt was very irritable, with a short fuse.

D ipti : ]
Parents

Son 1 had a GPA of 4.2 on a 5.0 scale. He had the best
sense of humor in the family, according to Mother, and was
"a joy to have in the classroom." Son 2 added "all he does
is goof off." Son 1 said, "Mom picks on me." Mother
believed Son 1 was very popular and had lots of friends, yet
he did not bring them home. Son 1 added, in a teasing
manner, "Women are a liability."

Son 2’s GPA was 4.9. Mother described him as nice,
polite, and a gentleman who never got into trouble. Her
statement that he was particularly popular with girls caused
him to blush. He apparently tried to invite friends over,

but "they tried not to stay." Father added that both boys
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were extremely helpful and "good kids."

The Family Tests

All the family members responded to all the tests.
Because of Father’s spasticity, my assistant read the
questions to Father and recorded his answers. Table 25
gives the results of each family member on each of the three

tests.

Family Hardiness Index

Father’s and Mother’s FHI scores were both well above
the average of the norming sample. Reviewing the individual
factors, Father had more confidence in the family than did
Mother. Mother scored slightly higher than Father on
approaching the challenges of life in a positive manner and
on not feeling subject to external forces over which they
have little control. Both scored extremely high in their
beliefs that they are mutually strong.

A comparison of their responses to individual items is
interesting. Table 26 shows the items of interest.
Mother’s answers refuted the influence of luck, whereas
Father accepted it. Similarly, Mother believed that trouble
results from mistakes we make, whereas Father did not. Even
with PFPather’s homebound, dependent life, he seems to see
more meaning in life than Mother. There were nine items on
which the parents totally agreed with each other. Most of

these related to the family working things out together.
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TABLE 25

FAMILY 205--FAMILY TESTS

Scate Subscale Maximm Patient Spouse Son 1 Son 2
Score (Father) (Mother) 6d. 11.9 Gd. 9.9

FHI
Cooriented-

Cosmitment 24 23 24 20 21
Conf idence 12 12 é 12 12
Chal lenge 15 11 14 12 13
Control -

External 9 S 7 9 6

Total 60 51 (73)? 51 (73)  S3 (84) 52 (80)

F-COPES
Acquiring-

Social Supp. &5 15 (<10P 30 (65) 19 (12) 37 (96)
Reframing 40 36 (92) 33 (7N 30 (62) 39 (99)
Seeking-

Spirit. Sup. 20 6 (<) 6 (<5) 4 (<9) 7 (<9
Mobilizing 20 700 8 (13) 6 ¢C11) 9 (37)
Passive-

Appraisatl 20 16 (97) 16 (99) 15 (99 1S (99

Total 145 7 (1) 93 (40) 74 (09) 107 (88)

FACES-I1

Cohesion 8o 80 ()¢ 71 (N 50 (2) 56 (&)

z=-0.58 =0.73 z=-0.68 z=-0.03

Adaptability 70 45 (4) 58 (7) 50 (6) S5 (7)

z=-0.74 2=1.23 z=0.58 2=1.22

Family iype - €46.5) (7 (%) (5.%9)

umbers in parentheses are percentile ranks from the appropriate norms: one
overal | norm for total score only. unbers in parentheses are percentile

ranks from the agpropriate norms: norms are for adults or adolescents,

male or female. "Numbers in parentheses are from Linear Scoring Model (figure 2).
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TABLE 26

FAMILY 20S--SELECTED FHI RESPONSES?

False

Mostly
False

Mostly
True

True

Not
Applic

It is not wise to plan ahead and hope
because things do not turn out anyway.

P,S1,
S2

Sp

Our work and efforts are not appreciated
no matter how hard we try and work.

p,s1,82

Sp

In the tong run, the bad things that happen
to us are balanced by the good things
that happen.

All

Ve have a sense of being strong even when
we face big problems.

ALl

Many times | feel [ can trust that even in
difficult times things will work out.

s1

P,Sp,
§2

Vhile we don't always agree, we can count
on each other to stand by us in times of
need.

Atl

We do not feel we can survive if another
problem hits us.

P,s1,82

sp

10.

Life seems dull and meaningless.

P,51,52

Sp

1.

Ve strive together and help each other no
matter what.

Att

12.

When our family plans activities we try
new and exciting things.

$1

P,Sp,
S2

13.

Ve listen to each other's problems, hurts
and fears.

s1

s2

P,Sp

4.

Ve tend to do the same things aover and
over...it's boring.

All

17.

Being active and learning new things are
encouraged.

sp,S1,
2

18.

Ve work together to solve problems.

$1,82

P.Sp

20.

Ve realize our lives are controlied by
accidents and luck.

sp,S1,
S2

%p=patient; Sp=Spouse; D=Daughter; S=Son; All= All family members.
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Both sons scored even higher than the parents on
the total scale. The only factor on which they disagreed
was the control by external forces, where Son 2 feels some
of this control, but Son 1 felt none. They both scored very
high on the other three factors. Examination of the
response pattern reveals five items on which all family
members agreed, four on which the two sons agreed with
Father, and two on which they agreed with Mother. When the
sons disagreed with each other, Son 1 varied more from the
family. Two of the items on which the family were in
complete agreement are items 4 and 7.
Family Crisis Oriented
Personal Scales

Father’s overall score on the Family Crisis Oriented
Personal Sales indicated low problem-solving abilities.
Although Mother’s responses indicated a higher ability, it
was still low average. Both parents effectively accepted
the problematic issues which faced them, minimizing
reactivity. Whereas both parents’ responses indicated
strong ability to redefine stressful events in order to make
them more manageable, Father’s responses suggested greater
effectiveness in doing so. The item on this factor to which
their responses were most different was number 19,
"Accepting that difficulties occur unexpectedly." Father
answered "Strongly agree," whereas Mother strongly

disagreed. Neither parent believed that their strength or
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support came from their spiritual beliefs. Mother did not
even feel she had faith in God, whereas Father was not sure.
Mother utilized social support as a coping skill, whereas
Father, understandably, saw little value in this. 1In
relation to this factor, neither parent was inclined to
share difficulties with relatives or to seek advice from
them:; however, Mother was very willing to ask for their
opinion. Table 27 delineates the responses to the items of
interest. They both responded well below average on the
subscale which involved mobilizing the family to acquire and
accept help. This seemed to reflect their confidence in the
family’s own ability to effectively cope as a unit, as shown
on the FHI.

Son 2 indicated very strong problem~solving attitudes.
Son 1, however, was more comparable to Father. Just as
their parents, their most effective coping mechanism was
accepting problematic issues, minimizing reactivity. Two of
the items in this subscale are of particular interest, items
17 and 26. Whereas the responses of Son 1, like Mother’s,
indicated an above average ability to redefine stressful
events to make them more manageable, Son 2‘’s responses, like
Father’s, indicated an even greater effectiveness to do so.

Like their parents, the two sons did not see seeking
spiritual support as an effective coping mechanism. Son 1,
like Mother, did not feel he has faith in God, but Son 2 was

moderately sure. Although, like their parents, they both
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TABLE 27

FAMILY 205--SELECTED F-COPES RESPONSES?

Strongly | Moderate Moderate Strongly
Disagree | Disagree Neither Agree Agree
2. Seeking encouragement and support Sp p,s1 s$2
from friends.
3. Knowing we have the power to solve Alt
major problems.
13. Showing that we are strong. s1 Sp P,S2
14. Attending church services. All
16. Sharing concerns with ctose P s1,82 Sp
friends.
17. Knowing luck plays a big part in s1 Sp P s2

how well we are able to solve
family problems.

21. Seeking professional counseling and | All
help for family difficulties.

23. Participating in church services. Alt

25. Asking relatives how they feel P,S1 s2 Sp
about problems we face.

26. Feeling that no matter what we do 1,82 Sp 4
to prepare we will have
difficulty handling problems.

27. Seeking advice from a minister. ALl

29. Sharing problems with neighbors. P,S1 s2 Sp

dp=patient; Sp=Spouse; D=Daughter; S=Son; All=All family members.
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scored below the average on mobilizing the family to acquire
and accept help, Son 2 was considerably closer to the
average than the others. The subscale where the sons
demonstrated greatest disagreement was in acquiring social
support. Son 2 clearly saw this as a beneficial coping
mechanism, whereas Son 1, like Father, saw little value in
it. Son 2 seemed more comfortable than any other family
member in turning to relatives for support.

Of the 30 items, the family was in total agreement on
only 5, as indicated in Table 27.
Family Adaptability and
Cohesion Evaluation
Scales-II

The family’s scores on the Family Adaptability and
Cohesion Evaluation Scales-~II indicated that Father saw
their family type as on the boundary between mid-range and
moderately balanced:; Mother believed it was balanced; Son 1
believed it was mid-range:; and Son 2 rated it as moderately
balanced. Even though these four types are very similar,
the family members reached these points through very
different responses to the two dimensions. Father had thenm
connected on the Cohesion dimension, and structured on
Adaptability. Mother had them very connected and very
flexible. The sons varied from their parents markedly on
the Cohesion dimension, with Son 1 believing they were
disengaged and Son 2 believing they were separated. They

were closer to Mother on the Adaptability dimension, with
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Son 1 rating them as flexible, and Son 2, as very flexible.

By examining the individual responses, one is able to
see individual and family patterns of interest. Table 28
shows the items of interest. Father stands alone on item 6.
Mother stands alone on item 20. Son 1 stands alone on item
8. On item 24, Father and Son 1 agree with each other,
whereas Mother and Son 2 agree with one another. There
were three items on which the family members completely
agreed with one another, as shown in Table 28.

This test seems to indicate that Son 1 was beginning to
separate from his family in appropriate adolescent manner.
This separation had been evident throughout the first
session, as he physically separated himself on the steps
during the interview, and then even farther while completing
the family inventories. He went to the kitchen, on a
separate level, and stood at a counter, while everyone else
remained seated on the lower level. Although Son 2 was also
an adolescent, he apparently felt more responsibility in the
home, and continued to accept that tie to the family.
Father’s surprisingly positive responses to the family tests
as a whole seem in contradiction to his apparent submission
to the MS. He may be experiencing MS-induced mania, which

can occur in deteriorative forms of the disease.

Individual Testi c
The high school which the boys attended returned the

letters requesting the latest IQ standard score with the
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TABLE 28

FAMILY 205--SELECTED FACES RESPONSES?

Almost Once in Some- Freq- Almost
Never Awhile times uently Aluays
6. Children have a say in their discipline. P sp,S1,
$2

8. Family members discuss problems and feel St P,Sp,

good about the solutions. S2
12. It is hard to know what the rules are in AtL

our family.
13. Family members consult other family P,S1 s2 Sp

members on personal decisions.
17. Family members feel very close to each s1 P,s2 Sp

other.
20. Our family tries new ways of dealing with | P,S1 Sp

problems. s2
24. It is difficult to get a rule changed in Sp,S2 p,S1

our family.
28. Family members are afraid to say what is All

on their minds.
29. Family members pair up rather than do All

things as a total family.

%p=patient; Sp=Spouse; D=Daughter; S=Son;

AlL=ALll family members.
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comment "Is not available." I have no doubt that, since
both were in advanced classes and had consistently received
high grades, both were of at least above average
intelligence. They both also may have over-achieving
tendencies.

When my assistant and I returned for the second
session, the sons were at home with Father, who remained in
his bedroom until his nursing assistant arrived. At that
time, he was moved tc the patio, but did not interrupt the
testing. Table 29 gives the results of the sons’ objective

tests.

Empathy scale

Both boys were administered the Mehrabian Emotional
Empathetic Tendency Scale. Although both scored near the
middle of the possible range of scores, this was well below
the mean of the male norming population.
Survey of Interpersonal
Values

on the Benevolence subscale of the Survey of
Interpersonal Values, both sons scored well above average,
with Son 1 higher. This demonstrated highly developed
senses of altruism. On the rest of the survey, the sons’
scores reflected some considerable differences. Neither
valued Leadership or Independence, which is surprising for
adolescents. On the value of Conformity, Son 1 was above

average, whereas Son 2 was well below average. On the value
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TABLE 29

FAMILY 205--CHILD TESTS

Scale Subscale Max i mm Son 1 Son 2
Score cd. 11.9 cd. 9.9
EMPATHY [ 3 [ -1
z2z-0.9N 2=-1.09
PIERS-~
HARRIS  Behavior 16 16 (95)° 16 (95)
Intetlect 17 17 (98) 16 (90)
Physical 13 11 (84) 13 (97
Anxiety 14 12 (81) 14 (97
Poputarity 12 10 (69) 11 (86)
Happiness 10 9 (7D 10 (90)
Total Scale 80 69 (91 74 (97)
Stv d
Support 45 € 16 (55)° * 25 (96)
Conformity (5] 19 (70) QN
Recognition 39 11 (37) 19 (88)
Independence 48 ? 1) 7 (06>
Benevolence 45 25 (94) 18 (69)
Leadership 48 10 (26) 12 (38)

3 = Mehrabian overall norms with score range = -132 to +132.
Figures in parentheses are percentile ranks for the complete
norming population. Cer = Grade 9 vocational norms,, male or
female; * = Grade 11 and 12 norms, male or female.“Figures

in parentheses are percentile ranks for the appropriate norms.
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of Receiving Recognition, Son 1 was below average, whereas
Son 2 was well above average. On the value of Feeling
Supported, Son 1 was average, whereas Son 2 was well above
average.
Piers-Harris Childrens’
Self-Concept Scale

The boys had very positive self-concepts. The profiles
of their scores on the Piers-Harris Childrens’ Self-Concept
Scale are included in appendix D. They were above average
on all subscales. The lowest score for each was in
Popularity. Son 2 was slightly higher in Happiness and
Satisfaction, Freedom from Anxiety, and Physical Appearance
and Attributes. Son 1 was slightly higher in Intellectual

and School Status. Their scores were identical on Behavior.

Projective tests

Sons were pleasant and cooperative and fairly open
in their discussions. The HFD of each son indicated
feelings of being out of balance, and mild aggressive
tendencies. Son 1 seemed to be searching for internal
strength. Son 2 was apparently anxious about impending
independence.

Son 1 drew his family "going to the mall,™ in his KFD.
They were merely lined up at the bottom of the page as
Father, Mother, self, and brother. Father, however, was
drawn last, and in a wheel chair. Mother was heavily

overlapping Father, and Son 1 was overlapping with Mother,
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whereas Son 2 was separated. His manner of drawing
suggested that the family is introverted and unenthusiastic
about environmental contact, consistent with the family
inventories. The entire family reflected a sense of
resistance and body weakness. When asked if he was
embarassed about lifting Father, or by any aspect of Father,
Son 1 answered "No; it don’t bother me much that he can’t
help himself; he is helpless." He continued by emphasizing
that Father was his and his brother’s responsibility.

Son 2 drew his family eating out, with Father and
Mother across from each other, and self across from brother,
between the parents. He drew himself last, and in a manner
that represented anxiety. Pather was drawn, in a reqular
chair, supported by the table. Son 2 began to discuss
Father spontaneously. In a very matter-of-fact fashion, he
said, "The most important thing to him is his lottery
ticket." wWhen I suggested that might be one way in which
Father remained in contact with the outside world, Son 2
nodded and added "He does watch CNN most of the day." With
apparent hurt, he shared that Father had not wanted to see
him play tennis the previous year, because he was not very
good, and "you have to be number one for him."™ With a
combination of mild anger and guilt, he added that it hurt
his back to carry Father.

Son 1’s responses throughout the RATC were relatively

short. The Adaptive scale showed an unusual profile, which
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suggested he may encounter some difficulty coping with
aversive situations. His above average limit-setting score
may reflect strong authority-pleasing behavior. He
demonstrated an average ability to identify problems, but
sought to resolve them in an easy fashion, not utilizing
insights or constructive resolutions. He would appear to
tend to rely on himself rather than others to overcome
problems, and demonstrated a below average tendency to give
assistance or emotional support to others. This seemed to
be in opposition to his high altruism score on the SIV, but
corresponds to his low empathy score on the Mehrabian. His
Clinical scale indicated an above average level of
depression. Feelings of anxiety, aggression, and rejection
were in the average range.

Son 2’s responses to the RATC were also short. His
Adaptive scale indicated an extremely high level of
self-sufficiency, with average levels of reliance on others,
and ability to support others. He had appropriate limit-
setting and problem-solving ability, and adequate and
constructive solutions for dealing with problems. He would
seen to have at least average ability to cope with aversive
situations. The Clinical scale indicated an above average
level of depression, and slightly above average aggressive
tendencies. Feelings of anxiety and rejection were within
the normal range. The profiles of the sons’ RATC scores are

included in appendix E.
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It is important to point out that, although neither boy
overheard the other’s stories, there were unusual
commonalities. Both frequently had one parent "yelling" at
the other, or at their children. They also had the parents
apologizing often to the children. Neither son discussed
how this might be reflecting on their own home and, in fact,
tried to avoid questions relating to these specific

problems.

Exit terview

When my assistant and I returned for the final
interview, we were welcomed into the family’s new home.
Father talked more openly than he had in the initial
interview. He made several insulting remarks about Son 1,
which seemed related to Son 1’s desire to pull away
from the home. When the family finally sat down for the
interview, Son 2 was sitting next to Father and near Mother,
whereas Son 1 was next to Mother and distant from Father.

Mother began the conversation by sharing that she
believed Son 1 to be more angry than Son 2. Although Son 1
remained silent, Son 2, as if in defense of himself, pointed
out that "as soon as I arrive home from school, [Father]
asks for something, and it is irritating."” While saying
this, he was patting Father’s back, and he leaned over and
whispered, "I’m sorry." At that point, Mother began to cry.
Son 2 added that Pather’s nursing assistant had been a great

help to the family. All of the family assented and agreed
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that he was also likeable. Mother said that she had
constant concern for Father, and would like to check on him
frequently; but telephone calls bother him. Son 2, almost
in an effort to relieve the apparent tension Mother was
experiencing, jokingly said, "He’d sleep all day, if you
didn’t call." Mother tearfully concluded "This is not
{Father], the man I married."

Father stated that Son 1 did not do anything anymore:
Son 2 was doing it all. At that point, Son 1 finally spoke
up: "I'm tired of the way he talks to me." Mother responded
to this by reminding him that "this®" was not his father
either. It was obvious that Father had changed so
significantly and so rapidly for this family that no one had
emotionally adjusted, even though physical modifications had
been made and responsibilities had changed.

Father concluded the interview by complaining about
tingling in his hands, which the doctor had tried to relieve
without success. Father had had the problem for 6 months,
and he flatly stated, "If it doesn’t work in 6 months, it’s
not going to work." The rest of the family silently shook
their heads.

When it was time to leave, I hugged Father (as I had
all the other patients), he began to cry, and held on very
tightly, unwilling to yield the comfort it apparently gave
him. Mother and the sons accompanied my assistant and me to

the door, and thanked us warmly for giving them the
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opportunity to participate.

Family Suymmary

Family 205 consisted of the father patient, the mother,
and two sons, ages 16 amd 15, who were 9 and 7 at the time
of the diagnosis. Father had rapidly deteriorated within
the 3 years prior to the interview, and had become extremely
dependent on his sons. This had also necessitated Mother’s
taking over Father‘s responsibility for financial support of
the family. The recent introduction of a nurse’s assistant
in the home seemed to provide necessary relief for all
three.

The family inventories revealed all four had confidence
in their family and believed they are mutually strong. Son
2 appeared to be the only one of the four who had strong
problem-solving abilities. The other three were low average
or below. All four viewed the family as being of a
favorable family type.

Although the latest standard scores were not supplied
by their high school, both sons seemed to be of at least
above average intelligence. Both boys displayed below
average levels of empathy, but were above average in their
sense of the value of altruism. I suspect that their lower
level of empathy may be a result of having had to give so
much to Father. Both had very positive self-concepts. Son
1 placed more value on conformity and feeling supported than

on leadership, independence, and receiving recognition. He
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may encounter difficulty coping with aversive situations
because, although he could identify problems, he sought to
resolve them easily rather than effectively. He displayed
depressive t:endencies, possibly as a result of his inability
to express within the family his frustration about his heavy
responsibilities toward his father. Son 2 placed more value
on receiving recognition and feeling supported than on
conformity, leadership and independence. He seemed to have
a well-developed ability to cope with aversive situations.
He displayed depressive tendencies with mild aggressive
tendencies. The fact that, in their stories, both boys
independently of one another had "yelling" parents, who
apologized often to the children, suggests an intense level

of anxiety and guilt in this family.

Family 206

Family 206 responded to the second mailing from the
metropolitan clinic. Although the family had recently moved
from the inner city to a suburb, that had not lessened their
willingness to participate in the study. The mother’s
concern stemmed from the fact that they had not discussed
her MS much in the family, and she did not want the son to
become unduly stressed by focusing on it. I assured her
that the study had not been considered by previous
participants as being overly invasive, and the children
involved had seemed to benefit from participating. The

mother seemed comfortable, and an initial interview was
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arranged. My assistant and I arrived at their modest home a
half hour early, interrupting the family’s dinner. Although
the family expressed willingness to begin the interview
immediately, we urged them to complete their meal first.
The son finished first, and joined my assistant and me,

asking questions and sharing information about himself.

Remographics

Family 206 consisted of the mother (the patient), age
44; the father, age 47; and the son, age 9. Mother
completed a 3-year nursing program and became an RN. She
had been a nurse in hospitals for 23 years. She had
"retired" 1 1/2 years before the interview, due to her MS.
Father was a high school graduate, who had done automobile
body work for 25 years. He had recently returned to work,
having been unemployed for 9 months because his previous
place of employment went out of business. The positive
aspect of this period of unemployment was that it had
facilitated their move. Both parents had worked 40 hours
per week. I had not realized until the parents stated their
date of marriage that Father was in fact a stepfather. The
couple had been married in October 1991. Son had just
completed the third grade in the parochial school of his
former neighborhood. He was intending to enter the fourth

grade in the parochial schoool in the new neighborhood.
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Diagnosis and Acceptance

Stepfather (Father) and Son reported good health. As a
nurse, Mother began suspecting MS a year before she went to
a physician for diagnosis. She admitted that the suspected
diagnosis scared her, because her work had brought her in
contact with several severe cases of MS. From 1982 to 1986,
she sought a diagnosis. Although a Visual Evoked Potential
demonstrated optic nerve damage in 1982, it was not until a
positive MRI and spinal tap in 1986 was received that MS was
diagnosed by the physician.

Mother explained that she had a B,, deficiency, which
may have confused the diagnosis; but, even with treatment
for the deficiency, she felt that her doctors considered her
a hypochondriac. "They embarrassed themselves. I wanted to
slap them."” When the MS was finally diagnosed, one doctor
actually apologized to her. She continued with this
neurologist, because he was nice and seemed compassionate.
However, when Mother’s MS began to seriously interfere with
her work, and numerous people were advising her to apply for
Social Security Disability, this doctor would not support
her application. She changed neurologists after she had
talked to a few others. Her new doctor was "tough on
people. He wants you to do the best with what you’ve got®:
but he recognized when filing for disability was
appropriate. She started receiving disability in 1991.

When Mother was diagnosed, she felt "pretty open®” in
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sharing the information, except with her co-workers. She
admitted to a strong denial system, so it was questionable
as to how much she had actually shared with people. When
she complained that her co-workers gave her no leeway for
her health problems, I thought she had scarcely made it
possible for them to give support. She admitted that she
did not accept the diagnosis until 1989, when the symptoms
worsened and "got in the way."™ She added that she did not
feel angry until 2 years later, thereby casting doubt on her
"acceptance." She continued by earnestly saying, "I pray a
lot."

Mother’s parents had never been considerate of her
needs. The diagnosis caused them to feel frustrated,
because they did not understand, until her condition
deteriorated. Now they "are a little over-protective."
Mother’s siblings "are into their own things." One brother
cried and began to accept it little by little. One sister
asked, "Can I catch it?"

Son was born in the midst of her seeking a diagnosis.
Mother was never married to Son’s father, whom she described
as "very creative, alcoholic, and self-involved." Son began
asking Mother questions when he was 4 and had noticed the
difference in her walk. She believed "he took a while
getting used to it,"™ but he still did not seem to comprehend
his mother’s disease process.

Mother had not been much involved with the church.
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Friends were her greatest source of support. She admitted
to initially looking for sympathy, and they had given it to
her. As her needs for support had changed, so her close
friends had changed to meet the needs.

Mother met Father in 1989 and informed him of her MS on
their third date. He commented, "I knew something was
wrong--she had a cane; but it was up to her to tell me." He
had an aunt with MS, and borrowed a book to read from a co-
worker. Basically, his response was "So what?" He shared
that he had fallen in love with her the first time they met.
Mother believed he was comfortable with it. She appreciated
that he did not baby her, but was helpful when needed. His
parents were rather oblivious to Mother’s MS, because they

were helping care for relatives who had suffered strokes.

Symptoms and Treatment

Mother began experiencing symptoms in 1978. These
included numbness in her left arm and hand, which later
remitted. Mother shared that, in 1981, she was under quite
a bit of stress, and symptoms returned. Additional symptoms
included problems with her gait, fine-motor control, vision,
balance (including dizziness), and bladder control. The
fine-motor and vision problems went into remission, and the
rest of the symptoms stabilized. Additional symptoms which
she was dealing with at the time of the interview included
spasticity in her legs, jerking in her arms, numbness in her

hands, and severe fatigue.
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Mother does not have much faith in the value of her

medications for the alleviation of her symptomology.

Assistance

While Mother was still working, she had paid someone to
clean her house. Once she had "retired," she found herself
unable to keep up with all the responsibilities in the home.
She shared, "I compulsively clean, if I get started.™ Son
did the vacuuming and cared for the family dog. He stated,
"I help you, even if you don’t ask," and Mother agreed.
Father had taken care of family finances, the yard work,
laundry and the shopping while he was between jobs. When he
returned to work, Mother took over the laundry, and shopping
became a family affair. Her responsibilities included the
cooking, dusting, and general cleaning.

Mother never sought help in caring for Son. She was
covered under Father’s union’s medical insurance. She had
used a cane since 1990, and reluctantly agreed to use a
wheelchair in places requiring much walking. Because of her
balance problems, she was very curious about my Canadian
crutches. Mother’s gait included a swinging of the legs
from the hips, with more insecurity and dragging than had

been observed in previous patients.

Emotional Issues
During the initial interview, when asked if the family

had sought counseling for any problems, Mother reluctantly
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mentioned, in a very soft voice, that both she and Father
were recovering alcoholics. She seemed angry that this had
been discussed in front of Son, yet, in the later sessions,
she discussed this more openly. As with the overall
discussion of her MS, her initial intrepidations were
apparently alleviated. I had encouraged the parents to be
more open with Son, to help the family better deal with
their various problems. The parents were receptive, and
Mother later expressed appreciation for my helpfulness.

Mother continued that she had periodically sought
counseling on her own since the age of 25 for "life stuff."
When Son was 3 years of age, they had bequn to seek
counseling for some behavior problems. The counseling did
not help until Mother also took parenting classes when he
was 5.

The parents pointed out that they were still settling
down as a family. They did not believe that the MS was a
serious interference with this process. Son did not openly

disagree, but his body language indicated disagreement.

ipti E ! :
Son basically received B’s and C’s, but was an A
student in Social Studies and a D student in Spelling. He
pointed out that he liked to read the National Geoaraphic.
Even with the recent move, Son had developed new friends.
Mother felt he played well with other children. The greater

part of the discussion of Son dealt with his behavior.
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Apparently, the earlier behavior problems had been a result
of unresolved anger. Son believed he was doing much better.
Father had helped develop a more effective discipline plan
that "didn‘t include hitting." Although Son had some
trouble completing homework, at the time of the interview

Mother said, "He’s like a saint now.™

The Family Tests
Table 30 gives the results of the family members on the

Family tests. Son responded only to FACES-II.

Family Hardiness Index

Mother’s FHI was well below the average of the norming
sample, whereas Father’s was average. This difference seems
to be mainly due to two factors. Father views the
challenges of life in a much more positive manner than does
Mother. Although Father believed there was very good joint
internal strength, Mother was not quite as confident about
this. However, Mother did feel that there was less control
exerted by external factors. The parents’ Confidence scores
indicated that both felt fairly confident in their family.

A few items which showed the greatest difference are of
interest, and are delineated in Table 31. Of the seven
items to which they responded identically, the four to which
their answers were "True®" are of most importance, namely,

items 4, 5, 7 and 9.
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TABLE 30

FAMILY 206--FAMILY TESTS

Scale Subscale Maximum Patient Spouse Son
Score (Mother) (Father) Gd. 3.9

FHI
Cooriented-
Commi tment 24 20 24 Too
Confidence 12 10 9
Challenge 15 8 14 Young
Control -
External 9 6 1
Total 60 4% (292 8 (564)
F-COPES
Acquiring-
social Supp. 45 32 (® 33 (as)
Reframing 40 27 29 31 (58 Too
Seeking-
Spirit. Sup. 20 18 (73) 18 (79) Young
Mobilizing 20 14 (7)) 16 (94)
Passive-
Appraisal 20 14 (97 15 (98)
Total 145 105 (80) 113 (94)
FACES-II
Cohesion 80 66 (6)° 127 65 (6)
2=0.13 2=0.85 2=0.95
Adaptability 70 46 (5) &7 (S) 42 (3)
=-0.59 2=-0.44 2=-0.43
Family Type - (5.5) (8) (6.5)

2 Numbers in parentheses are percentile ranks from the appropriate
norms: One overall norm for total score only. unbers in parentheses
are percentile ranks from the apgropriate norms: norms are for adults
or adolescents, male or female. "Numbers in parentheses are from
Linear Scoring Model (figure 2).
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TABLE 31

FAMILY 206--SELECTED FHI RESPONSES®

Mostly Mostly Not
False False True True Applic

4. In the iong run,the bad things that happen P,Sp
to us are balanced by the good things
that happen.

5. We have a sense of being strong even when P,Sp
we face big problems.

7. while we don’t always agree, we can count P,Sp
on each other to stand by us in times of
need.

8. Ve do not feel we can survive if another P Sp
problem hits us.

9. Ve believe that things will work out for P,Sp
the better if we work together as a
family.

19. Most of the unhappy things that happen P Sp
are due to bad luck.

20. Ue realize our Lives are controlled by P sp
accidents and luck.

%ppatient; Sp=Spouse; D=Daughter; S=Son.
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Family Crisis Oriented
Personal Scales

Both parents scored well above the average for the
norming sample on the Family Crisis Oriented Personal
Scales. Their most positive problem-solving attitude was on
the Passive Appraisal scale, where they both scored very
high. The subscale with the biggest difference was
Reframing, indicating that Mother experienced more
difficulty redefining stressful events to make them more
manageable. The other three subscales’ scores were above
average for both parents.

It is of interest to note a few of the seven items on
which they differed markedly and several to which their
responses were identical. These are found in Table 32.
This couple readily agree that relatives are important to
them, and are willing to share with and ask for help from
them. They also are willing to share with a counselor, a
minister, and close friends, but strongly oppose sharing
with neighbors.

Family Adaptability and
Cohesion Evaluation
Scale-II

The entire family responded to the Family Adaptability
and Cohesion Evaluation Scale-II. The family scores
indicated that Mother and Father believed that their family
type was moderately balanced, and Son believed they were on

the border between mid-range and moderately balanced.
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TABLE 32

FAMILY 206--SELECTED F-COPES RESPONSES®

Strongly | Moderate Moderate Strongly
Disagree | Disagree Neither Agree Agree
1. Sharing our difficulties with P,Sp
relatives.
3. Knowing we have the power to solve P,Sp
major problems.
5. Seeking advice from relatives. P,Sp
9. Seeking information and advice from 4 Sp
the family doctor.
10. Asking neighbors for favors and P Sp
assistance.
11. Facing the problem *head-on" and Sp P
trying to get solution right
avay.
14. Attending church services. P,Sp
19. Accepting that difficulties occur P,Sp
unexpectedly.
21. Seeking professional counseling and P,.Sp
help for family difficulties.
30. Having faith in God. P,Sp

ai>=l’atiem; Sp=Spouse; D=Daughter; S=Son.
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Mother and Son had the family connected on the Cohesion
dimension, whereas Father had them very connected. Mother
and Father saw the family as flexible on the Adaptatability
dimension, whereas Son saw them as structured. This
reflects Mother’s previous comments that Father had
introduced structure with Son in regard to his behavior,
which she had been unable to accomplish.

Items of interest are delineated in Table 33. There
are many on which Son disagreed greatly with one or both of
his parents. Items 5, 8, 14 and 26 reflect that, whereas
Mother and Father were working together, probably as a
function of their developing marital relationship, Son did
not feel a part of this togetherness. There were three
items on which the responses of all three agreed. These are

item 1, 10, and 25.

Individual Testi -

Vineland Adaptive
Behavior Scales

Son’s teacher for the new school year returned the
Vineland Adaptive Behavior scales after 6 weeks of school.
He apologized for being brief, but he did not feel he knew
Son very well yet. He rated Son within the average range in
Communication (90) and in Socialization (95). Daily Living
Skills were vranked slightly below average (85), because the
teacher felt Son was not adequately able to deal with

expectations in the community. The Adaptive Behavior
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TABLE 33

FAMILY 206--SELECTED FACES RESPONSES®

Almost Once in Some- Freq- Almost
Never Awhile tines vently Aluways
1. Family members are supportive of each Att
other during difficult times.
3. It is easier to discuss problems with Sp,S P
people outside the family than with
other family members.
S. Our family gathers together in the same H P,.Sp
room.
8. Family members discuss problems and feel S P Sp
good about the solutions.
10. We shift household responsibilities from Sp P,S
person to person.
11. Family members know each other's close Attt
friends.
14. Family members say what they want. S P,Sp
19. Family members feel closer to people ALl
outside the family than to other family
members.
25. Family members avoid each other at home. ALl
26. Whem problems arise, we compromise. S 4 Sp

"P:Patient: Sp=Spouse; 0=Daughter; S$=Son; All=All family members.
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composite was slightly below average at 88. All of the sub-
domains other than Community were rated adequate. 1In the
written comments, the teacher added that Son’s strengths
were in oral communication, socializing, and listening
skills. His only weakness was listed as writing skills.
The teacher added to the form an IQ score of 130, without
identifying the instrument from which it was obtained.

When my assistant and I returned for the second
session, only Mother was home with Son. She asked to speak
privately with me, and expressed concern that "all the
talking about the MS™ was bothering Son. I discussed this
briefly with Mother, and asked if the discussion could
continue after the testing of Son was completed. Son’s

scores on the objective tests are shown in Table 34.

Empathy scale

Son’s score on the Bryant Index of Empathy Scale was
well above average, indicating a well-developed ability to
empathize.
Piers-Harris Children’s
Self-Concept Scale

The profile of Son’s scores on the Piers-Harris
Children‘s Self-Concept Scale is included in appendix D.
His total score was above the average range. His sense of
happiness and satisfaction with himself was strongest, with
his degree of comfort with his behavior, intellectual and

school status, and physical appearance and attributes almost
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TABLE 34

FAMILY 206--CHILD TESTS

Scale Subscale Hax imum Son
Score Gd. 3.9
EMPATHY 84" 15
z=1.02
PIERS- b
HARRIS Behavior 16 15 ¢81)
Intellect 17 15 (81)
Physical 13 11 (86)
Anxiety 14 8 (37
Popularity 12 9 (52)
Happiness 10 10 (90)
Total Scale 80 64 (79)
Siv
Support 4S5
Conformity 45 Too
Recognition 39
Independence 48 Young
Benevolence 45
(eadership 48

284 = male or fsmale norms for Grade 4 on Y/N Bryant Scale,
range = 0-22. “Figures in parentheses are percentile ranks
for the complete norming population.
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as strong. His sense that he was free from anxiety was high
average, and he had slightly above average belief in his

popularity.

Projective =zests

Son’s HFD actually was a scene rather than simply a
drawing of a person. A somewhat defiant, strong-looking boy
was standing on a slight hill, near a windswept tree, with a
happy sun, angry clouds, and carefree birds. This
demonstrated not only Son’s artistic ability, but possibly
that he might have been trying to control a problem. There
were also indications of an impulsive, aggressive, reaching
out to his environment, which is counterbalanced by an
assertive potential.

Son’s KFD had his family at an amusement park. He
began by drawing himself, then Mother with her cane, and
Father last, separated from Mother and Son. He then drew a
ferris wheel, midway games, a railroad, go-carts, and a
water ride. Although they seemed to be enjoying themselves,
the emotional indicators suggested that the family was
sensitive to criticism. Mother was represented as a
concerned, loving, but controlling parent, whereas Father
appeared hostile.

Although Son seemed to have especially enjoyed the
drawing tasks, he also heavily invested himself in telling
the stories for the RATC. He gave thorough, complicated

stories, with morals and well-developed resolutions.
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Several of the stories were excellent examples of how he
seemed to be working out his feelings about Mother’s health
and a new father. Son’s ability to develop constructive
answers to problems was much higher than expected for his
age. The profile of Son’s RATC scores is included in
appendix E. His Adaptive scale indicated a strong capacity
to use outside help, and an extremely strong sense of self-
sufficiency, with very well-developed problem-solving and
limit-setting skills. He also demonstrated an above average
tendency to support others. His Clinical scale showed
average levels of aggression, depression, and rejection, and

below average anxiety.

Mothexr’s Emotional Issues

While Son was completing his tests with the assistant,
Mother and I stayed in a different room to talk. Mother
shared that Son’s birth father had died a year ago that
week. He had been a "terrible alcoholic," but was always
close to Son. When Son was 4, Mother became worried about
the drinking, and did not want Son to visit his father. Son
became very mad, so Mother took him to visit his father, who
was moderately drunk. She believed that was when Son
realized that his father was not perfect, and even became
slightly scared of him. Son’s half-brother, through his
father, was "just like his dad,"” but Son idolized him. When
his father died, Son remained in shock until the funeral,

when he cried very hard.
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She and Son had known Father for 5 years, and it had
been a slow adjustment for them all. Soon after the
marriage, Father adopted Son with the birth father’s
blessing. Although Mother was grateful for Father’s help
with the discipline, and she realized that Son thought his
discipline was harsh, he never used physical coercion.
Son’s birth father had hurt him twice when disciplining, but
Son did not seem to remember that.

Mother added that Pather took medicine for high blood
pressure, and she also had asthma; but they did not want to
worry Son. It was at this point that I felt comfortable
assuring Mother that Son appeared to be dealing well with

her MS.

Exit Int .

When my assistant and I arrived for the final session,
Son warmly welcomed us and made sure there was a place for
us to sit. As Father arrived home a little late, the actual
closing interview was delayed until his arrival. Son spent
the time talking about his vacation and showing things that
he had done.

When Father joined the group, Mother began by thanking
me for time we had spent together during the previous
session. She said she felt quite a bit more comfortable
after the talk. Father tacitly agreed. Son
enthusiastically interjected that he had enjoyed himself,

particularly with the drawing. Mother continued with her
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concern about how the family would need to change again,
since Father was back to full-time work. "I want to make
sure I don’t give myself an excuse to not do things."
Father added, "I don’t want you doing too much either.™
Mother seemed honestly concerned that if she had not already
"given up" to the MS, she would soon do so. I was happy to
assure her that nothing she had said or done in our time
together had given the impression that this was likely. She
seemed much too positive, sensitive, and determined for this
to be possible. Mother’s face lit up, while Father nodded
agreement and Son patted Mother on the arm. Mother closed
the session by stating how much she appreciated the fact
that the research was being done, and that they could be a

source of help for other people.

Family Summary

Family 206 consisted of the mother patient, the father,
and the son, age 9, who had been born in the midst of her
seeking a diagnosis. Mother was very concerned about the
mental health of her son, and admitted to having discussed
the MS very little with him. He was friendly, open, and
very willing to cooperate. Father had been a part of the
family since Son was 4, and their somewhat strained
relationship added another dimension to family functioning.

The family tests revealed that the parents were fairly
confident in their family, but Mother was not as firm in her

belief in their mutual strength. Both had effective
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problem-solving skills. All three see the family as a
favorable family type.

The individual testing indicated that Son was of
superior coqgnitive ability, but with slightly below average
adaptive behavior. He had a well-developed sense of
empathy, and a very positive self-concept. He demonstrated
very strong problem solving abilities, with highly developed
resolution skills. He seemed to be developing a solid value
system, with constructive coping abilities. He had an
apparent history of aggressive tendencies, for which Mother
had sought counseling for herself and Son. He seemed to
have learned self-control and self-sufficiency. Although
there was apparent resentment toward Father, Son appeared to

be trying to live amicably with him.

Family 207
Family 207 responded to the first mailing from the
metropolitan clinic. When they were contacted by phone,
their pleasure at being included in the study was evident,
and an initial interview was readily arranged. They lived
in a small town west of the metropolis in a very well-kept,
modest ranch home. When my assistant and I drove up, Mother

came out to warmly greet us.

Demographics
Family 207 consisted of the father (the patient), age

32; the mother, age 31; a daughter, age 7; and a son, age 5.
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Both parents were high school graduates. Father was
pursuing an associate degree. He had been a machinist for
10 years, and worked 40 hours a week. Mother had technical
training to become a certified nursing assistant, and had
been working in a nursing home for 4 years. She worked 25
to 30 hours per week. Mother cared for the children during
the day, then went to work shortly after Father’s return
home. Then he cared for the children. The parents married
in November 1983. Daughter was entering the second grade in
the neighborhood public elementary school. Son was entering

kindergarten in the same school.

i . 1 2 :

Mother had been recently diagnosed with Benign
Positional Paroxsymal Vertigo, which had been caused by a
head injury from an auto accident. Originally she had been
diagnosed with Menieres Syndrome, due to severe dizziness
and tinnitus. With the eventual BPPV diagnosis, she learned
that there was no effective treatment, except a serious
surgery which would destroy her hearing. Her condition was
considered severe enough by her doctors that they encouraged
her to take sign language lessons, which she was doing, in
preparation for eventual surgery. The children were
reportedly in excellent health.

Father’s MS was eventually diagnosed in 1991 by an
ophthalmologist who specialized in the nervous system.

Father’s father had Myasthenia Gravis, which led to his
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neuroclogist initially misdiagnosing Father. Following the
advice of the opthalmologist, he sought a second opinion
from another neurologist. An MRI confirmed the correct
diagnosis. Father had found the new neurologist encouraging
and supportive.

Father was in shock at first. He shared, rather
philosophically, that he became mad at times. "After all,
I’m losing something I used to be able to do. I try to take
things in stride," taking into account what he was still
capable of doing. Apparently, he was always aware of what
the MS can potentially do, so he seemed grateful that he was
relatively healthy.

Mother was scared by Father’s diagnosis because she had
worked in the nursing home with a young man with severe MS.
It was a very stressful time for the parents, because of the
suddenness of the symptoms; however, because the symptoms
were not severe, the parents were able to adjust more
quickly than they had expected. The children were 6 and 4
at the time, and they learned quickly "don’t bother Daddy."
The parents had openly discussed Father‘s MS with the
children, and they had responded differently. Daughter was
angry and became rebellious towards Father. This anger had
apparently disseminated by the time of the interview. Son
was rather young, but Mother believed he understood and
accepted it. The parents pointed out that Daughter was more

serious about everything, and Son was more "laid back." The
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parents believed that the MS had helped draw the nuclear
family together, through their coping and playing.

Father’s mother, a nurse, became very upset when
informed of the MS. Her anger grew to the extent that she
became distraught, and Father worried about her. His father
did not believe there was a problem until they were
together, and Father experienced serious symptoms. Mother’s
father was deceased. Her mother "cuts out every article
that could help, especially stories about success."

Father’s siblings were very passive, and tended to avoid
him. He claimed that this did not bother him. Mother’s
brothers had not changed in their treatment of Father, and
would help whenever needed.

The family belonged to the Catholic church in a nearby
town. They felt that the large size of the congregation
hampered their seeking support from that community. The
presence of a number of religious items in their home, and
several statements throughout the sessions, demonstrated
their faith in the supporting presence of God. Father’s
friends had basically ignored him. "They’ve chosen not to
deal with it. We don’t have a choice." He believed he had
only one friend left, who had been a friend from school, and
was like family. Father had not informed his supervisors at
work about the MS until just before the interview. Because
his job was highly physical, he was afraid his condition

would jeopardize his job. Mother believed that Father’s
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boss was trying to build a case to fire him. Father agreed.
Mother’s employer had been very supportive by releasing her

when needed.

Symptoms

As previously mentioned, Father’s initial symptoms were
with his eyes. One eye had begun to wander. His acuity was
best described as "greasy." There apparently also was some
nystagmus, as he described jerky movements of his eyes.
These symptoms improved, although his left eye was still
observed to wander slightly, and he shared, "My eyes are not
as good as before." Father began to experience fatigue
fairly early in his disease process, and one of his legs was
periodically numb. He mentioned that he suffered "bladder
sensations," which interfered with his ability to void.

A particularly troublesome symptom, in light of his
job, was the occasional sudden loss of sensation and control
of his dominant arm. The most significant symptom that he
had experienced was severe vertigo, caused by laying flat
and by sudden changes of position. At the time of the
interview, Father was having to sleep in a recliner chair in
order to get a good night’s sleep. The vertigo was so
severe that he would become violently ill, and his physician
had been unable to find any medication to help.

Father had received ACTH while in the hospital, and it
had helped to bring about a remission. He admitted he did

not take his medications regularly, but also complained they
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did not help his symptoms. Father was anxiously waiting to
hear whether he was going to be included among the
relatively small group to first receive Betaseron, the
newest drug approved for use with MS, reportedly successful
in reducing the severity of the MS process itself, rather
than just symptoms. As a newly diagnosed, mildly affected
patient, Father was similar to the sample used by the drug
company to gain FDA approval. Therefore, he was very
optimistic about the possibility of being helped by this

treatment.

Assistance

Although Mother said she took responsibility for the
house and yard year round, she commented, "I don’t want him
to feel he can’‘t do anything."” In fact, when I returned for
the final interview, Father was mowing the grass with a push
mower. He added that he fixes and builds things. At that
time, he was building a shed in the back yard. Mother
admitted to being worried about his roofing it; but he did
not seem concerned, even though he had already fallen off
the roof once. He laughed as he said, "It’s not very far
from the ground.®

Father used no aids to walk and, only after sitting for
a period of time did he appear stiff. He did exhibit a tilt
to his walk, common with balance problems. He had medical
insurance coverage through his work. The family received no

financial assistance. Child care had been necessary when
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Father "had an episode" of severe vertigo. Grandparents

provided the care.

Emotional Issues

The parents had attended group counseling at the
neurological clinic which Father visited for medical care.
They wanted to continue with it; but, being in the heart of
the metropolis, it was too far to go for weekly sessions.
When asked if there were any alcohol or drug problems, there
was an emphatic "No."™ In fact, if Father drank just one
beer, it intensified his vertigo. He shared that a brother
and a brother-in-law were alcoholics, and Mother shared that
her father had been one also.

The family believed that the MS had drawn them closer,
as they had to rely on each other. The parents gave their
faith much credit, stating that it had become even stronger
since Father’s diagnosis. They believed they had "a great
attitude," and my assistant and I agreed. The couple
believed that their success was also a result of Mother’s
unlimited energy, and the fact that Father would stick to
things until they were done. Additionally, I felt that this
family accepted anger and crying. The parents were afraid
that the children were having to grow up too fast, because
they had to learn ways to help at a younger age.
W

Before the initial interview began, the children
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collected coloring books and crayons, and placed themselves
in the middle of the living room. They were active
participants in the discussion, with nods and occasional
comments. If either left the room, it was only to go to the
bathroom or to find something to show me.

Daughter was a high—-achieving student, having received
awards for academics. She was also artistic. She was
described as "a good girl, who is polite and listens."™ She
apparently was vocal at home, where she felt comfortable
verbalizing disagreements. She got along well with other
children, and was highly imaginative. Son was described as
a quick learner, who was looking forward to entering school.
He was a good boy, cooperative, did not talk back to his

parents, and had lots of friends.

The Family Tests
Table 35 gives the scores on the Family tests.
The first two tests were responded to only by the parents.

Daughter responded to the third test.

Family Hardiness Index

Father’s FHI was higher than Mother’s, with Mother
being above average, and Father even higher, though only 2
raw score points separated them.

Although both Mother’s and Father’s scores were quite
high on three subscales, Father’s was slightly higher on his

Confidence subscale; these scores indicated their sense of
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TABLE 35

FAMILY 207--FAMILY TESTS

Scale Subscale Maximum Patient Spouse Daughter
Score (Father) (Mother) Gd. 1.9

FHI
Cooriented-
Commi tment 24 21 3 Too
Confidence 12 12 10
Challenge 15 14 12 Young
Control -
External 9 5 b
Total 60 52 (80) 50 ¢63)
F-COPES
Acquiring-
Social Supp. 45 39 (99° 38 (9D
Reframing 40 39 (9" 33 (7N
Seeking-
spirit. Sup. 20 18 (79) 19 (86)
Mobilizing 20 18 (98) 17 (94)
Passive-
Appraisal 20 17 (99) 13 (95)
Total 145 131 (99) 120 (99)
FACES-I!
Cohesion 80 7% (8¢ 89 (6) 62 (5)
2=1.08 2=0.49 2=0.62
Adaptability 70 62 (7) 52 (6) L9 (5
2=1.83 2=0.32 2=0.84
Family Type - (7.5) ) (S)

3 Numbers in parentheses are percentile ranks from the appropriate

norms: One overall norm for total score only. unbers in parentheses
are percentile ranks from the apgropriate norms: norms are for adults
or adolescents, male or female. "Numbers in parentheses are from
Linear Scoring Model (figure 2).
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cooperation and mutual adequacy. Father’s score was also
slightly higher on the Challenge subscale, indicating that
he viewed the challenges of life in a slightly more positive
manner than did Mother. Mother‘’s score was slightly higher
on the Coordinated Commitment subscale; their scores
indicate their joint internal strength. The one subscale on
which they scored surprisingly low was the Control External,
suggesting they felt somewhat controlled by external factors
out of their control.

There are only two items to which their responses were
markedly different. To item 2, "It is not wise to plan
ahead and hope, because things do not turn out anyway,"
Father responded "False" and Mother, "Mostly true." To item
5, "We have a sense of being strong, even when we face big
problems," Father answered "False," whereas Mother answered
"True.® On 13 of the 20 items, their responses were
identical. 1In most of these cases, the responses were at
the extremes, indicating a strongly positive mutual outlook
on life.

Family Crisis Oriented
Personal Scales

Relative to their separate male and female adult norms,
both Father and Mother scored well above average on the
Family Crisis Oriented Personal Scales. Mother scored
slightly below Father in Passive Appraisal, though both

still demonstrated that they did not resort to giving up or
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ignoring problems. Mother’s weakest coping skill, although
relatively strong, seemed to be Reframing, redefining
stressful events in order to make them more manageable.
They both felt their problem-solving abilities were
strongest in mobilizing the family to acquire and accept
help, acquiring social support, and seeking spiritual
support.

Of the 30 items on this scale, there is only 1 on which
their answers varied greatly. This was item 26, "Feeling
that no matter what we dc to prepare, we will have
difficulty handling problems," with which Father strongly
disagreed, whereas Mother moderately agreed. Half of the
items drew identical responses from the parents. They
mutually believed that their support system encompassed
their relatives, friends, neighbors, minister (and God), and
professionals.

Family Adaptability and
Cohesion Evaluation
Scale-II

The parents and Daughter were very close in their
concept of their family. On the Cohesion dimension, Mother
and Daughter rated the family as connected, whereas Father
believed they were very connected. On the Adaptability
dimension, Mother and Daughter felt they were flexible,
whereas Father believed they were very flexible. Not
surprisingly, Mother and Daughter reflected moderately

balanced family types, whereas Father’s was balanced.
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Although Daughter’s response was very different from
one or both of her parents on 15 of the 30 items, only 2
need to be discussed. To item 1, "Family members are
supportive of each other during difficult times," Father and
Mother responded "Almost always," whereas Daughter
responded, "Once in a while." To item 9, "In our family,
everyone goes his/her own way," Father responded "Almost
never," Mother responded "Sometimes," and Daughter responded
"Almost always." It would appear from the family’s response
patterns that Mother and Father utilized their strong
relationship to help them adapt and cope, but they had not
yet enlisted their young children into the family support
system, and Daughter was aware of this. The 7 items to
which their answers were identical all reflect a strong
sense of cooperation and sharing within the family.
éggiééggél_le§£1ng_gﬁ

Vineland Adaptive
Behavior Scales

The children’s teachers were very slow in returning the
scales. When it was recognized that they had not been
returned, the school was closed due to extreme weather. I
contacted Mother, who was very willing to follow up with the
school. Daughter’s teacher called me to apologize for the
delay, explaining that her father had died suddenly in the
fall. sShe was very interested in the research, and asked if

the brief report of the findings could be sent to her. I
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was pleased to agree to the request.

The teacher included information related to Daughter’s
IQ. On the Otis-Lennon, her full-scale was 90; Verbal, 89:
and Non-Veroal, 93, which are low average. The teacher
rated Daughter’s Daily Living Skills and Socialization as
adequate (90 and 92 respectively):; but Communication was low
(76). Overall, this resulted in a moderately low Adaptive
Behavior Composite (82). Within the Daily Living Skills
domain, she rated Daughter’s domestic sub-domain as
adequate, personal as moderately high, but community as
moderately low. Within the Socialization domain, all sub-
domains were adequate. Within the Communication domain, the
receptive sub-domain was adequate:; but expressive and
written were moderately low. The teacher made some astute
comments, recognizing that Daughter was physically strong
and well coordinated, but not very verbal, or academically
strong. She saw her as a sweet, reserved child, who seemed
to be within the normal range, but was performing lower than
most of her classmates. She was concerned that Daughter
might not be experiencing the same exposure to life as other
children her age, and might be over-protected. Certainly,
with parents who work opposite shifts, and who were both
chronically ill, her life experience would be expected to be
different.

Son’s teacher rated him within the average range in

Communication (96) and Socialization (96). He was rated
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above average in Daily Living Skills (116), and superior in
Motor Skills (128). The Adaptive Behavior composite was
above average at 110. The sub-domains which were rated as
moderately high were Personal and Domestic Living Skills,
and Fine Motor Skills. His highest sub-domain was Gross
Motor Skills, where he was rated high. There were no sub-
domains where problems were noted. In the written comments,
the teacher shared that Son was very cooperative and a good
listener. He seemed to be a quiet child, who needed to be
prompted to get him to talk.

When my assistant and I returned for the second
session, Mother warmly greeted us, and prepared the kitchen
table for use in the testing. Part way through the testing,
Father arrived home from work and Mother left for her job.
This was obviously a common occurrence, because it did not
disrupt either child. Table 36 gives the scores on the one

objective test taken.

Empathy scale

Although Son had wanted to take the Bryant Index of
Empathy test along with his sister, and the assistant read
it to him, it was felt to be invalid. He did not seem to
understand the statements. Daughter‘s level of empathy

seemed to be below average according to this instrument.

Projective tests

According to the Projective tests, daughter’s HFD
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TABLE 36

FARILY 207--CHILD TESTS

Scale Subscate Hax imum Daughter
Score Gd. 1.9
EMPATRY 81° 12
z=-0.65
PIERS-
HARRIS Behavior 16
Intellect 17 Too
Physical 13
Anxiety 14 Young
Popularity 12
Happiness 10
Total Scale 80
Siv
Support 45
Conformity &5 Too
Recognition 39
[ndependence 48 Young
Benevolence 4S5
Leadership 48

%81 = male or female norms for Grade 1 on Y/N Bryant Scate
with score range = 0-22.
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suggested that she had a normal level of dependence, but
felt out of balance in her life. Son’s HFD should not be
evaluated for emotional indicators due to his young age.
However, his reproduction of a person appeared immature for
his age, and may indicate some anxiety or sense of
inadequacy on his part.

Daughter‘’s KFD had the family playing table games. She
commented that they often played games together. She said
that Father and Mother were already playing the game
Monopoly, whereas she and her brother were just joining
the game. Her picture showed her and her brother together
on one side of the table with Father and Mother on the other
side, suggesting a natural pairing within the family.

Again, a lack of balance was suggested in her drawing. She
may also have felt a sense of insecurity in a limited
environment, where she had to inhibit impulsive behavior,
and was expected to always be on her best behavior. This
correlates with the parents’ discussion of how they expected
certain behavior from the children when Father was not
feeling well. This expectation must, then, be increased
when Mother is not feeling well, and may be overwhelming to
these children.

Son wanted to use his crayons for his KFD, but readily
agreed to use a pencil, as I regquested. He drew Mother
first, then Daughter, then Father, and finally himself. He

lined them up with Father and Mother together in the middle,
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himself next to Father, and Daughter next to Mother.
Although he had not overheard his sister, he also had his
family playing a game, but his was "hide-—and-go-seek,"
rather than a board game.

Daughter’s stories were rather short, but fairly
complete, throughout the RATC. The Adaptive scale suggested
a good ability to cope with average situations. She may
have over-relied on others; but she should not have needed
to, as she had a very strong sense of self-sufficiency. She
had an above average ability to identify problems and had
solid resolution skills. Her above average sense of limit-
setting may be a reflection of her need to please authority.
She demonstrated a very low-level ability to support others,
consistent with the Bryant. The Clinical scale indicated an
extremely high level of depression, and an above average
level of aggression. Feelings of anxiety were below normal,
and the sense of rejection was within the normal range. 1In
her stories Daughter had recurring themes of illness and
disappointment. With both parents having chronic illnesses,
these themes are not surprising.

Son’s RATC stories were very short and often
unresolved, but had enough of a story line for good
analysis. Within the Adaptive scale, he seemed to have an
average need to rely on others, and the ability to support
others. He had average levels of self-sufficiency and

limit-setting behavior. He was able to identify problems
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well, but unable to resolve them. The Clinical scale
suggested higher than normal levels of feelings of
rejection, but normal levels of aggression and depression.
Just as his sister, he had below average levels of anxiety.
The profiles of the children’s RATC scores are included in

appendix E.

Exit Interview

Between the second and final sessions, Father,
Daughter, and Son were in a serious car accident. Son was
the most seriously injured, and was in a coma for 12 hours.
They were all home, but still on the mend, when my assistant
and I arrived just 1 week after the accident. Their welcome
was just as warm as though no problem had occurred. After
the initial shock of the accident, this family had seemed to
cope more easily with the traumatic situation than one would
normally expect.

Father initiated the discussion by saying he believed
all the right questions had been asked. Mother commented in
a matter—-of-fact fashion that it was simply a question of
changing your lifestyle to incorporate a problem. Father
pointed out that, right after the accident, relatives
immediately offered assistance and helped them handle the
emergency. Mother emphasized the importance of family.
Daughter and Son did not say much, but thanked me for the
fun they had had.

In a brief discussion following the formal interview,
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Father shared his frustration with people who do not
understand that there are many illnesses which do not
necessarily make one look ill. Mother laughed because, when
Father was ill with his severe dizziness, there was no
question that "he looks sick." Father wanted to add that he
believed his MS had started after he had suffered a bout of
shingles. Daughter proudly gave my assistant and me a
collage she had completed for us. We found it difficult to

leave the friendly atmosphere of this family.

Family Summary

Family 207 consisted of the father patient, the mother,
a daughter age 7, and a son age 5, who were 5 and 3,
respectively, at the time of diagnosis. Mother was also
suffering from a recently diagnosed chronic illness. Both
parents were positive and enthusiastic about life and their
children, who were excited to be involved.

The family inventories revealed a strong sense of
family hardiness and a joint positive outlook on life. Both
parents also demonstrated strong problem solving ability.
They and Daughter all viewed their family as of a favorable
family type.

The individual testing indicated that Daughter had
average cognitive ability, but below average adaptive
behavior skilils. This may have resulted from
over-protection by the parents. Her level of empathy seemed

below average. She may have tended to over-rely on others,
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but had a strong sense of self-sufficiency. She had an
above average ability to identify and resolve problems.
Depressive tendencies were of particular concern. Although
aggressive tendencies were high, she appeared to be capable
of controlling them. Son had average to above average
cognitive and adaptive behavior abilities. He seemed to
have an average ability to support others, although he was
too young for an empathy scale. Although intelligent, self-
sufficient and able to identify problems, he was unable to
resolve problems. His sense of rejection was higher than

normal.

Family 208

Family 208 responded to the first mailing of the
metropolitan clinic. The father was contacted at his place
of business, because the mother was often away from home.
The father was very friendly, yet stressed that the family
was very busy. He emphasized that the family did want to
help, if they could. An appointment was scheduled after
speaking several times with both the father and the mother.

The family lived in a large, attractive, tri-level home
in a rural area near several large cities. Once my
assistant and I arrived, there was no question as to the

warmth of the welcome.

Demodaraphics
Family 208 consisted of the mother (the patient), age

4
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45; the father, age 46; a daughter, age 22; a son, age 21;
and a daughter, age 14. The parents were married in April
of 1969. All of the children were still living at home.
The eldest Jaughter was a high school graduate, and was
attending technical school to become a medical assistant.
She intended to move to her own apartment. The son was also
a high-school graduate, and was apprenticed to his father‘’s
company. These two elder children were not involved in the
research because they were past school age.

Mother was a high school graduate, and had taken
nurses’ training to obtain her LPN license. She had been a
nurse until they started their family. Just 3 years before
the interview, Mother had returned to part-time work at her
sister-in-law’s candy store. Although she worked only about
8 hours a week, it was obviously very important to her. She
was a member of the local MS Society support group.

Father graduated from high school, and then served a
4-year apprenticeship in sheet metal and heating and air
conditioning. He had worked in that field for 23 years,
owning his own business for the past 8 years. He worked
from 50 to 60 hours per week. He belonged to the local
Masonic Lodge and Shriner‘’s Club, volunteering often for
both.

The younger daughter (Daughter) had just entered the
ninth grade in the private Catholic high school from which

her mother and siblings had all graduated. She belonged to

¢
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the Spanish Club at school, and intended to be a cheerleader

the next year.

Di . 3 :

Although Father and Daughter were both reported as
healthy, Father pointed out that the men in his family had
all died before the age of 60, apparently due to heart
problems. Father seemed to be trying to take care of
himself. Mother’s MS was diagnosed in 1991, in what seemed
to be one of the easiest processes among the sample
families. Mother’s first symptom had been pain and numbness
in her right hip and leg, which led her to seek help from a
chiropractor. After a few unsuccessful adjustments, he sent
her to an orthopedic surgeon, who performed a CAT scan of
her back, with normal results. She was then referred to a
female neurologist who had been recommended to her by her
nephew, also a patient of this doctor. Through an EMG, the
physician ruled out peripheral nerve problems and had Mother
take an MRI. During the initial neurological interview,
Mother had noticed that the doctor had written "MS?" in the
diagnosis column next to the list of her symptoms. Mother
went home and began researching MS, and began to feel that
this was indeed her problem. Therefore, when her doctor
told her that the MRI had confirmed the presence of MS, this
was verification for Mother.

Father said that, although the diagnosis appeared

reasonable, he had always been a skeptic, and wanted a

¢
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second opinion "from the best MS center in the United
States.”™ His research led him to the large metropolitan
clinic through which the greater part of this sample was
identified. Mother‘s neurologist had already suggested that
she seek a second opinion from a leading neurologist at this
clinic. The parents were both pleased with the way in which
the situation had been handled. The second opinion verified
the MS and offered the parents considerable help and
information. Mother continued her follow-up care with the
local neurologist.

Since Mother had already suspected MS, the diagnosis
was initially a relief. "I was glad to know I wasn’‘t
bonkers or had a brain tumor.™ As she continued to educate
herself about MS, she became depressed, worrying about how
bad it could get for her. Father apparently helped her
reorient herself to the fact that it is not life-
threatening. Father had been very supportive, according to
Mother. He commented, "We kind of got in this for the long
haul 25 years ago. Leaving never entered the picture.™ He
seemed most interested in keeping up-to-date with
information about MS.

The two older children were 19 and 18 at the time of
the diagnosis, whereas Daughter was only l11. Mother
admitted she had initially told only the older two about her
diagnosis. At first, they had been very attentive to

Mother; but:, as Father put it, "She’s so active, they’ve
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begun taking it for granted." The son had brought home to
Mother a vial of anointing oil which had been blessed by his
school principal, a priest. This was fondly remembered by
Mother. Daughter soon began asking questions because Mother
walked a little differently. As she did not believe that
Daughter was old enough to understand, Mother did not offer
much explanation. Daughter stated, "I‘’m just now
understanding it."

Both sets of parents of Mother and Father had died
prior to the diagnosis. This did not seem to significantly
affect Mother’s discussion of her acceptance. Mother’s
siblings "babied" her at first, which she did not
appreciate. Most have since adjusted to her needs. Her
brother’s wife was the owner of the candy shop where she
worked, and had given her freedom to adjust her hours as her
health requires. One of Father’s sisters was an RN and had,
herself, been in very poor health. She had been very
supportive.

Although the family belonged to a church, they did not
seem to have found a strong source of support there. Mother
stated that she had only recently shared the diagnosis with
a limited group of people in the church. The priest often
inquired as to her health:; but Mother seemed uncomfortable
expecting more from him. "There are so many people who need
more help than I do.™

When discussing friends, Mother pointed out that a good
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friend and neighbor had been diagnosed with MS about the
same time as she had. Although the friend’s condition was
worse, they continued to support each other. Both parents
believed that they had maintained the majority of their
friends through these years. FPFather said, "Your true
friends are your friends no matter what."

It is important to point out that Mother did not like
the term "acceptance." She believed she had learned to
continue to live healthfully with the disease. To accept,
in her mind, was to give up.

This family did not seem to have been forced to make
many changes. Father had only once had to adjust his
working hours, when Mother was in the hospital. At the time
of diagnosis, the older children were at the stage in
adolescence when they were beginning to separate, so the
parents did not seem to have expected much involvement from
them. Daughter shared her disappointment in how Mother had
had to limit involvement in her activities. Mother was
missing her daily walks around the neighborhood, hiking with
the family on vacations, and waterskiing. She said she was
pleased to simply ride in the family boat. Mother and
Father agreed that their relationship is stronger as a

result of the situation.

Symptoms

After Mother began experiencing problems with her right

leg, she also experienced numbness in her left thumb and
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index finger. These problems had remained. She slowly lost
the vision in her right eye, then slowly regained it. Her
sense of balance had been affected, and she experienced
chronic fatigue. She spoke of pain in her limbs more than
the other subjects had. She also had experienced
sleeplessness and headaches, which are also uncommon in MS
patients. Mother was on numerous medications for her varied
symptoms. She was defensive about a few medications which
are normally used for depression and anxiety, saying they
were for her pain and sleep problems. There was no evidence
in her walking of typical MS problems or the pain which she
was experiencing. 1In fact, by mere observation, one would

not have suspected that she had MsS.

Assistance

Father discussed how Mother tended to overdo herself,
with consequent exhaustion. He had tried to encourage her
to slow down, but was largely unsuccessful. He had,
however, recently convinced her to employ a housekeeper.
Mother’s medical insurance was through Father’s business.
There had been no alcohol or drug problems, and no one in
the family had sought professional counseling.

C ipti € 1 ht ]
Parents

Daughter had been an average student, who was adjusting
to her new school and "not doing as well as I want." She

expressed sincere interest in going to college, unlike the

#
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pattern of the rest of the family. The parents believed she
was too talkative, especially on the phone, due to her
having a large group of friends. She had never been a
troublemaker, and her parents believed she was "a normal 14-

year-old girl."

The Family Tests

All family members participating in the study took all
tests. When the tests were distributed, the same
instructions were given as for the previous families,
indicating that they were to fill them out with regard to
the entire family. As the family was responding, it became
evident that the instructions were confusing because the two
older children, although still living at home, were no
longer contributing to the family structure. The tests were
completed with obvious frustration on the part of Mother and
Father.

When the tests were reviewed shortly following the
first session, it became apparent that the two older
children’s separation from the family had led to very skewed
results, which did not seem consistent with my impression of
the family that had been gleaned from the initial
interview. Therefore, it was decided to ask the family, at
the time of the final interview, if they would be willing to
redo the tests, considering only Mother, Father, and
Daughter as the family. The family was very agreeable, and

it is the second set of test results which is discussed
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here. Later, when working with two families in a similar
situation, the amended instructions were used. Table 37

gives the results from the second administration.

Family Hardiness Index

Even though Father’s FHI score was slightly higher than
Mother’s, both were above the average of the norming sample.
They totally agreed in their level of confidence in the
family’s cooperativeness and mutual adequacy, and their
positive views of the challenges of life. They both felt
that little control was exerted by external factors out of
their control, and had strong faith in their joint internal
strength. There were no items on this instrument to which
the parents’ responses differed markedly.

Daughter’s extremely low FHI score indicated a very
low level of confidence in the family and its ability to
cope with stress. All four subareas were low. There were,
however, six items to which all three gave an identical
response. Items of interest are shown in Table 38.

By reviewing Daughter’s other responses, it appears as if
she did not feel appreciated; felt responsible for problems
that occurred:; felt that good things did not balance the bad
things; and that the family was boring. Whereas the
response "Not Applicable™ had been used only once among the
previous families, Daughter used it three times, in response

to items 2, 5 and 9.

Z
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TABLE 37

FAMILY 208--FAMILY TESTS

Scale Subscale Maximsm Patient Spouse Daughter
Score (Mother) (Father) Gd. 9.1
FHL
Cooriented-
Commi tment 24 20 21 13
Confidence 12 11 11 5
Challenge 15 13 13 9
Controt -
External 9 6 7 [3
Total 60 50 (63)2 52 (80) 31 (02)
F-COPES
Acquiring-
social Supp. 45 2 (20° 25 w0y 2% (26
Reframing 40 35 (87) BTN 26 (1)
Seeking-
spirit. Sup. 20 15 (28) 12 (13) 16 (65)
Mobilizing 20 11 (31) 11 (43) 4 (05)
Passive-
Appraisal 20 18 (99 17 (9 9 (49
Total 145 101 (69) 98 (67) 7 12)
FACES-I1
Cohesion 80 81 (5)° 65 (6) 36 (02)
22-0.46 2=0.01 2=-2.21
Adaptability 70 4 (4) i (6) 26 (1)
1=-0.89 2=-0.89 2=-2.46
Family Type - (4.5) 5) (1.5)

2 Numbers in parentheses are percentile ranks from the appropriate
norms: One overall norm for total score only. umbers in parentheses
are percentile ranks from the apgropriate norms: norms are for adults
or adolescents, male or female. "Numbers in parentheses are from
Linear Scoring Model (figure 2).
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TABLE 38

FAMILY 208--SELECTED FHI RESPONSES?

Mostly Mostly Not
False False True True Applic

2. It is not wise to plan ahead and hope P Sp D
because things do not turn out anyway.

S. We have 2 sense of being strong even when P.Sp ]
we face big problems.

6. Many times | feel [ can trust that even in ALt
difficult times things will work out.

9. Ve believe that things will work out for P.Sp D
the better if we work together as a
family.

11. Ve strive together and help each other no Att
matter what.

13. Ve listen to each other's problems, hurts atl
and fears.

16. It is better to stay at home than go out All
and do things with others.

17. Being active and learning new things are All
encouraged.

18. Ve work together to solve problems. Att

¥p=patient; Sp=Spouse; D=Daughter; S=Son; All=All family members.
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Family Crises Oriented
Personal Scales

The F-COPES instrument continued to indicate that
Daughter differed markedly from her parents in how she
handled stress. Both parents were slightly above average
overall, whereas she was well below. The parents’ score
profiles were very similar. Both scored very high on the
Passive Appraisal subscale, indicating that neither would
resort to giving up or ignoring problems. On Reframing, the
scores indicated that they were able to look at situations
in a more positive light, making life easier to handle.
Although Father was below average, Mother was well below
average on Acquiring Social Support and Mobilizing Family to
seek and accept help. Both were very low on Seeking
Spiritual Support. This last was the one subscale on which
Daughter scored above average. She was average on Passive
Appraisal, and much below average on Acquiring Social
Support, Reframing, and Mobilizing the Family, the last
being extremely low.

It is of interest to note five of the six items on
which the parents differed significantly from each other.
Items of interest are delineated in Table 39. (On the
first administration, 20 of the 30 items yielded markedly
different responses.) Their seemingly contradictory
responses to items 2 and 16 are intriquing.

Daughter differed markedly from one or both of her

parents-~most often both--on 14 of the 30 items. Six of

f

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



269

TABLE 39

FAMILY 208--SELECTED F-COPES RESPONSES®

Strongly
Disagree

Moderate
Disagree

Neither

Moderate
Agree

Strongly
Agree

1.

Sharing our difficulties with
relatives.

[4

/]

Sp

2.

Seeking encouragement and support
from friends.

Sp,D

3.

Knowing we have the power to solve
ma jor problems.

P,Sp

4.

Seeking information and advice from
persons in other families who have
faced the same or similar
problems.

Atl

8.

Recieving gifts and favors from
neighbors.

Atl

10.

Asking neighbors for favors and
assistance.

ALl

11,

Facing the problem “head-on* and
trying to get solution right
away.

Sp

14.

Attending church services.

Sp

P,D

16.

Sharing concerns with close
friends.

Sp

P,b

18.

Exercising with friends to stay fit
and reduce tension.

P,Sp

21.

Seeking professional counseling and
hetp for family difficulties.

Sp

22.

Believing we can handle our own
problems.

Sp

27.

Seeking advice from a minister.

P,Sp

28.

Believing if we wait long enough
the problem will go away.

P,Sp

29.

Sharing problems with neighbors.

ALl

av:vatient: Sp=Spouse; D=Daughter; S=Son; All=All family members.
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these warrant discussion and are shown in Table 39. She was
in obvious disagreement with her parents in her belief that
the family did not have the strength to deal with problems
or the desire to seek help.

The entire family agreed on four items, which were 4,
8, 10 and 29.

Family Adaptability and
Cohesion Evaluation
Scale-II

Once again, Mother’s and Father’s scores indicated
similar views of the family, whereas Daughter saw it very
differently. Mother and Father both saw the family as
connected on the Cohesion dimension and structured on the
Adaptability dimension. Mother’s family type was on the
border between moderately balanced and mid-range, and
Father’s was moderately balanced. Daughter had them
disengaged and rigid, with an extreme family type.

The parents differed markedly in their responses to
five items, whereas on the first administration, they had
differed on 16 of the 30 items. Items of interest are
displayed in Table 40. By reviewing Daughter’s pattern of
response, particularly the 23 items where her response
differed greatly from that of one or both parents (generally
both), a frustrated, isolated picture emerges. She felt
that her parents were pairing up, excluding her from
decision making and thus from the family. She felt that the

discipline was too punitive, and that she could be closer to

-
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TABLE 40

FAMILY 208--SELECTED FACES RESPONSES®

Almost once in Some- freq- Almost
Never Awhile times uently Always
10. Ve shift household responsibilities from All
person to person.
11. Family members know each other's close ALl
friends.
16. In solving problems, the children's ] P Sp
suggestions are followed.
17. Family members feel very close to each P.D Sp
other.
21. Family members go along with what the 0 4 Sp
family decides to do.
26. It is difficult to get a rule changed in Sp 14 0
our family.
28. Family members are afraid to say what is Att
on their minds.
2. Family members pair up rather than do P Sp 2]
things as a total family.

3p=patient; Sp=Spouse; D=Daughter; S=Son; Atl=All family members.
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people outside the family than to those within.

ndividual . -
Daughter

Mother warmly welcomed my assistant and me when we
returned for the second session. Daughter quickly settled
down for the testing and was cooperative. All the age-
appropriate assessment instruments were administered. The
school very quickly returned the report of her latest IQ
standard score. Using an unspecified Scholastic Testing
Service, Incorporated instrument, Daughter‘’s IQ was reported
as 105, which was average. It is my opinion that this score
may be somewhat depressed as a result of her obvious
problems with the family as previously mentioned.

Table 41 gives the results of Daughter’s objective

tests.

Empathy scale

Daughter was administered the Emotional Empathetic
Tendency Scales. Her score reflected an above average
ability to empathize.
Survey of Interpersonal
Values

On the value of Benevolence subscale of the SIV,
Daughter’s score was extremely high in relation to the
norming group. The other subscale on which her score was
almost as high was the value of Receiving Recognition. The

third subscale on which her score was above average was the
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TABLE 41

FAMILY 208--CHILD TESTS

Scale Subscale Hax imum Daughter
Score 6d. 9.1
EMPATHY e 89
2= 2.14
PLERS-
HARRIS Behavior 16 10 (25)°
Intel lect 17 5 (06)
Physical 13 6 (25)
Anxiety 14 3 (03)
Popularity 12 ? (52)
Happiness 10 7 3"
Total Scale 80 4 (27
Siv
Support s =< 19 (99
Conformity 45 12 (34)
Recognition 39 18 (92)
Independence 48 10 (34)
Benevolence 45 26 (964)
Leadership 48 5 (15)

% = Mehrabian overall norms with score range = -132 to +132.
Figures in parentheses are percentile ranks for the complete
norming population. Ces = Grade 9 vocational norms, male or
female; * = Grade 11 and 12 norms, male or female. -~ Figures
in parentheses are percentile ranks for the appropriate norms.
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value of feeling Supported. The two subareas on which she
scored slightly below average were the values of
Independence and Conformity. Her lowest score, well below
average, was the value she places on Leadership.
Piers-Harris Children’s
Self-Concept Scale

The profile of Daughter’s scores on the Piers—Harris
Cchildren’s Self-Concept Scale is included in appendix D.
Daughter’s self-concept was within the low average range.
She felt most comfortable with her popularity, which was
just above average. Her expressed sense of happiness and
satisfaction, her physical appearance and attributes, and
her behavior lay within the average range. Her concepts of
her intellectual and school status and freedom from anxiety

were well below average.

Projective tests

Daughter hesitated initially with the drawing tasks,
claiming "I can’t draw; it probably won’t even look like a
person.™ After encouragement, and assurance that artistic
ability was not being judged, she complied without
complaint.

Daughter’s HFD reflected emotional concerns rather than
a lack of artistic skill. Her drawing suggested that she
felt out of balance with her life. She felt insecure,
self-conscious, and introverted. There appeared to be a

sense of helplessness due possibly to a restrictive or

¥
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limiting environment. Normal sexual concerns due to
adolescent adjustment were extremely inflated for this girl.

For the KFD, Daughter drew her entire family of origin.
Her older sister and Mother were drawn next to each other,
sunning on beach towels, with Father, off to the side,
talking to them. Daughter and older brother were "playing
together" in the sand, with their backs toward the rest of
the family, lower in the picture. She and her brother were
not very close together. No one in the picture was looking
at anyone else. They were drawn as stick figures, even
though there had been a specific request that this not be
done. Daughter apparently felt very separated from the
family, but felt some connection to her brother. Mother,
Father, and her sister seemed to be a family unit within the
family, that kept even Father on the periphery.

Throughout the RATC, Daughter’s stories tended to grow
in length. She seemed to focus on something bad happening
and the inability to properly deal with that situation,
resulting in the problem continuing to grow. The profile of
her RATC scores is included in appendix E. The Adaptive
scale suggests that her problem-solving ability was below
average, and she tended to resolve things in an immature
fashion. She seemed to have average reliance on others and
the ability to turn to herself for support. However, her
support for others score was extremely low, in contrast to

her empathy and value of benevolence scores. This could be
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because her stories seemed to agitate her, causing an
extremely high aggression score on the Clinical scale.
Depression, feelings of rejection, and unresolved feelings
were also above average. Only anxiety was within the
average range, in contrast to the indication from the Piers-
Harris that she did not feel free from anxiety. She may
have been perceiving the tensicn from her aggressive
tendencies as anxiety.

After the testing was completed, I talked briefly with
Daughter, due to the concern raised by her stories. She
gave no indication that the family "punishments" were
extreme. She did, however, admit that she was "yelled at an
awful lot." Wwhen asked who did the yelling, she merely
shrugged her shoulders and said "Everyone." She shared
that, in her opinion, Mother’s MS had not changed life much.
"They still go places," meaning her parents. She finished
by very quietly saying, as if it were a secret, "When Mom

doesn’t feel good, she’s in a bad mood."

Exit Int .
Although there was a longer than normal gap between the
second and third sessions, my assistant and I were welcomed
just as warmly into the home by Father. During this period,
the eldest daughter had moved out of the house, much to the
relief of Father and Daughter. There was little discussion
about the first interview, as everyone felt that it was

fine. Mother was excited to share that she had been
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selected to participate in an experimental treatment
program, beginning the following summer.

Father commented that the worst thing about their
family was that they did not care enough about Mother.
Since her condition was mild, the MS was probably taken for
granted. Mother added that it was hard to get any sympathy
around the house. I had sensed a trace of blame which is
unhealthy, but not unusual in families with MS. When this
was brought up, Father nodded and shared that he was
"trained early" for blame. Father’s father had died at a
young age, leaving Father very angry and blaming his father
for his own death. Only after the family history of heart
problems was recognized, was he able to forgive his father.
He said he was trying hard to be supportive of Mother, and
she nodded agreement. They said, "It is a day-by-day
proposition,™ meaning their ability to deal with the MS.

Father was very interested in seeing the results of the
study. He said he knew that good children come from good
families, but wondered what it was that made a family good
and work well. He asked that, when the results were sent to
the participant families, I should let them know whether the
scores of the two sets of family tests differed greatly. I
agreed to do this.

I commented that the house was beautifully decorated
for the holidays. Mother was proud to point out the various

decorations that she had personally made. Father seemed
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very proud, not only of her artistic ability, but of her
desire to keep the house festive and attractive. Mother
jokingly added, "The reason I have a 21-year-old son still
living at home is to decorate my 40-foot trees out front."
Daughter quickly protested with, "Hey, I help," and Father
agreed. One could sense Daughter’s feeling of being
unappreciated.

I left with no serious concerns about this family, but
did feel that Daughter was unhappy. Once all the tests
results were reviewed, it became obvious that there were
more problems than could be simply observed. As with the
boy in Family 202, I intend to contact the parents and
inform them of my concerns that Daughter could benefit from
an intervention. This intervention should clearly be on the

part of another professional.

Family Summary

Family 208 consisted of the mother patient, the father,
two daughters, ages 22 and 14, and a son, age 21. Only the
younger daughter participated in the study. She was 11 at
the time of diagnosis. Since Mother was not noticeably
suffering from the MS, the family seemed to overlook the
hidden symptoms, such as fatigue, which can be disabling in
themselves. Mother seemed good natured about this, but
frustrated. Father appeared caring and supportive.
Daughter was introverted, but cooperative.

The family tests revealed that the parents believed in
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their joint family hardiness, whereas Daughter had very low
confidence in the family. The parents felt they were well
able to cope with difficult situations, but Daughter did not
agree. Mother and Father saw the family as of a favorable
family type, whereas Daughter saw them as of an extreme
type.

The individual testing indicated that Daughter had an
average cognitive ability, with an above average sense of
empathy, and she placed a very high value on altruism. Her
self-concept was low average. Her value system was
developing normally. She did not demonstrate an ability
either to identify problems, or to resolve them, in a mature
fashion. Emotional concerns for this girl were extreme,
with aggressive and depressive tendencies, feelings of
rejection and unresolved feelings. She appeared to be
isolated from the family unit, suffering a sense of

helplessness.

Family 209

The mother of family 209 learned about the research
project while in an MS support group meeting, when she
overheard the mother of family 208 discussing it with the
father of a family attempting to schedule appointments with
me. When she was contacted by telephone to verify her
interest, she offered her family immediately. A packet of
information was sent to her which she returned very

promptly. The family lived in a small town in a rural
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community. They had a small modest home in a pleasant

residential area.

Demographics

Family 209 consisted of the mother (the patient), age
35; the father, age 38; the son, age 11; and the daughter,
age 8. The parents were married in August of 1979. Son was
in the fifth grade at the local elementary school; Daughter
was in the second grade at the same school. Mother had a
B.A. degree in art education and had been a preschool
teacher; later she worked as a library clerk for 4 years.
She quit when Father graduated from college. Father had a
B.S. degree in electrical engineering and had been a
computer programmer for 11 years in the same steel company.

He worked 40 or more hours per week.

Di . i !

Father and children were reported as healthy. Mother
believed that she had had the MS since the age of 17,
because of various symptoms she had begun experiencing at
that time. The MS was not professionally diagnosed until
February of 1984 when the symptoms had worsened. Her
general practitioner had suspected the MS and referred her
to a neurologist for further testing. The neurologist
administered a Visual Evoked Potential, a Brainstem Auditory
Evoked Response, and a spinal tap. Mother’s positive

results on these tests verified the MS. She was told by the
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neurologist that she had "textbook MS," and should think
twice about having other children. Son was 2 at the time of
diagnosis. Mother shared that she was not comfortable with
that doctor, so she returned to her GP for continued care.
That physician was very supportive, and gave her information
about the disease, and where to go for help. She felt he
was very compassionate because his own mother had MS.
Sometime within the 2 years prior to this interview, he
referred her to a different neurologist for care of her MS
because of her deterioration.

Mother had been overjoyed when she was given her
diagnosis, because for years doctors had told her it was in
her head. She said she had kept telling herself, "I'm not
nuts." She admitted to not having followed up on some of
the doctor’s recommendations for reading up on the disease,
because it did not matter. She was so relieved to get a
diagnosis that initially she did not care much about what
she had. Eventually, she immersed herself in reading
material.

Father shared that he knew something was wrong with
Mother, and he also was relieved to get the diagnosis. He
pointed out that Mother’s condition was not very bad at the
time of the diagnosis. "Her progressive deterioration has
been a learning process through experience.”

Because Son was so young, he had no memory of the

diagnosis. He shared that Mother had "always been this

I
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way." Mother and Father decided to have their second child,
as they had planned, after discussing it with their GP. He
was very supportive of the idea.

The parents had shared the diagnosis with friends and
both of their families. Mother said her parents were in
total denial. "You didn’‘t get it from me" had come from
both of her parents. It was only in the 3 years prior to
the interview that they had begqun to accept it and to offer
support. Her grandmother and an aunt have been very caring.

Father shared that he was not close emotionally or
geographically to his family. His mother had had severe
arthritis since he was a child. His father had suffered a
stroke and was in a VA hospital with brain damage. "They
had their own problems to deal with." Mother’s siblings are
younger and had backed her throughout her problems.

Father’s brother was a very busy owner of a private
business, but readily came to their aid when needed. He
built a ramp to the door of their house, for example.

When the children were asked about how Mother’s MS had
affected them, Son became talkative. He shared that it had
bothered him quite a bit when he was younger, but as he had
grown up it had bothered him less. Mother said she
regretted that she could not attend a lot of his sports
activities. Son seemed surprised, and said, "But you do."
It became evident that Mother had an image of the "perfect

mother"” which she could not fulfill. When I suggested this,

’
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Mother commented about her very full childhood and her
mother. "I just want to give my children the same
opportunities I had." She seemed disappointed that she
could not also be the kind of mother her mother was for her.
Daughter said that she liked her Mother that way. "She
walks slower than Dad so I can keep up with her." She also
let Daughter ride her motorized cart, which is "great fun."

As the nuclear family, everyone was helping around the
house. Mother said, without any apparent guilt, that the
children had a lot more responsibility than most children
their age. Father did more around the house than most
fathers might. He did the shopping and all of the yard
work, although the children added that they helped him with
both. Mother shared that she did the laundry and the
cooking, with the children’s help.

Father did not believe that Mother’s MS interfered with
his work. His job allowed him the freedom to take off time
if she should need him.

The family attended church regularly, but they rarely
discussed Mother’s MS there. The church had allowed her to
borrow a walker while Medicare was deciding if they would
pay for one.

The parents’ friends did not know much about MS. Most
remained friends. Mother described a rather intricate
network of friends which had developed into a support

system. Since she did not have a job, she served as the
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"telephoner" for all these working mothers. In return, they

helped transport her children.

Symptoms and Treatment

Mother’s first symptom, when she was only 17, had been
the loss of her peripheral vision, which eventually
returned. She then described a progression of symptoms.

She had been numb from the waist down, but that also
remitted. At times she had been color blind, and had had
muscle spasms. At the time of the interview, she was
experiencing tingling in her legs, a lack of balance, a
neurogenic bladder, left-side weakness, and cognitive
weaknesses. These included difficulty with auditory figure-
ground, memory, and "I can think faster than I can speak."
She reqularly took numerous medications, in which she placed

great value.

Assistance

Mother’s head seemed to pull to the left whether
sitting or walking, and she walked in a bent-over fashion
with the help of a walker. Her gait was very hesitant and
slow. She periodically received occupational therapy and
physical therapy from the Visiting Nurse Association, which
had helped her purchase a motorized cart. She had
progressed from a cane to a walker for the home. When
outside the home, she had used a manual wheelchair until her

weakness forced her to purchase the cart. She expressed her

e
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appreciation for the generosity of a stranger who had given
her a 1lift chair when he found out she needed it for comfort
and standing.

Mother had a cleaning woman come in once a week to dust
and vacuum. If she needed help with child care, either
Father or her mother would help. Mother was on Father’s
health insurance. She received Social Security disability
and Medicare hospitalization. The family had not sought any
professional counseling. It was at this point that Mother
shared that she and Father had jointly initiated a local MS
support group. After 1 year, it was dissolved due to lack
of attendance, and they began to attend a support group in

the nearby city.

Emotional Issues

Mother revealed that she no longer drives. Earlier
that year she had become unable to brake with her foot, so
she decided she was an unsafe driver. I pointed out the
benefit of hand controls. Mother thought they had to be on
the left side which was her weak side, but I said they could
be on either side. After thinking about it, Mother added
that she was afraid the weakness in her left hand would
interfere with her control of the steering wheel.

When asked if there was anything else the family wanted
to share, Mother said, "I want to know if {[Father] is
resentful" (clearly meaning toward herself and the MS). I

pointed out that I try to elicit such information if it

¢
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should seem appropriate. Father, however, had not indicated
any anger or frustration; Father smiled, and responded "No,
I’'m not resentful." He continued to explain that, by
growing up with a mother who had arthritis, he did not
resent illness or the problems it can cause a family. At
that point, Mother began quietly crying, as if in relief,
and Daughter immediately was at her side hugging her.

D ot - child )
Parents

Son was a straight-A student who, according to the
parents, was very socially aware. He had no behavioral
problems; but Father was aware of some minor changes as Son
was nearing adolescence. He had many friends, who felt
comfortable coming to his house.

Daughter had been diagnosed with a learning disability
while in kindergarten, and was receiving special education
in reading and spelling. She was an A student, who liked
art and math. The parents said she was a good girl and had
a lot of friends, who also liked to come to the house.

Mother proudly said, "They are very independent
children.™ They shared a one-day—a-week paper route,
folding and delivering the papers together. The parents had
them save part of their profits. The children seemed
pleased that they were allowed to use some of the money, and
were glad that they were saving for college. My assistant

and I found both children very warm and friendly after the

¢
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easing of the initial tension upon meeting strangers.

T Fami t
Table 42 gives the results of the family members on

these tests. The two children took only FACES-II.

Family Hardiness Index

Both parents scored low on the Family Hardiness Index,
in relation to the norming sample, largely due to very low
scores on two subscales. Both responded in a fashion which
suggested that they felt control was exerted by external
factors out of their control. Neither viewed the challenges
of life in a positive manner. However, they both were very
confident in the family’s sense of cooperation and mutual
adequacy, and had faith in their joint internal strength.

Of the 20 items, there was only 1 on which their
responses differed greatly. Mother responded "Mostly true,"
whereas Father responded "Mostly false,™ to item 19, "Most
of the unhappy things that happen are due to bad luck."

They gave identical answers to 11 of the remaining items.
These basically reflect their belief in the family’s ability
to work together.

Family Crisis Oriented

Personal Scales

Mother scored very high overall on the Family Crisis
Oriented Personal Scales, with Father scoring well above

average. Their most positive problem-solving attitude

¢
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TABLE 42

FAMILY 209--FAMILY TESTS

Scate Subscate Maximum Patient Spouse Son Daugnter
Score (Mother) (Father) Gd. 5 Gd. 2
FHl
Cooriented-
Commitment 24 23 19 Too Too
Contidence 12 10 10
Challenge 15 8 8 Young foung
Controt -
External 9 2 5
Total 60 43 (26)* &2 (20)
¢ -COPES
Acquiring-
Social Suop. <5 36 (9H° 5 o)
eframing 40 35 (87 35 (88) oo Too
Seex1ng-
Spirit. Sup. 20 17 (S7) 12 (13) Young Toung
Mobilizing 20 15 ¢81) 8 (16)
pPassive-
Appraisal 20 13 (9%) 19 (99)
Total 145 116 (95) 99 (70)
FACES-I1
Cohesion 30 86 (6 83 (5) 51 ¢3) nn
2=0.13 2=-0.23 2=-0.58 2=1.60
Adaptabiticy 70 55 (N 49 (S) &5 (&) 51 (&)
2=0.77 z=-0.14 z=-0.05 z=0.71
Family Type - (6.5) (S) (3.5) 6.5)

INumbers 1n parentheses are percentile ranks from the appropriate norms: one
averall norm for total score onty. unbers in parentheses are percentile

ranks from the appropriate norms: norms are for adults or adolescents,

male or female. “Numbers in parentheses are from Linear Scoring Model (figure 2).
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was on the Passive Appraisal scale, where they both scored
very high. Neither would resort to ignoring a problem or
giving up. They both believed they were well able to
reframe situations to make them more manageable. Mother
found much of her strength through acquiring social support,
and mobilizing the family. She was the one who had a large
network of friends who helped her and whom she helped. She
also was the one who kept the family organized. Father was
near average in his desire to acquire social support, but
much below average in mobilizing the family. He was
observed to be the one who ran the errands for the family
while Mother was caring for the children. Mother sought
spiritual support at an average level, whereas Father was
much below that.

Their responses differed greatly on 8 of the 30 items.
Seven of these reflected Father’s disinclination to turn to
neighbors or friends for help. Item 26, "Feeling that no
matter what we do to prepare, we will have difficulty
handling problems," brought a response of "Strongly agree"
from Mother and "Strongly disagree" from Father. By
examining the seven items to which they responded
identically, it is obvious that they had tremendous
confidence in the strength of their family facing and
dealing with problems, and accepting that such difficulties

are a part of life.

¢
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Family Adaptability and
Cohesion Evaluation
Scales-II

The entire family responded to the FACES-II instrument,
with it being read to Daughter. She seemed to understand
the questions very well. The family’s scores indicated that
Mother and Daughter believed their family type was on the
border between moderately balanced and balanced, and Father
believed they were moderately balanced; but Son believed
they were mid-range. Mother had the family connected on the
Cohesion dimension, and very flexible on the Adaptability
dimension. Daughter saw them as very connected and
flexible, whereas Father viewed them as connected and
flexible. Son stood alone by rating them as separated and
structured.

It is interesting to note that the four items on which
the parents disagreed the most were ones that demonstrated
Mother’s organizing of the family. There were 10 items on
which the children responded very differently. Their
pattern suggested that Son did not feel as if he was a
valuable member of the family; but this may be a function of
early adolescent rebellion. Daughter appeared to have a
more idealistic concept of the family than did the other
members. There are four items on which the family’s

responses were identical as shown in Table 43.

’
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TABLE 43

FAMILY 209--SELECTED FACES RESPONSES?

Almost Once in Some- Freq- Almost
Never Awhile times uently Always
12. It is hard to know what the rules are in All
our family.
17. Family members feel very close to each AlL
other.
22. In our family, everyone shares Att
responsibilities.
25. Family members avoid each other at home. ALl

"P:Patient: Sp=Spouse; D=Daughter; S$=Son; All=All

¢

family members.
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Individual Testing of children

Vineland Adaptive Behavior
Scale

Both of the children’s teachers rapidly returned the
Vineland Scales. According to Son’s scale, his teacher
rated him within the average range in Communication (94),
the borderline range in Daily Living Skills (74}, and the
above average range in Socialization (113). The Adaptive
Behavior composite was average at 92. The sub-domains about
which the teacher was most concerned were Personal and
Domestic Daily Living Skills. By reviewing the specific
questions, it appeared as if the teacher hesitated
estimating anything if he had not observed the performance.
It was obvious to both my assistant and me that Son was very
capable within the domestic sub-domain, and should have
scored at least adequate, bringing the overall Adaptive
Behavior higher within the average range. The teacher’s
comments were only positive, discussing how intelligent,
motivated and caring Son was. He respected others and
rules, and was very eager to please. He worked at or above
grade level in all his subjects.

Daughter’s teacher rated her average in Communication
(91) and in Daily Living Skills (103). The Socialization
domain was above average (116). The Adaptive Behavior
composite was average at 103. The only sub-domain where
problems were noted was Written Communication, which seemed

to be a direct reflection of her diagnosed learning
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disability. Two areas of strength were her Expressive
Communication, compensating for the learning disability, and
Domestic Living Skills. Both she and her brother were given
above average ratings for Coping Skills, within the
Socialization domain. The teacher’s written comments
indicated that she was supportive of Daughter. She saw her
as a very compliant child, eager to help, motivated to
learn, and intelligent. She was special because she was so
friendly and sociable. The teacher believed that she was a
pretty normal second-grade child.

When my assistant and I returned for the second
session, the children were finishing dinner. Daughter
rapidly consumed her meal so she could get started, and was
animated throughout the session. Son was more leisurely,
both in finishing dinner and completing the tests. Total
cooperation was given by both children. The children’s

scores on the objective tests are shown in Table 44.

Empathy scale

Son’s score on the Bryant Index of Empathy scale was
above average on the grade 4 male norms. The test was read
to Daughter, who also scored above average on the grade 1
female norms.
Piers-Harris Children’s
Self-Concept Scale

The profiles of the children’s scores on the

Piers-Harris Children’s Self-Concept Scale are included in

I3
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TABLE 44

FAMILY 209--CHILD TESTS

Scale Subscale Max imum Son Daughter
Score Gd. S.1 Gd. 2.1
EMPATHY 84° 15 81 16
z= 1.02 z= 0.75
PIERS- b
HARRIS Behavior 16 16 (95) 16 (95
Intellect 17 17 (98) 15 (81)
Physical 13 12 (91) 11 (84)
Anxiety 14 14 (97) 12 (81)
Popularity 12 11 (86) 9 (52)
Happiness 10 10 (90) 10 (90)
Total Scale 80 75 (98) 72 (95)
Siv
Support 45
Conformity 45 Too Too
Recognition 39
Independence 48 Young Young
8enevolence 45
Leadership 48

281 = male or female norms for Grade 1 on Y/N Bryant Scale with
score range = 0-22. 84 = male or female norms for Grade 4 on
Y/N 8ryant Scale, range = 0-22. “Figures in parentheses are
percentile ranks for the complete norming population.
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appendix D. Son’s profile demonstrated a very positive,
solid self-concept. 1In all areas, he was well above
average. The test was read to Daughter. She also
demonstrated a very positive self-concept, with all areas
well above average, except her confidence in her popularity,

which was just above average.

Projective tests

Son’s HFD was of a powerful, confident-looking boy.

Son appeared to be a well-behaved young man, who was trying
very hard to inhibit impulsive behavior, controlling his
aggression so that he was merely assertive. There appeared
to be a conflict over this control, as well as over normal
dependency issues versus a desire for independence.
Daughter’s HFD, which was of her best friend, "who is just
like me," was indicative of minimal brain dysfunction.
Daughter felt out of balance between her striving for
achievement and her learning disability. There was a
defensive quality to her drawing.

Both children’s KFD’s had the family watching
television together. Son drew them in the family room,
lying around. Mother was drawn first, lying on the couch,
while Son commented,"Dad’s usually on the couch and Mom’s in
the kitchen." Therefore, he purposely kept Mother as an
integral part of the family. Father and Daughter were lying
in front of Mother, separated from each other by the coffee

table. Son placed himself in the most distant position,
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separated from everyone by that table. Although no one was
looking at another, Son and Father were facing each other,
and Mother and Daughter were facing one another. He viewed
Daughter as a rather helpless child, and had Mother reaching
out for her. Daughter’s KFD had the family watching
television, lying together in one bed. She commented that
they do this a lot, and then proceeded to develop a story as
she drew her picture. She drew a table with cards,
explaining that they had just finished some games and "it’s
time to go to bed." The family was drawn left to right as
Father, Mother, Son, and herself. She said, "They are
watching a good program when the phone rings.®™ She then
drew a table with a phone ringing. "Dad says, ‘Don‘t answver
it,” and Mom is happy." Daughter appeared to have an
appropriate, positive image about her family and their
relationship with one another.

Son’s responses to the RATC tended to be short and
somewhat incomplete. His stories often had the theme of a
child getting into trouble, causing parental disappointment.
The Adaptive scale suggested an average reliance on others,
an ability to support others, an ability to set limits, and
an ability to identify problems. His ability to resolve
problems was immature for his age. His sense of self-
sufficiency was above average. The Clinical scale indicated
a very high level of depression, but a low level of anxiety.

Aggression, feelings of rejection, and unresolved feelings

¢
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were all within the average range. Daughter’s RATC stories
were unusually long and creative. It was difficult for me
to keep up with the notes as the stories were being told.
Daughter commented that she did not like stories to end
badly. This contributed to the length of her stories, as
she tried to find happy endings to obviously sad pictures.
Daughter’s profile indicated a very positive, if not overly
optimistic, outlook. She was somewhat dependent on others,
yet had a very strong sense of self-sufficiency, within the
Adaptive scale. She had an above average ability to support
others, set limits, and to identify problems. Her ability
to resolve was strongly average. Within the Clinical scale,
her level of depression was slightly above average, and her
anxiety was very low. Feelings of aggression and rejection,
and unresolved feelings were average for her age. The
profiles of the children’s RATC scores are included in
appendix E.

As my assistant and I prepared to leave, Daughter

animatedly said, "Come and see us soon."

Exit Int .
When my assistant and I returned for the final
interview, Father and the children followed us into the
house, as the children were just returning from dental
appointments. After the children excitedly shared good
reports with Mother, the family quickly settled down for the

interview. When asked to react to the sessions, Father
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began by commenting that he had had no problem with his
involvement. Son said he also had had no problems, but Art
was not his favorite subject. Daughter interjected that it
was hers, and she had had a lot of fun. Mother’s response
indicated that she had been thinking, not only about their
involvement, but also about the project as a whole. "This
is something that really needs to be done. We‘ve strived
really hard, and we’re real pleased."” She continued, with
some uneasiness in her voice, to say that she wanted to make
sure that they were "really O.K." seeking reassurance that
what they as a family were doing to cope was the right
thing. She had requested copies of the scored family tests,
and they were given to her at that time. I was very
comfortable in pointing out the family agreements, while
indicating that Son’s variance from this was normal at his
age. Father and Son smiled, while Mother’s eyes began
filling with tears in apparent relief and happiness.
Daughter immediately ran to her elbow to comfort her.
Mother assured Daughter that the tears were from happiness.

Mother shared her concern about Father and all he had
to do for the family. "He doesn’‘t spend enough time for
himself." She added that the children were helping more in
an effort to "ease up" time for Father. She also wanted to
be sure that I knew that Son had asthma. Daughter’s
learning disability had been focused on in the initial

interview, when discussing any problems the children might
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have, and Son had been overlooked.
This family was one of the most difficult to leave.
Daughter was disappointed that there were no other sessions,

and Mother and Father asked if they could keep in touch.

Family Summary

Family 209 consisted of the mother patient, the father,
a son age 11, and a daughter age 8. Son was 2 at the time
of diagnosis. Although fairly disabled, Mother was a very
positive, strong, hopeful person. Father was loving and
supportive. Son was openly frustrated by the behavioral
requirements necessitated by Mother’s condition, but still
pleasant and cooperative. Daughter was outgoing and happy.

The family inventories indicated that the parents
believed in the family’s joint intermnal strength, but
questioned their overall hardiness. They felt very capable
of coping with stress, complementing each other in their
coping strategies. All four viewed the family as of a
favorable family type.

The individual testing suggested that Son had at least
average cognitive ability, with strong socialization skills,
an above average level of empathy, and a very positive self-
concept. He was respectful and well behaved. Although well
adjusted, he had trouble with problem-solving abilities, and
displayed depressive tendencies. Daughter had average
cognitive ability, with a diagnosed learning disability,

strong socialization skills, an above average level of

é
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empathy and a very positive self-concept. She was compliant
and motivated, with a positive image about her family and
the interrelationships. She seemed very well adjusted, with
superior problem-resolution ability. Mild depressive

tendencies were evident.

Family 210
Family 210 was among the first to respond to the
initial mailing from the metropolitan clinic. The initial
inverview was fairly easy to arrange, even though it was the
holiday season. My assistant and I were warmly welcomed

into their pleasant condominium in the suburbs of a city.

Demographics

Family 210 consisted of the mother (the patient), age
51; the father, age 51; a daughter, age 28; a son, age 26; a
daughter, age 24; and a daughter, age 19. Father was a
stepfather, having married Mother in July of 1990, although
he had been a close family friend since 1984. Only the
youngest daughter still lived in the home. When this family
had volunteered for the study and been accepted for
inclusion, the youngest daughter was a senior in high
school. It was not realized until the first interview that
in the intervening period she had graduated. She had, in
fact, moved out of the home briefly, and then moved back
home out of a sense of responsibility toward her mother. As

she was still of high school age and living in the home, I
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decided that she could offer information related to the
upper limit of the designated age sample. Her siblings also
were high school graduates. The eldest daughter had a
family, and worked as grocery clerk and waitress; the son
had a new baby, and worked erecting signs for a billboard
company; the middle daughter was married, and worked as a
medical assistant. All three continued to live within a few
miles of home. These three elder children were not involved
in the research because they were past school age and not in
the home.

Mother was a high school graduate, and had taken
computer training. She had been a part-time beautician
until the necessary standing became a problem due to her MS.
At the time of the interview, she had recently taken a new
job as a part-time word processor. She worked 25 hours a
week, and occasionally did beautician work in her home. She
was a member of the local MS Society support group, where
one of the members had made her aware of this research.

When she received the packet of materials from the clinic,
therefore, she and the family readily accepted and returned
their materials.

Mother volunteered with a multidenominational
organization, whose mission is to clothe the needy. Father
graduated from high school. He had been the supervisor of
crowd control for the large, local university for 14 years,

working 50 to 60 hours per week. He said this did not allow
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him time for other activities.

Prior to public high school, the youngest daughter
(Daughter) had received a private Catholic education through
the eighth grade. Since graduation, she had been searching
for a job, and began one, as a computer record keeper for a
trucking company, between the first and second sessions.

Her only volunteer work was to babysit for her brother’s
infant. In fact, she was not present at the initial
interview, because she had made a commitment to babysit,
without consulting her mother, who claimed she had consulted
with Daughter before arranging the appointment. Using a
portable telephone, I was able to involve Daughter in the

interview.

tance

Father and Daughter were reported as enjoying good
health, although Daughter had had asthma as a child.
Mother’s MS was diagnosed in 1985. Mother had undergone
back surgery a few years earlier. Thus, when she began to
experience lower back problems, she suspected it was related
to that surgery. She returned to her neurosurgeon, who
suspected MS, and referred her to a neurologist. That
physician initiated a serious physical therapy program,
which seemed to worsen her condition. Father, at that time
a close friend to Mother, had been seeking answers, and
located a neurologist in the large metropolitan clinic.

This physician hospitalized Mother, and ran numerous tests

¢
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“"to rule out other problems." He confirmed the MS. Mother
was given an MRI, a spinal tap, a myelogram, auditory and
visual evoked potentials, and CAT scans, a rather unusual
combination of older and newer diagnostic procedures.

Although Mother felt more confident about this last
physician, she believed that doctors should have a better
way "to break it to you" than to say "I think you have MS."
Father believed that a pamphlet could be helpful in such
situations, and Mother agreed. Mother tried to find as much
information as possible as soon as she had received the
diagnosis. "I was not afraid to talk about it to anyone who
would listen."

Father seemed reluctant to respond to the question of
how he dealt with the diagnosis, finally answering, "OK, I
guess." As he continued, it became clear that he had been
worried about Mother. Mother added that he had been very
supportive. The oldest child was 20, and already out of the
home, at the time of the diagnosis. The son was 18, the
middle daughter, 16, and Daughter was 11. Although Mother
said she shared the diagnosis with the children, neither
Daughter nor the son, who stopped in briefly, gave me the
impression she actually had. Mother seemed in awe when she
discussed how the middle daughter had kept their home
together while Mother was in and out of the hospital, and
upon her final return home. Daughter remembered her sister

as being "very bossy, but organized."
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Mother’s father had been diagnosed with cancer within 2
months of her diagnosis. She began crying, as she shared
how difficult that time had been for her mother, because she
wanted to be with both husband and daughter. Father quickly
provided Mother with a tissue. Her siblings had been
supportive, but mostly through the telephone. Father’s
brother and sister-in-law helped with food and child care
while Mother was in the hospital. Father’s mother was
supportive and concerned.

Mother shared that the eldest daughter had left home
"on a bad note," and had removed herself from the family.
She "knew" about Mother’s MS, but there was no explanation
as to how she had gained this information. She visited, but
did not offer to help in any way. Mother added that this
daughter had never done much even when she was at home.
Mother continued by saying that the middle daughter "just
did things without being told." Father nicknamed her
"Mother Two."

Daughter, being only 11 at the time of the diagnosis,
seemed to be tagging along with her caregiver sister.
Mother said she knew Daughter was concerned, but she did not
know whether or not she was afraid. I had to ask Mother
about the son, and she answered that he had done the yard
work and cared for the dog. When the son briefly joined the
interview, I asked what was his memory of that time. He

said he did not know what his mother had. "I worry about
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her a lot anyway," and he was obviously very worried at that
time. "I asked somebody about whether it would kill her."

Daughter’s memories were added a little later. She
remembered being very afraid because her mother was in such
obvious pain and she did not understand what was wrong with
her.

Although the parents regularly attended church, they
found no source of support there. When Mother owned her own
beauty shop, the clients were physically supportive, helping
hold her up as she worked on them with her poor balance.
Father’s employers did not complain if he needed time to
help Mother. "I work so many hours, how could they?" Both
parents emphasized the importance of their friends. "They
came through better than the family." One had given a fund-
raiser to help pay Mother’s bills. They felt they did not
lose any, and most became better friends.

When asked how the family might have changed as a
result of Mother’s MS, there was a long pause before Father
replied that they have all had to realize what Mother’s
limits were, and they had "handled it.™ It had not affected
his decision to marry her. He had never been married
before, and had apparently gradually taken over many

responsibilities even before they married.

Symptoms

Before Mother began experiencing problems with her

back, her feet began to fall asleep, and then the numbness
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climbed up toward her chest. There was no weakness at the
time of the interview. Then her back had started hurting.
She described the pain as "burning," and nothing had been
able to alleviate it. The numbness stabilized along her
left side and began to cause weakness, which resulted in two
leg fractures due to falling. She described herself as
unsteady due to her balance problems, frustrated with
bladder incontinence, and feeling "real draggy."
Periodically, she suffered from blurry vision, muscle
spasms, and leg jerks. Mother was rather non-committal
about medications, not sure exactly what she had taken and
not sure whether they were useful or not. Her walking
showed no obvious evidence of the chronic pain which she
discussed. In observation, a slight drag of her left leg
and hesitance in her walk were the only indications of the

MS.

Assistance

Mother had had short-term housekeeping help as
necessitated by her condition. Father and Daughter also
helped. The only child-care help Mother had was with the
middle daughter. She required no personal assistance, but
sometimes used a cane when away from home. She was on
Social Security disability until she earned too much money
from her part-time computer processing job. She had tried
to get back on it, but was denied, and was told by the

Social Security office, "You are not, and have never been,
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disabled."™ This infuriated Mother and Father.

Mother received medical insurance coverage through
Father’s job. No one had received counseling, although
Mother said her ex-husband, the children’s father, had had
"an alcohol problem." Before the testing began in the
second session, Mother asked to speak privately with me,
explaining that her ex-husband had been an alcoholic and had
died from complications of that disease. The son was very
protective of his father, and had, himself, suffered from
some alcohol problems. Mother had not wanted to discuss
this in front of the son for fear of starting an argument.

Description of Daughter by
Parents

According to Mother, for a teenager, Daughter could be
very mature and level-headed, although she had made a few
poor choices in her life. Of all her children, Daughter was
the "most caring and sensitive.™ Academically, Daughter was
on the honor roll most of the time. She behaved very well
at school, and never had any problems there. Although she
was very social, she tended to have only one good friend at
a time. Mother added that, when she fell, she found her
best coping skill to be laughter. Daughter became very
angry when Mother laughed at her own clumsiness. "She’s

hurt herself in the past, and I’'m worried about her.™

The Family Tests
All family members included in the study took all

¥
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tests. The instructions given were as amended for family

208. Table 45 gives the results of the family tests.

i1 lardi !

Father’s FHI scores were well above average, and
well above Mother’s and Daughter’s. Considering the
circumstances, it seemed as if he was trying very hard to
become a member of the family and to give the appearance of
a strong, united family. Mother and Daughter, however,
appeared more realistic with scores slightly above and below
average, respectively. Both Mother and Daughter, like
Father, scored high in their beliefs that they were mutually
strong. Mother and Father had more confidence in the family
than did Daughter. Mother and Father also scored higher
than Daughter on approaching the challenges of life in a
positive manner. Father and Daughter felt less subject than
Mother to external forces over which they had little
control.

There are only 2 items of the 20 where Mother’s and
Father’s answers differed greatly. Both relate to the
degree of control exerted by external factors. Of the 5
items on which Daughter differed greatly from one or both
parents, 2 are those just mentioned, on which she was closer
to Father. The other 3 are delineated in Table 46. The
last 2 are clearly a function of her growing independence.

All three gave identical responses to seven items.

They are all related to the family’s strength, working

L4
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TABLE 45

FAMILY 210--FAMILY TESTS

Scale Subscale Maximum Patient Spouse Daughter
Score (Mother) (Father) Gd. 13
FHI
Cooriented-
Commitment 24 19 22 20
Conf idence 12 11 12 8
Challenge 15 13 14 10
Control -
Externat 9 6 9 8
Total 60 49 (592 ST (™ 46 (62)
F-COPES
cquiring-
Social Supp. &5 38 (9N° 301 37 (9%
Reframing 40 32 (69) 36 (92) 34 (90)
Seek1ng-
Spirit. Sup. 20 13 ¢13) 18 (79) 10 (09)
Mobilizing 20 19 (99) 16 (94) 11 (62)
Passive-
Appraisal 20 16 (99) 14 (9N 17 (99)
Total 145 118 (97) 114 (95) 109 (93)
FACES-iI
Cohesion 80 59 (4)° 68 (6) &6 (2)
2=-0.70 2=0.37 z=-1.12
Adaptability 70 46 (5) 52 (6) 38 (2)
2=-0.59 2=0.32 1=-0.94
Family Type - €6.9) 6) (2)

3 Numbers in parentheses are percentile ranks from the appropriate
norms: One overall norm for total score only. umbers 1n parentheses
are percentile ranks from the apgropriate norms: norms are for adults
or adolescents, male or female. "Numbers in parentheses are from
Linear Scoring Model (figure 2).

v
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TABLE 46

FAMILY 210--SELECTED FHI RESPONSES®

Mostly Mostly Not
False False True True Applic
2. It is not wise to plan ahead and hope P,Sp 0
because things do not turn out anyway.
S. We have a sense of being strong even when All
we face big problems.
6. Many times | feel I can trust that even in ALt
difficult times things will work out.
8. Ve do not feel we can survive if another ALl
problem hits us.
11. We strive together and help each other no All
matter what.
12. When our family plans activities we try 0 P Sp
new and exciting things.
14. We tend to do the same things over and All
over_..it's boring.
15. We seem to encourage each other to try P.Sp
new things and experiences.
16. It is better to stay at home than go out Atl
and do things with others.
17. Being active and learning new things are ALl
encouraged.

a1>=Patieﬂt: Sp=Spouse; D=Daughter; S=Son; All=All family members.

¢
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together, and seeking ways to keep life interesting.
Family Crisis Oriented
Personal Scales

Oon the F-COPES, all three showed a very high level of
problem-solving abilities. They all effectively accepted
the problematic issues which faced them, minimizing
reactivity. Mother and Daughter utilized social support as
a coping skill at an even greater level than did Father, who
was well above average. Mother and Father were much more
likely to mobilize the family to acquire and accept help,
though Daughter was still above average. Although Mother
was above average in her ability to redefine stressful
events in order to make them more manageable, Father and
Daughter were much above average. Father, who proudly
discussed his Irish Catholic upbringing during the first
session, felt strongly about utilizing spiritual beliefs for
support, whereas Mother and Daughter placed a low value on
this.

There were six items on which Mother’s and Father’s
responses disagreed greatly, whereas Daughter was in close
agreement with one or the other. Items of interest are
shown in Table 47. Daughter was in agreement with Mother,
in opposition to Father, on items 5, 26 and 27. On item 25,
Daughter and Father were in opposition to Mother. There
were three items to which all three gave identical answers.

These were items 3, 20 and 28.
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TABLE 47

FAMILY 210--SELECTED F-COPES RESPONSES®

Strongly | Moderate Moderate Strongly
Disagree | Disagree Neither Agree Agree
1. Sharing our difficulties with Sp P.0
relatives.
3. knowing we have the power to solve ALl
major problems.
5. Seeking advice from relatives. Sp P,0
20. Doing things with relatives. ALt
25. Asking relatives how they feel [ Sp,D
about problems we face.
26. Feeling that no matter what we do 4 1] Sp
to prepare we will have
difficulty handling problems.
27. Seeking advice from a minister. D P Sp
28. Believing if we wait long enough Att
the problem will go away.

°P=Patient,- Sp=Spouse; D=Daughter; S=Son; All=All family members.

¢
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Family Adaptability and
Cohesion Evaluations
Scales-II

Differences were most evident on the FACES-II. Mother
and Father both saw the family as flexible on the
Adaptability dimension. Mother believed they were
separated, whereas Father saw them as connected on the
Cohesion dimension. Mother’s family type was on the border
between mid-range and moderately balanced, whereas Father’s
was moderately balanced. Daughter saw the family as
disengaged on the Cohesion dimension and as rigid on
Adaptability, giving a family type of extreme.

Oof the six items on which the parents’ responses
differed greatly, three are displayed in Table 48, with
other items of interest. Although Mother felt comfortable
discussing her problems with other people (for example her
clients), she did not necessarily feel close to them. Of
the 30 items on the instrument, there were 17 on which
Daughter was in strong disagreement with one or both
parents, usually both. The majority of these seem to be a
reflection of her natural separation from the family proper.
There were two items of interest, numbers 2, and 22. Item
25 was the only one on which their responses were in

complete agreement.

Individual Testi x ht
The high school from which Daughter had recently

graduated quickly returned the requested information of the

¢
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TABLE 48

FAMILY 210--SELECTED FACES RESPONSES?

Almost Oonce in Some- Freq- Almost
Never Awhile times vently Always

2. In our family,it is easy for everyone to 0 Sp P
express his/her opinion.

3. It is easier to discuss problems with Sp 0 (4
people outside the family than with
other family members.

19. Family members feel closer to people b Sp
outside the family than to other family
members.

22. In our family, everyone shares 0 P Sp
responsibilities.

25. Family members avoid each other at home. Al

26. Whem problems arise, we compromise. ] Sp P

aP:Patient: Sp=Spouse; D=Daughter; SzSon; All=All family members.

¢
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latest IQ standard score. This was 107, which was average,
based on the California Test of Basic Skills, form 4, Test
of Cognitive Skills.
When my assistant and I returned for the second
session, Mother and Father left for a holiday party. Due to
Daughter’s age, this was no problem. Table 49 gives the

results of Daughter’s objective tests.

Empathy scale

Daughter was administered the Mehrabian Emotional
Empathetic Tendency Scale. Her score was well above the
mean, indicating a very strong ability to empathize.
Survey of Interpersonal
Values

Oon the Benevolence subscale of the Survey of
Interpersonal Values, Daughter scored very much above
average, demonstrating a very highly developed sense of
altruism. This was the only value on which she placed above
average importance. The values of Receiving Recognition,
Feeling Supported, Independence, and Conforming were
somewhat below average. The value of Leadership was much
below average.
Piers-Harris Children’s
Self-Concept Scale

The profile of her scores on the Piers-Harris
Children’s Self-Concept Scale is shown in appendix D.

Overall, Daughter had a positive self-concept. However, she

¢
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TABLE 49

FAMILY 210--CHILD TESTS

Scate Subscale Max imum Daughter
Score Gd. 12.9+
EMPATHY [ 92
= 2.29
PIERS-
HARRIS Behavior 16 16 (95)°
tntet lect 17 11 (38)
Physical 13 9 (60)
Anxiety 14 S (11)
Popularity 12 4 (O
Happiness 10 8 (56)
Total Scale 80 52 (46)
Siv
Support as < 16 w0)?
Conformity [3] 14 (36)
Recognition 39 12 (45)
Independence 48 12 (38)
Benevolence 45 29 (97
Leadership 48 7 (2N

:N = Mehrabian overall norms with score range = -132 to +132.
Figures in parentheses are percentile ranks for the complete
norming population. S** = Grade 9 vocational norms, male or
female; * = Grade 11 and 12 norms, male or female. Figures
in parentheses are percentile ranks for the appropriate norms.

;
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felt more anxious and less popular than the average
adolescent. She felt very confident about her behavior, and
was in the average to slightly above average level of
confidence concerning physical appearance, happiness and

satisfaction, and intellectual status.

Projective tests

Daughter was pleasant and comfortable during the
Projective testing, easily discussing herself and her
family. Within the prior 6 months, she had broken a long-
term relationship and had returned to the home. Although
she admitted that she struggled to recover from the break-
up, she claimed she had returned home out of guilt and
responsibility toward Mother. She admitted to not
particularly liking Father, and to fearing that he was not
caring for Mother in the fashion she needed.

Daughter’s HFD suggested that she felt unbalanced, if
not unstable, in her life. There were indications of
striving for power and a desire for open interaction. She
realized, while drawing, that her figure looked "deformed,"
and she tried to correct this, but was unsuccessful.

For her KFD, Daughter drew the family eating together
at home. She said that is the only time they do something
together. She stated that she did not even like to watch
the television shows her parents liked. She drew herself
first, on the left, smiling, and glancing to the side.

Father was drawn small, in the middle, facing into the

¢

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



318
picture, and not recognizable. She pointed out she had
drawn only his head, hands, and feet. This seems to be a
blatant expression of her resentful feelings toward Father
and her apparent desire for him to be a non-entity in the
family. Mother was drawn to the right, opposite Daughter,
with a disinterested look, also glancing to the side. No
one was really looking at another, but Daughter and Mother
appeared to be reaching out to each other.

Although the RATC norms were not valid for this young
lady, the instrument was administered to be used
qualitatively, in order to maintain the consistency of the
basic protocol. I was impressed with the gentle quality
Daughter instilled in her stories. She seemed to be
functioning in a very emotionally healthy manner, capable of
coping effectively with aversive situations. She would tend
to rely on herself, rather than others, to overcome
problems. Her stories reflected anxiety and unhappiness, as
well as strong caring for others.

When the testing was completed, Daughter discussed how
Mother’s MS had affected the family. She claimed she did
not remember much before Mother developed the MS; but she
believed that things became harder for the family. She
remembered being scared because she did not understand what
was wrong with Mother. Her next older sister had taken on a
lot of extra responsibility, and Daughter had tried to help

her as much as possible. ™Anyone who lives at home now has
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to pitch in more." She said that she was helping Mother
with the house cleaning, laundry, dishes, dinner, and taking
her places. Daughter did not seem frustrated or in the

least bit angry that she was doing these things.

Exi iew

When my assistant and I returned for the final
interview, Father met us to help us over the ice and snow
into the house. Mother began by pointing out that "this had
brought up some feelings I‘’d let go." She believed that the
research was needed. Father added that people tended to
forget the bad times. "This gave me more perspective."

Even though they had been through the difficult diagnosis
and adjustment together, he admitted that he tended to take
things for granted. Daughter was observed smiling as she
listened.

Father continued by saying that he believed the
relationship between him and Mother had grown in strides
from where they had been to where they now were, and he
intended to continue working on it. At that point, Mother’s
eyes were observed to be filling up with tears. She wiped
her eyes and added that she appreciated the thoroughness of
the interview. "If you’d just asked ‘How was your
experience?’ I wouldn’t have said nearly as much. Most
people who ask how I’m doing really don‘t care." At this
point, her eyes again filled with tears. Daughter said that

everything had been all right with her, and she had
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appreciated the opportunity to talk with someone about it.

Mother closed the interview by pointing out that she
had been away from her family of origin and on her own for a
number of years before her problems with the MS began. That
experience had helped her cope. "It would have been a
completely different situation if I had still lived near my
family." She seemed to have a wistful attitude, suggesting
grief over not being closer to her family; but this was
balanced by an obvious sense of pride that she had
accomplished so much on her own. I pointed out that raising
four children on her own surely had been a difficult task,

and tried to reinforce Mother in her feelings of success.

Family Summary

Family 210 consisted of the mother patient, the father,
three daughters ages 28, 24 and 19, and a son age 26. Only
the youngest daughter was included in the study. She was 11
at the time of the diagnosis. Father had been close to the
family since before the diagnosis, and became the stepfather
3 years prior to the study.

The family tests revealed that Mother and Father had
more confidence in the family than did Daughter; but Mother
and Daughter had greater faith in their mutual strength.

All three believed they had strong coping ability. Mother
and Father viewed the family as of a favorable family type,
but Daughter saw them as extreme.

Individual testing indicated that Daughter had average

¢
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intelligence, a positive self-concept, a very strong ability
to empathize, and a very highly developed sense of the value
of altruism. She seemed to have developed an adequate value
system. Although Daughter was well adjusted, and able to
cope with aversive situations in a mature fashion, she did
appear to be suffering from anxiety and depressive
tendencies. It is just as likely that these could have
resulted from her recent termination of an engagement, and
the consequent return home to a stepfather whom she did not

appreciate.

Family 211

Family 211 had responded to the mailings from the local
clinic. Despite the fact that I was a year and a half late
in contacting the family (due to misplacing their
materials), the family was still very willing to participate
in the study. Because the son was very involved in
athletics, there was some difficulty arranging appointments.
The son had no problem giving up some of his valuable free
time to participate. The family lived in a very old, rural

home which they had renovated.

Demographics

Family 211 consisted of the mother (the patient), age
43; the father, age 44; a son, age 22; a daughter, age 19:;
and a son, age 16. Only the youngest son still lived at

home. The parents were married in October of 1968. The

’
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eldest son was in his fifth year of college, studying
business. He was married and had a new baby. The daughter
was in her second year of college, studying to become an
elementary teacher. The youngest son (Son) was a sophomore
in the local high school. He was the only one of the
children included in the study, because the others were past
school age. The family attended a rural Mennonite church.

Mother was a high school graduate, and had worked 13
years in the hardware store of which their family was part
owner. She had always worked part time--no more than 24
hours per week. She was a clerk and buyer for the store.
She served as a volunteer visitor for the church. She
preferred to spend her free time sewing, gardening, and
cooking at home. Father graduated from high school, and had
been manager of the family hardware store for 14 years. He
averaged 50 hours per week on the job. He belonged to the
local retail merchants’ association, was an elder of the
church, and a Director of a local bank. He volunteered for
many church activities, and especially enjoyed teaching
Sunday School. At school, Son was in the German club, on
the Student Council, and participated in cross-country,
track, and basketball. He was a member of the church youth
group, and worked as a bag-boy in a grocery store. He
pointed out that he and Father ran together daily. Father
happily agreed, and added that the family sang together

every evening.

¢

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



323
Diagnosis and Acceptance

Father was reported as healthy, but Son struggled with
chronic bronchitis. Mother’s MS was diagnosed in 1980.

When she began to experience numbness in her left hand and
arm, she sought help from the neurologist in a large city
who had diagnosed her sister with MS the previous year. He
placed Mother in the hospital, where they performed a spinal
tap, an EEG, visual and auditory evoked potentials, and a
conmplete neurological exam. "They weren’t really sure; but,
by disqualifying everything else, they told me I probably
had MS."® The doctor did not provide any support, and told
her "there’s nothing, really, that can be done." Mother
changed to a local neurologist for follow-up care and, at
the time of the interview, was switching to a third, because
this second doctor "did not seem interested in me."

Mother believed she handled the diagnosis "pretty well,
but I get really frustrated sometimes."™ Father added that
he felt she had done admirably well. Mother tried to keep
her mind busy, so she would not dwell on the problems.
Father admitted he also became frustrated and impatient. "I
want to be sensitive . . . and she helps me to be
sensitive." Mother responded that it had been very helpful
to have a loving, kind husband. Father added "Well, I‘m in
it for the long haul."”

The children were 9, 6, and 3 at the time of diagnosis,

and were not really told much about Mother. They were
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basically just asked to help out around the home. It was
difficult to obtain cooperation from the daughter, but she
did help. Son had been the greatest help, even when very
young. Motler said, "He helps me out so much." Father
added that he was like a "built-in maid." When asked if all
this responsibility around the home was a problem for him,
Son answered, “Sometimes it bothers me; but it really
doesn’t take much time." As a nuclear family, they found
they had to let Mother take a rest; but, from the way Father
shared the information, it would appear that this was rather
difficult to accomplish.

In response to the question as to how the family had
changed as a result of the MS, after a brief thought, Father
replied for the family. "It has kept us closer to home--we
used to take off for the weekend. It has kept us closer to
the church--we rely on their moral and prayer support. It
has made our family closer--we keep in contact once or twice
a week." Mother and Son nodded agreement, and Mother added,
"My garden’s smaller, and I have a riding mower."

Mother'’s parents had been concerned and very
supportive. However, her sister had deteriorated quickly
and required more attention. She pointed out this sister
always had required a lot of attention and had never really
helped herself. Her husband had left her because of the MS,
and she was raising a son, who was a very good friend of

Son. Son added that they lived nearby, and his cousin "is a

-
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good kid, but my aunt is a complainer." His parents agreed.
Mother’s other sister and her brother were concerned, but
physically distant and unable to do much. Father said he
had never really told his parents--"they just seemed to
know." They have been supportive, as have his siblings. He
was the middle child of 13 in an Amish family. Although he
and seven siblings had left the Amish church, they all
continued to be physically and emotionally close to one
another. His family rallied to help whenever needed.

As part-owners of the store where both work, they were
able to adjust their hours as needed for Mother’s condition
and necessary appointments. The people in their church were
understanding, but it was '"no big issue."™ The church family
had held an anointing service for Mother soon after the
diagnosis. She seemed disappointed that she could no longer
sing in the choir because of her inability to stand for long
periods. When asked about friends, Mother spoke only of
their Amish neighbors, with whom they were just becoming
acquainted. They did not seem to have a supportive group of
friends, because they focused so much on the family as the
support group. Father said, "We would only ask family for
help; we wouldn’t let friends do anything for us."
Interestingly, while the interview was being held, a plate
of cookies from a neighbor appeared in their breezeway, to

the delight of Mother.
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S Ooms

The numbness in Mother’s left hand and arm had
remained, and she had begun to experience some numbness in
her right side. Periodically, she experienced blurry
vision. She suffered from dizziness and poor balance,
combined with poor leg coordination. She had begun to
experience foot and leg cramps, and bladder spasms. From
the beginning of her problems, she had overriding fatigue.
Although Mother had taken only few medications, she felt
they had been beneficial. Although she wanted to be
considered for the trial with Betaseron, her physician would
not refer her, because he did not approve of the lottery
approach the drug company was using to decide who could be
prescribed this drug. Mother’s walk was observed to be
somewhat hesitant and shaky. The house was designed and the
furniture arranged in such a fashion that she had something

to aid her balance throughout the house.

Assistance

Father and Son felt that Mother tended to do too much.
"She’s a little compulsive about cleaning, when she’s
alone," Father shared. Mother laughed, and admitted to
having been a "workaholic"™ before the onset of her MS.
Spring cleaning was a major undertaking in this home.
Father’s sisters did most of it. They also helped Mother
with her summer gardening. Mother’s mother had helped a

little with child care when the children were younger.
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Mother required no personal assistance. Her medical
insurance was through their business. There had been no
alcohol or drug problems, and no one in the family had

sought professional counseling.

Description of Son by Parents

Son said he did "pretty well” in school. Mother
pointed out that he was always on the high honor roll.
"Everybody likes him." Mother continued that he never got
in trouble and always had a lot of friends. Father added
that Son was often chosen by his peers to represent them.
"He has gifts that maybe the others ([siblings] had, but they
never exercised them." He was described as a very self-
motivated, dedicated young man. Son apologized about
needing to take the family tests quickly in order to meet an
appointment. After he had left, the parents explained that
he was taking a friend to a movie. This young man had very
few friends, and those he had were a bad influence. Son had
met this friend through track, and wanted to try to be a
help to him. This information reinforced the positive

impression which my assistant and I had formed of Son.
The Family Tests
All family members included in the study responded to

all tests. The instructions given were as amended for

family 208. Table 50 gives the results of the family tests.

¢

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



328

TABLE SO

FAMILY 211--FAMILY TESTS

Scale Subscale Maximum Patient Spouse Son
Score (Mother) (Father) cd. 10
FHI
Cooriented-
Commi tment 24 21 2 21
Conf idence 12 11 12 11
Chal lernge 15 11 14 8
Control -
External 9 6 8 4
Total 60 49 (592 56 (95) 44 (29)
F-COPES
Acquiring- b
Social Supp. 45 38 (97 30 (71) 37 (96)
Reframing 40 26 (15) 29 (35) 32 (T
Seeking-
Spirit. Sup. 20 19 (86) 17 (66) 20 (99)
Mobilizing 20 17 (94) 12 (57) 16 (98)
Passive-
Appraisal 20 16 (99) 19 (99) 17 (9
Total 145 116 (95) 107 (87) 122 (99)
FACES-I1I
Cohesion 80 73 (" 7% (8) T (N
2=0.96 z=1.08 z=1.60
Adaptability 70 57 (N 53 (6) 48 (5)
=1.08 2=0.47 1=0.33
family Type - (¥4) N 6)

3 Numbers in parentheses are percentile ranks fgom the appropriate
norms: One overall norm for total score only. ~Numbers in parentheses
are percentile ranks from the apgropriate norms: norms are for adults
or adolescents, male or female. "Numbers in parentheses are from
Linear Scoring Model (figure 2).
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Family Hardiness Index

Mother and Father differed considerably on their
overall FHI percentile rank. Whereas she was above the
average for the norming sample, he was well above that. Both
parents had a positive belief that the family was mutually
strong and had confidence in their family. Father scored
slightly higher than Mother in approaching the challenges of
life in a positive manner, and on not feeling subject to
external forces over which they had little control. Son
scored below average on the total scale. This was due
mainly to fairly low scores on the Challenge and Control
External subscales. He apparently felt more overwhelmed by
the challenges of life and less in control of external
factors. Like his parents, however, he had confidence in
his family and believed they were mutually strong.

In comparing responses to specific items, there was
only one on which the parents’ responses disagreed greatly.
This was item 1, "Trouble results from mistakes we make," to
which Mother responded "True® and Father responded "Mostly
false." Son agreeed with Father on this item. There were
two items on which both parents responded "False," but Son
failed to commit himself by responding "Not applicable."
These were item 16, "It is better to stay at home than to go
out and do things with others;" and 20, "We realize our
lives are controlled by accidents and luck." There were 13

items to which the parents responded identically, and on 8
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of these Son was in complete agreement with them.
Basically, these items reflected the family’s positive
outlook on life and the members’ strong sense of
togetherness as they coped with stress.
Family Crisis Oriented
Personal Scales

The entire family scored extremely well on the Family
Crisis Oriented Personal Scales, indicating well-developed
problem-solving and coping skills. The only subarea which
was below average for the parents was Reframing, where
Mother was even lower than Father. The subarea reflecting
their strongest mutual coping ability was Passive Appraisal,
effectively accepting problematic issues, minimizing
reactivity. Mother and Son utilized social support as a
coping skill at a greater level than Father, who still saw
it as important. Mother and Son believed more strongly than
Father in the value of mobilizing the family to acquire and
accept help. Although all family members had expressed,
during the first interview, the importance of their
spiritual beliefs, this was reflected more strongly by Son
and Mother than by Father, who was still above average.

on the seven items to which the parents’ responses
differed greatly, Son was in close agreement with Mother on
five and with Father on two. The five reflect Mother’s and
Son’s greater willingness than Father’s to seek and request

help, although they were less willing than Father to seek
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help from professional sources. The other two are items 12
and 15 as displayed in Table 51, which shows some items of
interest. There are three items on which the parents’
responses were in total agreement, but Son varied greatly.
Two seem important to mention, items 22 and 26. There were
nine items to which the family members responded
identically. Six of these were related to their strong
belief in the importance of relatives, close friends and God
as sources of support. The other three were items 17, 28
and 24.
Family Adaptability and
Cohesion Evaluation
Scales-~II

The FACES II instrument clearly demonstrated how well
the family worked together as a unit. Mother and Father saw
the family type as balanced, and Son saw it as moderately
balanced. They all viewed the family as very connected on
the Cohesion dimension. On the Adaptability dimension,
Father and Son saw the family as flexible, and Mother saw it
as very flexible. Table 52 delineates items of interest.

Mother’s and Father’s responses differed greatly on
only three items. These were in items 6 and 30, where Son
agreed with Father:; and item 15, where Son was closer to
Mother. Son disagreed markedly with both parents on three
other items, numbers 4, 20 and 24. On eight items, their
responses were identical. These items reflect the family’s

supportiveness of one another and togetherness, and their
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TABLE 51

FAMILY 211--SELECTED F-COPES RESPONSES?

Strongly
Disagree

Moderate
Disagree

Neither

Moderate
Agree

Stromgly
Agree

1. Sharing our difficulties with

relatives.

ALl

2. Seeking encouragement and support

from friends.

Atl

7. Knowing we have the strength within

our own family to solve our
problems.

All

12.

Vatching television.

sp,S

15.

Accepting stressful events as a
fact of life.

Sp.S

16.

sharing concerns with close
friends.

All

17.

Knowing luck plays a big part in
how well we are able to solve
family problems.

ALl

22.

Believing we can handle our own
problems.

2.

pefining the family problem in a
more positive way so that we dc
not become too discouraged.

Atl

Asking relatives how they feel
about problems we face.

Att

26.

Feeling that no matter what we do
to prepare we will have
difficulty handling problems.

28.

Believing if we wait long enough
the problem will go away.

AlL

30.

Having faith in God.

Atl

aP=Patient: Sp=Spouse; 0=0aughter; S=Son; All=All family members.

«
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TABLE 52

FAMILY 211--SELECTED FACES RESPONSES®

Almost
Never

Once in
Awhile

Some-
times

Freq-
uently

Almost
Always

1.

Family members are supportive of each
other during difficult times.

All

4.

Each family member has input regarding
major family decisions.

Se

6.

Children have a say in their discipline.

sp,s

7.

Our family does things together.

All

15.

Ve have difficulty thinking of things to
do as a family,

Se

17.

Family members feel very close to each
other.

ALl

19.

Family members feel closer to people
outside the family than to other family
members.

All

20.

Our family tries new ways of dealing with
problems.

Sp

2.

It is difficult to get a rule changed in
our family.

Sp

5.

Family members avoid each other at home.

Att

26.

Vhem problems arise, we compromise.

Atl

27.

Ve approve of each other‘’s friends.

All

28.

Family members are afraid to say what is
on their minds.

AlL

3o.

Family members share interests and
hobbies with each other.

Sp.S

°9=Patient: Sp=Spouse; D=Daughter; S=Son; ALl=All family members.

¢

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.




334

ability to be individuals within the strong family.

ividua est] of S

The high school which Son attended returned the letter
requesting the latest IQ standard score with the information
from the Indiana Statewide Testing for Educational Progress.
His IQ was 126, which was within the superior range.

When my assistant and I returned for the second
session, the family was just returning from a restaurant and
three of Son‘s friends were also waiting for him. Without
hesitation, he kindly asked them to leave, because he had
another obligation. Son reportedly had been very ill during
the time between sessions, and was still suffering some of
the symptoms. Despite this, he warmly welcomed us and
readily began working. Table 53 gives the results of Son’s

objective tests.

Empathy scale

Son was administered the Mehrabian Emotional Empathic
Tendency Scale. He scored above the mean, indicating a
strongly developed sense of empathy.
Survey of Interpersonal
Values

on the Benevolence subscale of the Survey of
Interpersonal Values, Son scored above the 99th percentile,
indicating that he highly valued altruistic behavior. The

values of Conformity and Feeling Supported were above
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TABLE 53

FAMILY 211--CHILD TESTS

Scale Subscale Max imum Son
Score Gd. 10
EMPATHY [ 33
z= 0.45
PIERS- b
HARRIS 8ehavior 16 16 (95)
Intellect 17 16 (90>
Physical 13 11 (84)
Anxiety 14 10 (58>
Popularity 12 10 (69)
Happiness 10 9 (7>
Total Scale 80 72 (95)
Siv d
Support 4s € 17 61
Conformity 45 18 (65)
Recognition 39 11 (37)
I ndependence 48 10 (14)
Benevotence 13 29 (99
Leadership 48 5 (06)

:)1 = Mehrabian overall norms with score range = -132 to +132.
Figures in parentheses are percentile ranks for the complete
norming population. S** = Grade 9 vocational nors, | male or
female; * = Grade 11 and 12 norms, male or female. Figures
in parentheses are percentile ranks for the appropriate norms.

¢
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average, whereas the value of Receiving Recognition was
below average. The values of Independence and Leadership
were well below average.
Piers—-Harris Children’s
Self-Concept Scales

According to the Piers-Harris Children’s Self-Concept
Scales, Son had a very positive self-concept. The profile
of his scores on the Piers-Harris Children’s Self-Concept
Scales is included in appendix D. He was above average on
all of the subscales, with Behavior, Intellectual and School
Status, and Physical Appearance and Attributes being well
above average. Happiness and Satisfaction, Popularity, and
Freedom from Anxiety also demonstrated a very positive level

of comfort with himself.

Projective tests

Son was very pleasant and open in his discussion. The
HFD of the Projective tests indicated that Son had strong
inner control and positive interpersonal relationships.
Dependency issues were beginning to cause a sense of
imbalance, as he entered adolescent striving.

As Son began drawing his KFD, he commented that he
liked to draw; but his cousin, whose mother also had MS, was
an excellent artist. He said that the art teacher had
told his cousin he could probably get an art scholarship to
college, which was a relief to his family. Son drew the

family eating dinner, first carefully drawing the table and

&
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food. Then he drew Mother on the left, himself in the
middle, and Father on the right, facing Mother. He pointed
out that these were really their positions at the table.
The drawing is most indicative of Son‘’s organizational
tendencies.

Although Son’s responses throughout the RATC were
short, they were very complete. His stories had helpful,
patient parents and hard-working children. The profile of
his RATC scores is included in appendix E. The Adaptive
scale demonstrated that Son had good resources to cope with
aversive situations. He had above average reliance on
others, but also had a very strong ability to depend on
himself. He had an average ability to support others. With
very strong limit-setting skills and problem-solving
ability, he was able to resolve problems in an appropriate,
mature fashion.

The Clinical scale indicated an above average level of
depression and anxiety, which seemed to have resulted from
his drive to succeed and please others. This level of
anxiety revealed by the projective test was in contrast to
the self-reported feeling free from anxiety on the Piers-
Harris. There was also an above average level of feeling of
rejection, which was apparently based on peer relationships,
particularly with girls. He had commented, at one point,
that "girls are really hard to figure out." Feelings of

aggression, and unresolved feelings, were within the

¢
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average range.

Son reported that he had been the only child at home
for the preceding year and a half, but did not believe much
had changed. I said that I had gotten the impression that
Son had always been a great help in the home. He nodded,
but made no reference to whether his siblings had helped
much while living there. He did not think that the family
changed much after Mother’s diagnosis, admitting that the
changes may have occurred slowly and subtly. He shared that
he was very scared about his Mother at first, because of his
aunt’s condition. He slowly realized that MS came in
different forms. When asked if he had ever worried about
Mother dying, he claimed he had not, then added, "But I
really didn’t want to think about it." He felt that he and
his cousin were great support for each other. They did not
talk about it; each just understood what the other was going
through. When asked if his cousin had to do a lot to help
his homebound mother, he said "No, she has help that comes

in; but he’s there for her."

Exit Interview

My assistant and I were welcomed as old friends as we
were met at the door by the entire family. Son was first to
respond to the opening questions. He said everything was
fine, and that he could understand why the questions were

asked. However, he could not figure out why the RATC was

given. I briefly explained objective and projective tests,

*
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and the need for both. He smiled, as if with understanding,
and said, "That makes sense."” He also wanted me to know he
was not complaining.

Mother was glad they could help out, and she hoped that
their family had contributed to the research. She was
assured that they had done so. She commented that she had
learned some things as well. She then asked if she could
ask an unrelated question. She wanted to know if
forgetfulness was part of MS, and seemed greatly relieved to
know that it could be.

Father commented that he had not known what to expect,
but he had found it enjoyable. He said they had tried to be
honest. "If I can help any more, I will. Just let ne
know.*"

Mother served more cookies from their neighbor,
allowing time for casual conversation, which everyone seemed
to appreciate. Son was planning to go to college, and was
considering becoming a teacher/coach, or a doctor of sports
medicine. "I don’t know yet what I want to be when I grow
up." He hoped he would receive academic and athletic
scholarships. Mother and Father shared that they had known
each other most of their lives, having gone through 12 years
of school together. Father said he had fallen in love with
Mother when they were very young, but they did not start
dating until they were juniors in high school. Everyone

found it difficult to close the session and say "Goodbye."

L4
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My assistant and I were assured that we would always be
welcome in the home.
Fapily Summery

Family 211 consisted of the mother patient, the father,
two sons, ages 22 and 16, and a daughter, age 19. Only the
youngest son was living in the home and was included in the
study. He was 3 years old at the time of diagnosis. The
family was mutually supportive and uplifting of one another.

The family inventories revealed confidence in
themselves as a family. Son, however, felt more overwhelmed
by the challenges of life. The family believed they had
well-developed coping skills and were of a very favorable
family type.

Individual testing indicated that Son had superior
cognitive ability, a very positive self-concept, and
strongly developed senses of empathy and of the value of
altruism. He appeared to be developing a solid set of
values. He was well adjusted, highly motivated, and well
able to resolve problems in a mature fashion. However, he
was experiencing anxiety, depressive tendencies, and
feelings of rejection. Some of these emotional indicators
appeared to have resulted from normal adolescent insecurity,

as well as his gifted drive.

Summary

This chapter has reported the individual case studies

¢
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of the 13 sample families. The major thrust of chapter 5 is

to analyze the data and interpret the findings.

¢
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CHAPTER 5
ANALYSIS

The purpose of this chapter is to analyze the data
which has been presented in chapter 4 as 13 individual case
studies. In the sample, there were 10 families where the
mother was the patient. In these families there were 5
elementary-age daughters, 4 elementary-age sons, 4
secondary-age daughters, and 1 secondary-age son. In the 3
families where the father was the patient, there was 1
elementary-age daughter, 1 elementary-age son, 2
secondary-age daughters and 2 secondary-age sons. The data
are analyzed in respect to each individual instrument, for
the whole group and by appropriate subgroups. It must be

emphasized that all analysis relates only to the sample.
Family Tests
Three family tests were administered. Of the 20
children, 10 responded, with their parents, to the Family
Hardiness Index and the Family Crisis Oriented Personal

Scales, and 19 responded to the Family Adaptability and

Cohesion Evaluation Scale.

342
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Family Hardiness Index

Table 54 shows the frequency distribution of FHI scores
below average, average and above average. For the total
score, average was defined for this purpose as PR = 40 to
60. As norms were available for only the total score, I
tentatively defined "average" for the subscales by assuming
equivalent distributions on all. Therefore, only the
distribution on the total score should be considered
reliable.

On examination of Table 54, a clear pattern emerges
with both parents in all the families. There is a clear
tendency for them to be positive about their families’
hardiness. This trend is seen more strongly in the spouses
than in the patients. It appears as if this strength is
derived in the main from their belief in their families’
mutual strength and their overall confidence in their
families’ ability to cope, rather than by approaching the
challenges of life in a positive manner or by feeling less
subject to external forces over which they have little
control. The small sample of only 10 children provides

slight evidence of a similar trend.

Family Crisis Oriented Personal Scales
Table 55 shows the distribution of score frequencies on
the F-COPES. The definition of average for this instrument
and each of its individual subareas was again PR = 40 to 60.

The manual provides norms for each subarea.
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TABLE 54

DISTRIBUTION ON FHI

amily
ember

Mother
patient

Father
patient

>
[

Subscale -4 0

0

Patient

[
w |+

Cooriented Commit.
Confidence
Challenge

Control External
Total Scale

Spouse

Cooriented Commit.
Confidence
Challenge

Control External
Total Scale

Both
parents

Cooriented Commit.
Confidence
Challenge
Control External 1
Total Scale

.

| and

=

o

[

Daugh-
ters

Cooriented Commit.
Confidence
Challenge

Control External
Total Scale

Sons

Cooriented Commit.
Confidence
Challenge

Control External
Total Scale

All
chil-
dren

Cooriented Commit.
Confidence
Challenge

Control External
Total Scale

NHLEWNKH IFNFOO [HFNNNKF | OOWOVUNKF [NWAROO |ANUVTN -

HHHOKH [O00COCO |HFRrHOKR AN [FLUNWE WP
WrrNBE oD RN loauRrR NBEaNa UL

HWHMHEPFH [OFOOO |[PFNMHKFHFE OUUWHKFO |[ONKFHFKFO [OWOOO
N WR NP [ OOORO [AONAEVM INOKHEFW INOKHWN |+
WNAWN [PWHFOO [NAWWN VOO WE INUVOLKHFO (O UTN K

HoNoN |[coror |Foror [MNFRUKFR |HFFRRrrRo [FoNMvOR

NMHWOW |OCOFFOKH INMNHNMNON [T [N WRAAE TAEH&ELU O

MV WAV [ WFRENNAEW [N WN [ 20000 |[OSAUNERY [N AN |+

- = Below Average:

0 = Average; +

®Numbers are score frequencies.

Above Average.
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TABLE 55

DISTRIBUTION ON F-COPES

Family
member

Subscale

Mother
patient

Father
patient

g
—t
-

-2 0 +

+

Patient

Acquir. Soc. Supp-
Reframing

Seek. Spir. Supp.

Mobilizing Family

Passive Appraisal

Total Scale

o
(8]

corNnO®

—

Spouse

Acquir. Soc. Supp.
Reframing

Seek. Spir. Supp.

Mobilizing Family

Passive Appraisal

Total Scale

LU OV

1=
[eNe]

N W NWW HWHENNN

[
MNOW |[VWOHH& RO

Both
Parents

Acquir. Soc. Supp.
Reframing

Seek. Spir. Supp.

Mobilizing Family

Passive Appraisal

Total Scale

- N -
©0OWwWWLWM

Daugh-
ters

Acquir. Soc. Supp.
Reframing

Seek. Spir. Supp.

Mobilizing Family

Passive Appraisal

Total Scale

Sons

Acquir. Soc. Supp-.
Reframing

Seek. Spir. Supp.

Mobilizing Family

Passive Appraisal

Total Scale

All
Chil-
dren

Acquir. Soc. Supp-
Reframing

Seek. Spir. Supp.

Mobilizing Family

Passive Appraisal

Total Scale

HONWKHFRFE |OOOOOO |[FONWKHKH |[NOUVOWULMO [OOKRA&KK |[INOAMAAWY

ONOHOO |[OFHFPFOFFOO0 |[OFFOO0OO0OO0 |[ oMWV W QO WVMwWIivWw

NHELHENOWY NN WWN P WW

HOWWOoOKrH |IFONNOK | OOHFHMHFOO |[HPOANOK |[OONKFHOO |[FONPMOK
OCOO0OO0OOrHrO |[O0OC0O0D00 |[OCCOONIHO |INOOOKFO IHFOOOOO IHMOOOKFO |O

WhaMHFRPRWW IFNOONKF INNMEKEHFHN WO NS U U

NOUVOKFN [IFONNOKM |[HFOWAKM [WOWUNUN [OOWUIHM (WLOOGONAO

ONOMHMFO [ OFOFFOO |[OFOOKFO INOCAOAUVMWW [FOUVWNW IFOHFNMFO |O

OO UNWRX [WWNKFH&®MW [LULWLWN

Below Average; O = Average;

+

®Numbers are score frequencies.

Above Average.
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A definite pattern emerges upon examining this table.
The data for both parents in all the families indicates
definite strengths in coping with problems. The greatest
strengths for the total group are in redefining stressful
events in order to make them more manageable and in refusing
to give up or ignore problems. The spouses also cope by
effectively acquiring social support. Male spouses also
tend to mobilize the family to seek help more than female
spouses do. Overall, the least effective coping strateqy,
particularly for the female patient, is seeking spiritual
support.

Examination of the scores of the 10 children reveals a
similar pattern of strengths in reframing and not succumbing
to passive appraisal, as is found in the total parent group.
They also acquire social support as a coping mechanism,
similar to the spouse group. As children, they appear
equally divided on mobilizing the family. Like their
parents, seeking spiritual support does not seem to serve to
help them cope.

Family Adaptability and Cohesion
Evaluation Scales-II

Table 56 shows the distribution of scores for FACES-II.
As indicated in chapter 3, the middle two categories on each
of the dimensions is considered by the authors as the most
favorable. This table clearly indicates that the sanmple

consider themselves well-adjusted families. The daughters of
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TABLE 56

DISTRIBUTION ON FACES-II

Mother Father
. patient patient All
amily Level? Level Level
ember Dimension 1 2 34 1234 1 2 34
atient | Adaptability | o® 2 4 4 02001 0 4 45
Cohesion 1 2 61 0021 1 2 8 2
Family Type 0 3 61| 0111 0 4 72
Spouse Adaptability 0 2 71 0111 0 3 82
Cohesion 0 0O 6 4 0021 0O 0 85
Family Type 0 0 91y 0021 0 0112
Both Adaptability 0 4 11 5 0312 0 7 12 7
Cohesion 1 212 5 00 4 2 1 2 16 7
karents Family Type 0 3 15 2 0132 0 4 18 4
|Daugh- Adaptability 4 0 41 0030 4 0 71
ters Cohesion 2 4 12 0120 2 5 32
Family Type 2 3 31 0030 2 3 61
Sons Adaptability 0O 3 20 0011 0o 3 31
Cohesion 0o 1 31 1100 1 2 31
Family Type 0 3 20 0110 0 4 30
ALl Adaptability 4 3 61 0041 4 3 10 2
chil- Cohesion 2 5 43 L2220 3 7 63
dren Family Type 2 6 51 0140 2 7 91
alevels 1,2,3,4 refer to the four levels, from lowest to
highest, in the model (figure 2): these are, for

Adaptability--rigid, structured, flexible, very flexible;
for Cohesion—--disengaged, separated, connected, very
connected; for family type-—-extreme, mid-range, moderately
balanced, balanced. P“Numbers are score frequencies.
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mother patients are the one subgroup where this patternm is
not completely in evidence. Although they do appear to have
faith in the family’s cohesiveness, this is not evident with

respect to the family’s adaptability.

The projective tests were administered to all the
children. Each objective test was administered only to

those children for whom it was age-appropriate.

Adaptive and Cognitive Scores

The distribution of frequencies of teachers’ ratings of
the elementary-age children on the Vineland Adaptive
Behavior Scales is given in Table 57. In this table,
average is indicated as adequate, in accordance with the
terminology of the Vineland manual, where it is defined as
within one standard deviation above or below the mean.

Overall, these children are seen as adapting
adequately. The teachers tended to give higher ratings to
the girls than to the boys. No area stands out as a
problem. Although the written comments by teachers were
generally very positive, two concerns were observed.
Several girls were thought to be overly social. Both boys
and girls were frequently described as immature, seeming to
be over-protected or dependent.

For the secondary-age children, standard scores were

provided by the schools. These children are average to
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TABLE 57

DISTRIBUTION ON THE VINELAND

Y
—

Girls Boys

Patient Domain °~ 0 - 0

Communication b

Mother Receptive
Expressive
Written

Daily Living
Personal
Domestic
Community

Socialization
Interpersonal
Play
Coping

Motor
Gross
Fine

Overall

joor~rooocoonvorr
I DN b NI Wded WP
IPvONRWWNOWN |t
I P HFFFHEFRFPRPHEFNMNOOOM
IFOOHOOCOOOOOOKr |+
I P FEFNHREHRENNO RN
INNOWRWWNOWNKH |+

(%]

Communication
[Father Receptive
Expressive
Written
Daily Living
Personal
Domestic
Community
Socialization
Interpersonal
Play
Coping
Motor
Gross
Fine
Overall

loocooroocorror |oi
IimrHrHROMHOROORO
l0O0000OHO0OOC ||

HOQONNMNMIHEFNFMFOFMFHMNE INHFrFRFFRFOOARNNUNUULLUBMNOGODO |O]

HOOQOOKHFHOHFMFOOOHKFHEPE INHPEHFNNHENIDNHWWWN
OHFHFMHOOOOOKHNHOOOO |1

COO0OO0OO0OOHOOOOOOO0OOO |+
OFHHFHQOQOOOOHFMHM,OOOO |O |
RPOOOQOrHrOMHOOOMHKHOKr (|

[
o
o
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Patient Domain

Girls

-

Boys A

|
(=

\
O

Communication
Either Receptive
Expressive
Written
Daily Living
Personal
Domestic
Community
Socialization
Interpersonal
Play
Coping
Motor
Gross
Fine
Overall

|l OOHOMHOOOWHKHN
1OV VU d WS WSS
I PNONFWANOWNKF |+

1 5

HOQOKrRKFNMHFFEHEFERNOOOKM
WHRERRHEFNMNWNNWNNRE & W
OHFHFHFHMFOOFOFHMMMHQOQOOO [+
NOOOMFWHFNHRPRNWKHEW
OFRHFRROOIRAAVNOADN®DY O

HPFHEHEFMNMNNOWHEAOVMWOWNE |+

- = Below average: 0 = Average:;

+."‘.

®Numbers are rating frequencies.

= Above average.
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superior in cognitive ability.

Empathy Scales

Table 58 provides the score distribution of 8 children
on the Bryant Index of Empathy, and of 11 children on the
Mehrabian Emotional Empathic Tendency Scale. For both
scales, average is defined as a z-score of plus or minus
one-half standard deviation. Of the 14 children of a
mother patient, 11 were average and above, and 3 were below
average in their levels of empathy. The father patient
group of only 4 children are the 2 daughters of the
emotionally positive middle-school history teacher, who are
average and above in empathy, and the 2 sons of the
critical, extremely disabled father, who are both below

average in levels of empathy.

Survey of Interpersonal Values

The distribution of scores of 10 secondary-age children
on each of the six subscales of the SIV is shown in Table
59. A PR from 40 to 60 is designated as average. The
Benevolence subscale was used to investigate the level of
altruism. This sample is clearly above average in its
valuing of altruism. As a forced-choice test, being so high
in that one value automatically reduces the probability of
many other high scores. Of the six values, clearly altruism
is consistently the most highly regarded. The value of

being supported is seen as next in importance. The least
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TABLE 58

DISTRIBUTION OF EMPATHY

Daughters sons All
Patient | Form | —== 0 + 4+ | -—= = 0 + ++ | — = 0 + ++

Mother |Bry® [1°0 0 2 1|1 0 0 0 2{2 o o 2 3
Mehr {1 0 1 0 3|o o 2 o of1 o 3 o 3

Both |2 0 1 2 41 0 2 0 2|3 0 3
Father Bry o 1 o 0 O0jO O O O OO 1 0 O O
Mehr|O 0 1 0 1}1 1 0 O O}J1 1 1

Both|o 1 1 0 1|1 1T O O OJ]1 2 1 0 1
Either Bry 11 o0 2 141 0 O O 2}2 1 O 2 3
Mehr {1 0 2 0 41 1 2 0 02 1 4 0 4

Both |2 1 2 2 5|2 1 2 0 2}4 2 4 2 7

2%—- = 2<-1; - = z from -1 to -.5; 0O = Average (z=-.5 to
+.5); + = z from .5 to 1; ++ = z>1. PBry = Bryant's Index
of Empathy; Mehr = The Mehrabian and Epstein Emotional
Empathic Tendency Scale. CNumbers are score frequencies.
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TABLE 59

DISTRIBUTION ON SIV

>
o

Daughters Sons

[}
(=)

Patient Subscale -+ 0

o

Support
Mother Conformity
Recognition
Independence
Benevolence
Leadership

Support
Father Conformity
Recognition
Independence
Benevolence
Leadership

Either Support
Conformity
Recognition
Independence
Benevolence
Leadership

N =N SN OoOrHMFONDO NOAENDNN
WwWOoONNHP |[ForRrooO Moo~
NOAOWND |[HroNvoN [Funorod It
WowNRrROo |vNoONMrHrHO |FOoOrRrROO
cocooor |ooooor |[cooooo
cworNN loONOHHE |l[OROOKHKE |+
N O WUNN Ne=WEHEWOo WOWUWMmWNN
WONNMEHN POrHFrOOM NOMFENMFHMH (=) o
NOUO&™ON = WO WKW HFONO MWW +

&
0
<
]

3. =Below average:; 0 = Average (PR = 90-60); + =
average. PNumbers are score frequencies.
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value is placed upon independence. The group as a whole is
divided with respect to the value the individuals place on

conforming, receiving recognition and being in leadership.

Piers-Harris Children’s Self-Concept Scale

Table 60 gives the distribution of scores of 16
children on the Piers-Harris. The term "average," as used
in this table, is assumed from the profile form, where the
"average" band ranges from PR of 16 to PR of 50 (see
profiles in appendix D).

The table uses a fourth column indicating scores above
a PR of 84. This is shown because the authors of the scale
advise caution in the interpretation of scores at that
level, and the majority of the overall scores from this
sample are at that level. The authors point out that
although a score this high may be a true indicator of a
child’s positive self-concept, it may also represent an
over-inflated ego or an inability to look at oneself
critically.

By evaluating Table 60, the only problem area, minor as
it appears, is the feeling of anxiety by 2 of the 4
secondary-age daughters of mother patients. One of 4
elementary-age daughters of mother patients had a low sense
of comfort with her physical attributes. With these two
exceptions, the table indicates very positive overall
self-concepts, with very positive feelings about physical

attributes, behavior, and happiness. Feelings about their
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TABLE 60

DISTRIBUTION ON PIERS-HARRIS

[
-

Patient Daughters Sons
-School Scale -0 + ++ 0

4
+
|
+
+

[Mo®-Sec | Overall
Behavior
Int.& Sch.
Physical
Anxiety
Popularity
Happiness

Fa--Sec | Overall
Behavior
Int.& Sch.
Physical
Anxiety
Popularity
Happiness

All Sec | Overall
Behavior
Int.& Sch.
Physical
Anxiety
Popularity
Happiness

Mo--El Overall
Behavior
Int.& Sch.
Physical
Anxiety
Popularity
Happiness

DM MEE [NRRPLVLUWD [HERENMNNON (OO MEN

All Overall
Behavior
Int.& Sch.
Physical
Anxiety
Popularity
Happiness

[
O NONNO [ANWWNNLE TTNNSNNAEON [NMNNNDWNW |[WO O W & W

OFHNMMFHOO |[OOOrRO0OO0OO0 |ONOFOO [OO0DO00O00O [OFNOKF OO
NPRNPFRWAW [FOOOKNR [FHRNHENNN |OOFOFRHO |[RFEFEMFERFMN
WaAWNBNN IR IVLURRNONFEN |[FHOOOKKFH [HFNEHKHNOKM

VNN WANDU [MHFNMNNRERPW IWRRPARWUN IFHERFROROR [NOONO WK
CO0O0O0OQCO |OO0O0O0O0OO0O |OOOCOOOO |OCOOCOOOO |OOOCOOOOO
COrHO0OO0O0O0 |[ocorooo00O |[Oco0oOO0OO |[Doocoooco |[oooocoooo
NBRBWNNMNNKFE | OHOKFHKFKFRF [INWWRHEKMKFO IFHFFRFOOOO [FNNKMRKHKEFO |+
OHNMHMMFHOO [O0OO0OIOO0O0 |[ONOFR OO |[O0O0CO0O00O0 |[OFRNOKFHOO
NFWHWRW [FOFHFOKNE [FHENMNHNDVMN JOOHOFHHFO (HHEHFHHPPRFEN |O»
U\Scn;-misw HFANNWNKER |[&HOANWNN [MNNHFROOKHKF [N&WNWMKF |+

A NN RS

a_ - Below average; 0 =" Average" (On Piers-Harris profile

= PR of 16-50); + = Above average; ++ = PR>84. bMo=Mother

patient: Fa=Father patient: Sec=Secondary School children;
El=Elementary School children; “Numbers are score
frequencies.
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intellectual and school achievements, and freedom from

anxiety, are evenly spread between average and high.

Human Figqure Drawing

In performing an overall analysis of the individual
DAPs, utilizing the Koppitz variables, certain patterns
emerge. Of the 20 children, 11 drew pictures indicating a
sense of being imbalanced in their lives. Four other
negative indicators are seen four times each. These are
impulsive tendencies, feeling inadequate in some aspect of
life, dependency, and difficulty reaching out. Concerning
the last of these indicators, these four drawings alsoc
suggest that the children desire interaction.

Positive indicators are not as frequently found with
this test, because it was designed to investigate problems.
Therefore all the positive indicators found in the drawings
should be mentioned. Assertiveness and assertive potential
were suggested four times. Positive interpersonal
relationships and high intellectual aspirations with
achievement striving were both found three times. Normal
adolescent sexual adjustment, good behavior, and parental
support are each seen twice. An overall evaluation of the
20 DAPs suggests that 13 had basically well-adjusted
personalities, 3 were mildly questionable, and 4 reflected

more serious concerns.
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Kinetic Family Drawing

When the 20 children drew their KFD’s, the family
activity most frequently illustrated was passively watching
television (5). The next most common activity was eating
(4), then shopping (3), and being outside doing something,
not necessarily together (3). Utilizing several of the
Burns and Kaufman variables, an interesting picture appears.

Family communication is actively indicated in 8 of the
drawings. Cooperation is indicated in 10. Only 5 suggest
family nurturance. All accurately represent the number of
their family members; but the relative figure size is
inaccurate in 12 of the drawings. The figure which was
drawn inordinately large is thought to represent the center
of attention or power. The 12 evenly divided the enlarged
figure among the patient, the caregiving spouse, and the
child artist. Twelve of the drawings have barriers of some
sort between family members. Two of the barriers are large
canes, and 2 are wheelchairs, separating the patient from
the rest of the family. Several problem indicators are also
evident. Seven pictures demonstrate encapsulation or
compartmentalization, suggesting isolation of the child, or
a lack of cohesion of the family. Six pictures, including 4
of the above 7, contain lining, representing a sense of
insecurity and desire for a better foundation in the family.
Fifteen of the drawings treat all the figures similarly,

indicating a sense of equity within the family.
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The Roberts Apperception Test for Children

Table 61 shows the frequency distributions of RATC
ratings for children 6 to 12 years old. Because there are
only 11 children in this group, and very few in 2 of the
subgroups (Father patient), attention is not given to those
subgroups. Adequate, on this table, is determined by the
age-related scoring profiles (see appendix E).

Among the total group, reliance on others and support
of others show an even distribution over the rating range.
Self-assurance shows a definite strength, reflecting the
positive Piers-Harris results. Limit-setting is high,
indicating good self-discipline. These children are able to
identify problems well, and to resolve them, but not
necessarily with as much maturity as would be expected for
their age and intelligence. Anxiety is low, aggressive
tendencies are normal, but depression is high. Rejection
and unresolved feelings are higher than average. Among
girls with mother patients, the only departure from the
above pattern is that anxiety is spread across the rating
range. Among the boys with mother patients, reliance on
others is somewhat less, and feelings of rejection are not
as strong. Looking at the total girls, in comparison to the
total boys, they are more reliant on others, are somewhat
more self-assured, have much stronger limit-setting skills,
and slightly more ability to identify problems. The boys

are slightly less anxious, less aggressive and less
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TABLE 61

RATC DISTRIBUTION--6 TO 12 YEARS OLD

>
(=

Boys

2]
e
"

[

- 0 +

Patient Variable

o

Mother | Reliance--others
Support--others
Support--child
Limit setting
Problem identific.
Resolution 1
Resolution 2
Anxiety
Aggression
Depression
Rejection
Unresolved

Father Reliance--others
Support--others
Support--child
Limit setting
Problem identific.
Resolution 1
Resolution 2
Anxiety
Aggression
Depression
Rejection
Unresolved

Either Reliance--others
Support--others
Support--child
Limit setting
Problem identific.
Resolution 1
Resolution 2
Anxiety
Aggression
Depression
Rejection
Unresolved

HFOFRONNOHOKRWO |[FOoOOOrROOOOOKO |lOCOrRrORNMNORORNS
WWOANWNHORHW |[OROOOHOOO0O0O0O [ULNOBRNNNRORKRY |©
NWMNNHAMAABRNW |[OORROOHKHRHHOK [NUuBRERNRWWLWOWLON +|®
COOMHWNNOKRKHKFHN |[OOOOHOHOOOOO |OCOO0OFRNNKFORKFRN
NOVLABRNRWUWUNWN |OCOFRKFHORORRFRREKFR [NLUNWKHEFEKFRMDNRFNDRE
WNNOFRFEFNNKMMNMFEMR |IMFOOOOOOOOOO [NHNOMMNNIMN M
HORKFUWANKRHENAN [HFOOONOHOOOKNO |COFRFRWAKRKKFNWN
NMOAWRBUWUWAWWAL |[ORFHKFONOKHKFFRERF LYWW LWNONDWSE O]
VUNNWNOOANOWS |PHHEHOORHREROR [NV VWW |+

*. = Low; 0 = Adequate; + = High. °‘Numbers are rating
frequencies.
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depressed, than the girls in this sample.

Table 62 shows the frequency distribution of RATC
ratings for children 13 years of age and older. Again,
there are only 8 children in this group, and therefore very
few in the subgroups. Only the marginal cells are
discussed.

In regard to the total group, reliance on others is
adequate, supporting others is less than adequate, and
self-assurance is higher than adequate. Limit-setting,
again, is high. The children’s ability to identify problems
is adequate; but they, too, resolve them without the degree
of maturity that would be expected for their age and
intelligence. As with the younger children, depression is
high, and rejection is higher than average. With this
group, however, anxiety and aggressive tendencies are also
higher than average. Unresolved feelings are average.

Comparing all 5 girls to all 3 boys, the girls seem to
have a slightly more mature problem solving ability, but
feel somewhat more rejected. The boys seem somewhat more
self-assured, but slightly more depressed. Comparing the
children with mother patient to those with father patient,
the former are slightly more reliant on others. The latter

have slightly better problem solving skills.
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TABLE 62

RATC DISTRIBUTION--13 TO 18 YEARS OLD

Patient

vVariable

Girls

2
’-l

Boys

o]

- 0 +

other

Reliance—--others
Support—-—others
Support--child
Limit setting
Problem identific.
Resolution 1
Resolution 2
Resolution 3
Anxiety
Aggression
Depression
Rejection
Unresolved

b

Father

Reliance~-others
Support—-—others
Support--child
Limit setting
Problem identific.
Resolution 1
Resolution 2
Resolution 3
Anxiety
Aggression
Depression
Rejection
Unresolved

Either

Reliiance——others
Support--others
Support--child
Limit setting
Problem identific.
Resolution 1
Resolution 2
Resolution 3
Anxiety
Aggression
Depression
Rejection
Unresolved

COOHMHONOHOONO |[OOOFRHROrROOOORO |lOOOOCODOrHOHOOR®

ANNNNWURAFHWNA [NOHFROORONKHREREN [NNRFEFNMNWMRENVNONRDN

FWWNNNOROANMK IONHORNONORKMFOO |[FRNNHFOONOWR R [T

COO0OO0OO0OOHOOOOFO [O0OO0OO0O0OMFOO0OO0OOFO |O0O0ODDODO0OO0O0O0OO0OO0OO0OO
WNONNWNOWKHEFONN [INNOHNNHONHOFHN IFOOHORPMOHOORO
OrRPWHFEFFHOOWONWOKF | OONPFPFOOONOMFHFNOO |OFFOKFROOMFOMHKFOM
QOOFHMHFOWOHOOWO | O0O0OFMFHFONOOOONDO [O0OO0OO0OO0OO0OKHOKKOORMO
NAENLEALEOUVHNNWABN [&HENFNMNNNOBNENA [WNMHNMNAWKRWONNN |O|M

HANWWNONOOAUKFEN |ONWHERFRNOPMPONWOO [HFNWNNOOWOANKEN |+

- = Low:

0 = Adequate:;

frequencies.

+

®Numbers are rating
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Summary

This analysis of the data from the 13 families in the
sample has certainly revealed a number of interesting

patterns. These will be discussed in chapter 6.
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CHAPTER 6
SUMMARY, CONCLUSIONS, AND RECOMMENDATIONS

This chapter is divided into three major sections. The
first section summarizes the problem and purpose of the
study, the literature review, the methodology and the
findings. The second section discusses the findings in
relation to previous literature and seeks to draw
conclusions. The final section includes recommendations for

practice and for further research.

Summary
Problem and Purpose

Research into the psychological effects of multiple
sclerosis (MS) has focused on how the chronically ill adult
deals with the disease, with less attention paid to the
spouse and caregiver. Minimal research has been undertaken
with the children of a multiple sclerotic parent. Such
research initially concentrated on the negative effects of
the disease upon the children. Only in more recent years
has attention been given to investigating the positive
effects.

The purpose of this study was to investigate certain
aspects of the personality of children 5 to 19 years old who

363
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have a parent diagnosed with MS. Particular attention was
given to family dynamics, cognitive ability, social and
emotional health, self-concept, empathy and
altruism/prosocial behavior. The importance of studying the
positive aspects of the personality of a child with a
multiple sclerotic parent became of particular interest to
me when I, as a parent with MS, observed the development of

such positive tendencies in my own child.

Literature Review

In searching all the available psychological, medical
and educational research, only a few references were found
dealing with families and children where a parent had MS.
The research on families consistently reported that Ms is
stressful to the family (Moore, 1959), causing role changes
(Bruhn, 1977; Rintell, 1985; Yuditsky & Kenyon, 1979), and
overall modifications of family relationships (Braham et
al., 1975; Hanson, 1982; Luft, 1975; McSweeney et al., 1982;
Parsons, 1977; Power, 1979; Schmitt & Neubeck, 1985; Sjogren
& Fugl-Meyer, 1982; Stuifbergen, 1988/1989; Sullivan,
1974/1975). These effects can be moderated by clear and
open communication about the illness (Stuifbergen,
1988/1989); the stage of family development (Carter &
McGoldrick, 1980); and by the influence of their cultural
beliefs on their approach to chronic illness (Wishner &
O’Brien, 1978). Pactors contributing to the family’s

adjustment include pre-illness family relationships,
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previous success in coping with stress, "role
complementarity," and their beliefs about the illness
(Power, 1979). Maintenance of the maximum possible
independence (Power, 1975, 1985), with the acceptance of a
dependent role as necessary (Monroe, 1988/1989) lead to
healthier adaptation.

Findings of the research with children of a multiple
sclerotic parent have not been so consistent. Earlier
studies focused on the negative effects on the child. These
included false maturity and compliant behavior, dependency
needs, social alienation and rejection, dysphoric feelings,
hostility and anxiety (Arnaud, 1959); fear, guilt and
resentment (Yuditsky & Kenyon, 1979); body image concern
(Arnaud, 1959; Olgas, 1974; Rintell, 1985; Sullivan,
1974/1975). Arnaud (1959) accepted that, despite the
continued stress of parental illness, normal ego integration
may occur. This was supported by later research, which
focused on positive adjustment (Carpio, 1981; Peters &
Esses, 1985; Power, 1984; Rintell, 1985; Solomon, 1981).
Solomon (1981) found adolescents with an MS mother were
better adjusted than those whose father had MS. Carpio
(1981) and Sullivan (1974/1975) supported this finding.
Rintell (1985) found that adolescents who were older at the
onset of the parent’s symptoms, or at the time of the
research were closer to the onset, had better body images.

He believed that participation in family decision making and
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help from a local MS clinic resulted in better overall
adjustment. Power (1984) found adolescents adjusted well
using "positive denial" to reduce anxiety. He concluded
that an adolescent’s adjustment is determined by the family
understanding of the illness, family expectations of one
another, the family’s positive adjustment, and religious
involvement. Peters and Esses (1985) found the adolescents
felt more conflict, less cohesion, less
intellectual-cultural orientation, less moral-religious
emphasis, and less organization than did a comparison group
with healthy parents. Blackford (1992) found the children
had higher potential for mature friendship relationships,
with a high degree of sensitivity to others.

Very little relevant research was identified relating
to the development and measurement of empathy and
altruism/prosocial behavior. As children mature, their
capacity for abstract thinking, which leads to moral
reasoning, also develops (Eisenberg, 1979, 1982; Feshbach,
1978, Kohlberg, 1969). Eisenberg found that young children
lack prosocial reasoning, due to their egocentricity:; but it
develops as they enter school age, and matures with them.
She feels that young children do have early empathic
reasoning as a part of their needs orientation. She
believes that the connection between empathy and altruism is
strengthened as the child matures. Eisenberg et al. (1983)

recommended that parents encourage children to understand
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the views of others and to participate in decision making,
as a means of developing more effective moral reasoning.
Mehrabian and Epstein (1972), whose Emotional Empathic
Tendency Scale was used in this research, found that highly

empathic subjects showed less aggression.

Methodology

This qualitative research used the case study approach
with 13 families where one parent has multiple sclerosis,
the other parent or step-parent is present, and there are
school-age children, ages 5 through 19. The families were
identified through the dissemination of a packet of
materials through a local neurologist and a major MS clinic
in the Midwest to their diagnosed MS patients. Interested
families who returned the consent form and were qualified
were then contacted by letter and telephone. Three
interview sessions were used with each family. I visited
the families in their home and was accompanied by a research
assistant who was responsible for the transportation and
assisted with the administration of the objective tests.
During the first session, the entire family was interviewed
about the onset and diagnosis of the disease, and the
resulting reactions and changes. The children’s individual
development and adjustment were also discussed. At the
conclusion of the interview, all age-appropriate family
members responded to three family inventories: (1) the

Family Adaptability and Cohesion Evaluation Scales-II,
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(2) the Family Hardiness Index; and (3) the Family Crisis
Oriented Personal Scales. The parents signed a release of
information form so that the school(s) could provide the
most recent standardized cognitive ability score for the
secondary-age children and complete the Vineland Adaptive
Behavior Scales for the elementary-age children.

At the second session, a combination of projective and
objective tests, as were age-appropriate, were administered
to the children. These included the Human Figure Drawing;
the Kinetic Family Drawing; the Roberts Apperception Test;
either the Mehrabian and Epstein Emotional Empathic Tendency
Scale or the Bryant Index of Empathy:; the Survey of
Interpersonal Values; and the Piers-Harris Children’s Self-
Concept Scale.

The third session was an exit interview, again
involving the entire family. Each family member was asked
to respond to his or her involvement in the study. Related
discussion, frequently yielding further valuable
information, concluded the active participation of each
family.

The information obtained from the interviews was first
reported as 13 individual case studies. The data were than
analyzed with respect to each instrument, for the whole

group and by appropriate subgroups.

Findings

In reviewing the findings, it must be emphasized that
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these are based upon information from 13 intact families who
were both willing to participate and sufficiently confident
in their ability to do so. There were 10 families where the
mother was the patient. These families had 5 daughters and
4 sons of elementary age, and 4 daughters and 1 son of
secondary age. The 3 families where the father was the
patient had 1 daughter and 1 son of elementary age, and 2

daughters and 2 sons of secondary age.

Interview

Predominant positive features which were evident during
the initial and final interviews include open communication
or a willingness to become open, respect for each
individual’s contributions to the family, and willingness to
accept role changes in a joint effort to continue the
successful functioning of the family. Many of the families
actively reassess their situation in a conscious effort to
remain flexible and adaptable. In all but one of the
families, no matter how disabled the patient is, the family
tries to normalize the patient’s continuance as a
contributing member of the family, while accepting the
presence of the MS and the consequent changes in family
functioning. The families continue to try to find
opportunities to do things together. A common problem
admitted by most families is in remembering to respond to
the special needs of the patient at times when the disease

is not so evident. A number of the patients shared regret
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that their children were having to accept more
responsibility than most children their age, yet none of the
children expressed resentment about this. Based upon my
almost two decades of clinical experience working mainly
with children, I sensed that all the children of this
sample, with two obvious exceptions, appeared positive,

friendly, open and contented.

Family Tests

There is a clear tendency for both parents in all
families to be positive about their families’ hardiness.
This trend is stronger in the spouses than the patients.
The strength is largely derived from their belief in their
families’ mutual strength and their overall ability to cope.
A slight evidence of the same trend is seen in the 10
participating children.

The data for both parents in all the families indicate
definite strengths in coping with problems. The families’
most effective coping strategies are in reframing and
refusing to give up or ignore problems. The spouses also
cope by effectively acquiring social support. Male spouses
tend to mobilize the family to seek help more than female
spouses do. This sample did not consider seeking spiritual
support as an effective coping strategy. The 10 children
responding to this instrument reveal a pattern similar to
that of the spouse group.

The sample clearly consider themselves well-adjusted
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families, with good cohesion and adaptability, demonstrating
relatively balanced families. The daughters of mother
patients do not appear to believe as strongly in the
family’s cohesiveness. The fact that these families were
all intact could be considered a contributing factor to the
overall healthiness. In a population where divorce is more
common due to the onset of a chronic illness, these families
seem to make conscious efforts to remain intact. Five
spouses of female patients made emphatic comments regarding
their determination to stay together "for better or for
worse." The 2 new spouses of female patients made it very

clear that the MS did not interfere with their decision to

marry.

Individual Testi ¢ child

The elementary-age children are seen by their teachers
as adapting adequately, with the girls being rated higher
than the boys. Written comments were generally very
positive. The only two concerns that were mentioned were
that several girls were considered to be overly social, and
both boys and girls were frequently described in a fashion
that suggested over-protection or dependent behavior. The
secondary-age children are average to superior in cognitive
ability.

The children of a mother patient tend to have average
and above levels of empathy (11 out of 14). The father

patient group is split, with 2 daughters showing average or
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above average empathy, and 2 sons below average. The
secondary-age children are well above average in their
valuing of altruism. The value of being supported is next
in importance to them, with the value of independence the
least important. The majority of the 16 children taking the
self-concept scale scored very high in overall self-concept,
with very positive feelings about physical attributes,
behavior, and happiness. Feelings about their intellectual
and school achievements and freedom from anxiety are evenly
spread between average and high.

All 20 children in the sample responded to the three
projective tests. Eleven children feel unbalanced in their
lives. Four other negative indicators, each appearing four
times, are impulsive tendencies, feeling inadequate in some
aspect of life, dependency, and a difficulty reaching out
with a desire for interaction. Assertiveness and assertive
potential are suggested four times. Positive interpersonal
relationships and high intellectual aspirations with
achievement striving are both found three times. Normal
adolescent sexual adjustment, good behavior, and parental
support are each seen twice. These results are consistent
with the finding of basically well-adjusted personalities.

The families were drawn more often in passive, though
joint, activities. Half demonstrate cooperation, and less
than half have active family communication and nurturance.

over half have one inordinately large figure, thought to
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represent the center of attention or power, evenly
distributed among the patient, the caregiving spouse and the
child artist. Four of the pictures each include more than
one serious problem indicator, suggesting isolation, lack of
family cohesion and a sense of insecurity. Fifteen of the
drawings indicate an appropriate sense of equity within the
family.

For the total group of 6 to 12 year olds, the
projective stories resulted in an even distribution over the
rating range for reliance on others and support of others.
Self-assurance is a definite strength. Limit setting is
high, indicating good self-discipline. Although these
children can identify problems well and resolve them, it is
not necessarily with as much maturity as would be expected
for their age and intelligence. Anxiety is low, aggressive
tendencies are normal, but depression is high. Rejection
and unresolved feelings are higher than average. Girls with
mother patients have anxiety spread across the rating range.
Boys with mother patients are somewhat less reliant on
others, and have more normal feelings of rejection. Of the
6-to-12-year-old group, girls as a whole are more reliant on
others, but are also more self-assured than boys, have much
stronger limit-setting skills, and are slightly more able to
identify problems. The boys are slightly less anxious, less
aggressive and less depressed, than the girls in this sample

For the total group of 13 to 18 year olds, a similar
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picture emerges, with the exception of adequate reliance on
others, less than adequate supporting of others, and higher
than average anxiety and aggressive tendencies, with average
unresolved feelings. In the small sample of 5 girls and 3
boys, the girls seem to have slightly more mature problem
solving ability, but feel a little more rejected. The boys
seem somewhat more self-assured but a little more depressed.
Those with mother patient are slightly more reliant on
others; those with father patient have slightly better
problem solving skills. The 19-year-old daughter, whose
responses could not be compared to the norms, reflected

anxiety, unhappiness and a strong caring for others.

Di . i lusi
Many of the findings of this study of 13 families are
of particular interest and merit further discussion. Some
are discussed in relation to past research findings. The
interpretations suggested are based on the combination of

the results from several instruments and the interviews.

The Family
Each family in this study was sufficiently confident in
its strength to be willing to participate. The results
indicate that, on the whole, this confidence was justified.
The couples and the children were generally positive about
their family hardiness, with the well spouse being

especially positive. This belief comes from their mutual
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strength and the family’s strong ability to cope. They seem
to cope most effectively using reframing (redefining a
difficult situation to make it less stressful), and by
refusing to ignore problems or to give up. They appear to
actively reassess their family’s constantly changing
situation in an effort to manage and deal with the effects
the MS has on their family system. This is consistent with
one of Monroe’s (1988/1989) findings. This reassessment
includes a willingness to adjust roles and responsibilities
as required, which is described by Power (1979) as "role
complementarity." Agreeing again with Monroe and also with
Power (1975, 1985), I found that the family tries to
normalize the patient’s continuance as a contributing
member, no matter how disabled the patient is. With the
patient remaining as active as possible, yet accepting his
or her limitations, and the family recognizing when help is
needed, the family is respecting and supporting the
patient’s individuality and dignity.

Agreeing with Power (1975, 1985), but in opposition to
Sullivan (1974/1975), these families make a concerted effort
to do things together, even though they admit that it is at
times difficult to include the handicapped parent.
Sullivan’s sample included parents with some obvious
disability, apparently making them less able to participate
with the family. The spouses and the children, as Carpio

(1981) found, acquire social support also as an effective
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coping strategy. Male spouses seem to mobilize the family
for problem solving more than female spouses do. Contrary
to Power (1984), but in agreement with Peters and Esses
(1985), the majority of these families do not use spiritual
support to help them cope. This was surprising, because the
majority of the families reported church affiliation. Of
the 9 catholic families, 2 indicated strong spiritual
support, 2 average, and 5 low. Of the 3 Protestant
families, 2 were strong and 1 was low. One family reported
no church affiliation and little spiritual support. Several
of the Catholic families seemed surprised when I asked how
the church had given support, even questioning why it should
be expected that it would give support. The church seemed
to them to be an institution rather than a source of
spiritual support. The families in this study consider
themselves well-adjusted, adaptable, and balanced. Apart
from the daughters of mother patients, these families, in
contrast to Peters and Esses, also consider themselves
cohesive. Peters’s and Esses’s subjects felt an overall
lack of family togetherness. The resulting willingness to
be open with one another, and with others including myself,
further aids in moderating the impact of the illness on the
family. This is parallel to Stuifbergen‘’s (1988/1989)
findings.

As Monroe (1988/1989) found, these parents recognize

their children have more responsibility than most of their

— - _
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peers. However, unlike Sullivan (1974/1975) and Yuditsky
and Kenyon (1979), 18 of the 20 children in these families
showed no resentment toward the ill parent in relation to
this increased responsibility. There was an acceptance of
this responsibility as being normal. In fact, during the
interviews, these children, particularly the middle and
younger children of a family, demonstrated obvious
nurturance of not only the ill parent, but also the well
spouse. Yuditsky‘’s and Kenyon’s results reflect the
dysfunction of families who had labelled the patient member
as "disabled." This was the case in only 1 of these 13
families, where the father was actually very disabled. The
sons continued to show nurturance even though resentment was
obvious. The family with a very disabled mother gave no
impression of so labelling her. In one family where the
mother was mildly affected and occasionally used a motorized
cart, the son showed resentment and anger, based on his
perception of her disability, and asked her not to attend
his school functions. As Power (1979) found, the families’
previous successful experience of coping with stress
increases their ability to deal effectively with the
additional stress resulting from the MS. These families
confirmed Power’s assertion that chronic illness enhances a
family’s prior pathology or, as in most of these families,

their healthiness.
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The Children

The children in this study perceive their families as
basically equitable and well-adjusted. They recognize that,
although the majority of their family activities may be
passive, the family is involved together in them. The
children do not recognize the family communication and
nurturance which the parents believe exist. There are
definite lines of communication, which frequently allow a
family member to feel left out. Over half of the children
recognize that one individual family member stands out as
the strongest or most in need of attention.

As Power (1984), Rintell (1985) and Solomon (1981) all
reported, these children have basically well-adjusted
personalities, and are generally adapting adequately to
life, with the girls in this study adapting slightly better
than the boys. Even though they may feel imbalanced in
their lives, they indicated strong self-assurance and
extremely high self-concept, whereas Rintell’s sample was
close to the mean. The authors of the Piers-Harris test
caution that scores as high as were obtained from this
sample may represent an over—-inflated ego or an inability to
look critically at oneself. It is my opinion, in light of
all the results of the projective and objective tests and
the interviews and observations, that this could be true of
only 1 of the 10 children in this sample who are at that

extremely high level. Because of Carpio’s (1981), Rintell’s
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(1985), and Sullivan‘s (1974/1975) findings of adequate and
appropriate body image, and Arnaud’s (1959) and Olgas’s
(1974) findings of poor body image, the extremely high
physical self-concept of the children in this study may
appear more open to question. However, again, the overall
picture gained from the results of this study, together with
the obvious pride of a number of the children in their
athletic accomplishments, lead me to believe they are
accurately assessing themselves. These children also have
extremely positive self-concepts regarding their behavior
and their sense of happiness. Their feelings regarding
their intellectual and academic achievements range from
average to high, consistent with the school ratings of
cognitive ability from average to superior.

In agreement with Carpio (1981) and Blackford (1992),
but in contrast to Arnaud (1959), these children have good
interpersonal relationships, and may tend to be overly
social. Those who appear to have difficulty reaching out do
have the desire to interact. Again in contrast to Arnaud,
only a small proportion are considered over-protected or
dependent. Arnaud’s study appeared to focus on the
negatives, based on the negative outlook of that time
regarding the effects of MS on the patient and, therefore,
the family. Of the children of mother patients, 78% have
average to above empathy, as found by Blackford (1992). 1In

this study, daughters of father patients have average to
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above average empathy, whereas the sons of father patients
are below average. 0Only adolescents could be tested about
their social values. In this study, the highest value was
placed upon altruism. The value of being supported was next
in importance, consistent with Sullivan‘’s (1974/1975)
findings of its importance to adolescents. The adolescents
in this study do not value independence. Although this
seems contrary to normal development and the adolescent need
for individuation, it is consistent with these children’s
apparent unresentful acceptance of their responsibilities
within the family.

The children in this study have high limit-setting
ability, indicating good self-discipline. Although they can
identify problems well, their maturity in resolving them is
not necessarily consistent with their age and intelligence.
The children tended to try to solve problems in an over-
controlling fashion of "this is the way it should be," or a
laissez-faire fashion of "ignore it and it will go away."
The children whose parents obviously made attempts to have
them participate in family problem solving demonstrated
definitely greater skill, taking more care to effect a
positive solution. The older children seem to have
developed a more appropriate reliance on others, and seem to
recognize their need, as a part of normal individuation, to
become less supportive of others. 1In several of the

families, the oldest adolescent shared the belief that the
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next child should now be assuming more responsibility in the
home so he or she could proceed with his or her own life.

Anxiety is higher than average in the adolescents, as
was found by Yuditsky and Kenyon (1979), and in contrast to
Arnaud (1959). Similar to Arnaud, however, the adolescents
have above average aggressive tendencies. The younger
children have low anxiety and normal aggressive tendencies,
in contrast to Arnaud’s findings. The children generally,
across the age range, seem to have high depressive
tendencies, in agreement with Arnaud. The majority of the
children in this study worry about their parents, both
patient and spouse. The younger children worry whether the
ill parent will die, and what will happen to them. This may
seem in conflict with the earlier finding that they report
themselves as satisfied with their happiness. The
depressive tendencies, however, were revealed through
projective techniques. Therefore, the children may not even
be aware of these feelings. The older children admit to
denying many aspects of their situation such as Power’s
(1984) "positive denial," seeking to fulfill daily
responsibilities yet still desiring to attend to their own
needs for the future. These children appear to be coping
quite well, but at a cost. The psychic energy necessary to
maintain their outward healthiness drains internal reserves,
making them more vulnerable to feelings of imbalance,

anxiety and depression. In general, these children have
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above average feelings of rejection, but the high level of
unresolved feelings in the younger children is reduced in

adolescence.

esea stio

The study sought answers to a number of research
questions, as stated in chapter 1. Answers to these
questions are suggested in the findings.

Question 1: How do children with multiple sclerotic
parents perceive their families? Overall, the children
perceive their families as well-adjusted, hardy, coping,
adaptable and balanced. They recognize that one family
member is very strong or the center of attention.

Question 2: How do these children perceive themselves,
their physical image, their self-concept and their place
within the family? Generally, they have very positive
physical images and self-concepts. Some of the children
feel a sense of rejection, apparently resulting from the
focusing of attention on the patient, and the intense
marital relationship the parents have developed.

Question 3: As the families have adjusted their
structure, roles and expectations, support systems and
financial situation as a response to the disease affecting
one of the productive adults, how have the children related
to these adjustments? In the main, these children have
adapted as the family has adjusted. They seem to accept

their new responsibilities as natural; but, as they grow
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older, there is a desire to pass some of these
responsibilities to a younger sibling, so they can begin
their normal separation process. The youngest child in the
unit did seem to be experiencing more internal conflict as
they reached adolescence and had no younger sibling to whom
the responsibilities could be passed.

Question 4: 1Is the emotional and social development of
these children following a normal developmental pattern,
specifically with respect to the development of empathy and
altruism/prosocial behavior? In the main, these children
were reported as experiencing normal development. They
exhibit average and higher levels of empathy and the
adolescents value altruism very highly.

Question 5: If the children are developmentally
delayed or accelerated, is it the apparent result of the
multiple sclerosis in the family? It would appear that the
high levels of empathy and altruism could well be a function
of the situation which demands that the children extend
themselves for the benefit of a parent and that generates
nurturance in well-adjusted families. Anxiety, depressive
tendencies, and feelings of rejection also seem a logical
result of the continual stress the illness places on the
family, and the concern for and attention paid to the ill

parent.

Recommendations

Professionals, such as physicians, teachers, counselors
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and ministers, who come in contact with families where a
parent has MS, need to be aware of the additiocnal stresses
being placed on the family system, as well as on the
individual family member. By recognizing the findings of
this and previous studies identifying how well-adjusted
families have successfully coped with the situations caused
by the MS, they may be better able to provide appropriate
support to families dealing with MS.

It is essential that the professional community become
aware that the children in such families are basically
normal and adjusted. While they may suffer negative effects
from the stress, they may also benefit in their social
development of empathy and altruism.

The potential for research in this field is limited by
several factors: (1) the difficulty gaining access to the
population for research purposes, (2) the lack of sufficient
confidence in many families to allow for participation, and
(3) the small proportion of intact families. However,
further research is essential. The present study should be
replicated with a larger sample over a larger geographic
area. A similar study should be undertaken with families
who are not coping as well with the MS. This should include
families with a single parent. A study needs to be
undertaken that can delineate how the age and stage of
development of the child at the onset of the parent’s

symptoms are related to their eventual adjustment. Further
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research related to the sex of the patient and the children
would also be useful. Similar research should be undertaken

with non-Caucasian families.
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Date
Hello,

My name is Jean McCutchan and I am a2 doctoral student at
Andrews University in Berrien Springs, Michigan. [ am working
toward a Ph.D. in counseling psychology. I was a school
psychologist for ten years, then resigned due to problems caused by
the onset of multiple sclerosis. [ changed occupations and have
been a part-time family therapist for seven years.

There has been a lot of research done on multiple sclerosis
and the people who have it. But there has been minimal research
done on the families involved, especially the children. Since my
areas of specialization are families and health issues I am doing
research to complete my Ph.D. on families which have a parent with
multiple sclerosis and school-aged children. I am investigating
the social and emotional development of the children as to whether
they are affected by having a parent with M.S. I am looking at
both positive and negative effects.

If you and your family would be interested in participating in
the project, please {ill out the attached questionnaire and consent
form and return them in the enclosed zstamped and addressed
envelope. You will he contacted further as the research progresses
only if you return the questionnaire.

An assistant and [ need to be able to meet with you and your
family in your home if you become part of the study. We would need
to meet with the entire family at least once and each individual

separately and/or in small grouos at least once.
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Following the interviews with vour family and individual
members of the family, the interview schedules and forms will be
identified only by an [D number, so that materials from a family
may be kept together. The family name will not be attached to
these forms. No family names will be mentioned in the research
report. Confidentiality is thus assured.

[f at any time during the study you should wish to withdraw,
this is your right. As a counselor, and a fellow sufferer from
multiple sclerosis, I take it as my responsibility to conduct the
research in such a manner as to avoid causing discomfort to your
family or any individual member of your family.

Thank you for considering your contribution to research on
families dealing with M.S. If you have further questions, please

feel free to call me at 219-262-0019, evenings.

Sincerely,
JEAN A. MCCUTCHAN

Enclosures:

1. Multiple Sclerosis Study - Population Identification
Questionnaire - to be filled out and returned in the enclosed
envelope.

2. Andrews University, Information and Consent Form - to be filled

out. Return the white copy with the questionnaire and keep the
yellow copy.
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MULTIPLE SCLEROSIS STUDY

POPULATION [DENTIFICATION OHESTIONNAIRE

L. Please give the complete names and ages of all who live in the
home. Give the grade in school for the children.

Age
MOTHER -—
FATHER School Grade
DAUGHTER(S)
SON(S) -
Relationship
OTHERS -
2. Please give the complete names, ages and relationship of any
other family members not living at home.
3. Wwhich parent has multiple sclerosis?
1. What year was it diagnosed?
5. “ino diagnosed it? NAME(S)
5. %hat symptoms are vou experiencing on a daily basis?
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7. To participate in this study every family member must be
willing to be interviewed as part of a group and possibly
individually. Would everyone in your family be willing tc
participate?

Yes [f yes, go to #8.
No If no, I am sorry, but your family cannot

participate in the study without full
cooperation from everyone. Thank you for your

time.
Uncertain If uncertain, may I contact you to help you
you make your decision? Yes No

3. It will be necessary for me and an assistant to visit in the
home of each participating family. We believe you would be
most comfortable being interviewed in  the familiar
surroundings of your own home. Is this agreeable to your
family?

Yes If yes, go to #9.

No If no, would you be willing to meet in another
mutually agreeable location?
Yes If yes, go to #9.
No If no, your questionnaire will be
kept on file in case circumstances change in
the study. Please go to #9.

9. Because of the nature of the study it may be necessary to
spread the interviews with a particular family over a period
of several months. Is this agreeable to your family?

Yes No

10. Please give the following information:

E] Home address:

Home phone number:

Wife’s work phone number:

o L

Husband’s work phone number:

Please indicate how you can best be contacted by checking the
appropriate box(boxes) on the left above.
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l1. On what day of the week and at what time of day is it most
convenient to make contact?
Dav Time

Home :

Wife’s work phone:

Husband’s work phone:

12. If you have any additional comments feel free to write them in
the space at the bottom of this page.

13. Please turn to the next page, which 1is an information and

consent form, and £ill it out completely if you are willing to
participate in the study.

Thank you very much for your time and willingness to be
considered for participation in this study.

Kindly return this questionnaire in the stamped, addressed
envelope provided.

Please be sure to include vour completed information and
consent form.

You will be contacted further within one month of receipt of
your filled-out questionnaire.

Signed

Full name of person completing the questionnaire (please
print):

Signature Date
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ANDREES URIVERSITY

INTORHATION iND CONSENT fORN
Daar feaily Macbars,

[ have explained to you that as a doctoral student at indress University, [ aa investigating tha social
2nd esotiona! development of children who have a parent wvith aultiple sclerosis. 3y responding to the
quastionnair2 vou have provided soas personal infocmation xhich [ have assurad you will be held in strict
confidance. [f you have indicatzd vour willingness to participatz in the study you have don2 so with the
undarstanding that the research vill involve family group and individeal intervisus, which nay involve measures
of attituca toward self, toward other family members, about self within the fanily and toward other paople.
is [27 as one or as many as all of these measures could be adainistered. The study will be conducted in your
hoo2. fou have aqgresd to participats under the following safeguards:

Sinca vour participation in this study is voluntary, vou say withdraw at any tize.

Il inforcation will remain confidential. Xlthough the descriptions and findings say b2 published, at
no time will your nase(s) be used.

Tharz is a0 cost for participation in this study.
is the researcher, [ take it as oy responsibility to conduct the research in such 2 samner as to avoid

causing discoafort to the fanily or individual family sembars and to avoid subjecting anyone to an overlengthy
and tiring period of questioning.

Investiqator Date
Jean i. HcCutchan

If you bave any further questions, please call me at 219-262-0019, evenings, or write to me at 22660 Remington
Court, Elkhart, indiana 46514.

Please sign in the appropriate spaces below. Please tear off the yellow back copy and keep it for your records,
then send this original with your coapleted questionnaire in the envelope provided.

7o be siqned by each faniiv sesber and by a witness who is anyone other than a family member:

w2, the undersigned, have raad, understood and accept the above inforzation and conditions. W¥e have
received 2 copy oi this fora. W¥e agree to participate 2s a faaily in this study under the conditions outlined.

Yother’s siqnature Date
Fether’s signature Data
Children’s signatures Date
Jate
Date
date
“itness’ signaturs date
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22660 Remington Court
Elkhart, IN 46514

July 23, 1993

Dear -—-family:

I have received your returned materials. Thank you very much
for filling them out and being willing to participate.

I am reviewing the returns as they come in and will eventually
be able to make a selection of families for the sample in such a
way as to allow me to limit the possible extensiveness of such a
study.

Your record will be held in strict confidence and I will be
contacting you as soon as I am able to determine my sample
families.

If you have any questions, feel free to contact me at 219-262-
0019, evenings.

Sincerely,

Jean A. McCutchan

PS. I am returning the yellow back copy to you for your records.

Encls.
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May 26, 1992

Jean A. McCutchan
22660 Reminton Ct.

———————

Dear Jean:

The Human Subjects Review Board has reviewed your proposal, "Social and Emotional
Development of School-aged Children of a Parent with Multiple Schlerosis,” under the full
review procedure. You have been given clearance to proceed with your research plans.

If there are any modifications to the proposed research protocol or consent form, or you
encounter problems as a result of the study, please notify us in writing. Feel free to contact us
if you have any questions.

If your research is going to take more than one year, you must request an extension of your
approval in order to continue with this project. The present approval duration is for one year.
We wish you success on this project.

Sincerely

Keai R. Randciph

Assistant to the Director,

Office of Scholarly Research

kr

c: Dr. Wilfred Futcher

tlerere ir spoelnes . VMl hivsaee el esfeny 170
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STATEMENT OF SUPPORT

I, Thomas R. Vidic, M.D., am willing to help with Jvan A.
McCutchan’s doctoral dissertation study in the following manner:

I will send Jean’s cover letter, questionnaire and consent
form to my multiple sclerosis patients together with a cover letter
of my own introducing Jean, explaining she is not associated with
the Elkhart Clinic, but that she is a professional person worthy of

their confidence.

//. A Date /églz@/‘zz

Thomas R. Vidic, M.D.
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STATEMENT OF SUPPORT

The National Hultiple Sclerosis Society is villing to help
vith Jean A. HcCutchan’s doctoral dissertation study in the folloving
manner:

Ve will furnish to Jean a list of state and local chapters.
If chey agree, through their auspices she may send individual members
her letter and questionnaire. These chapters vill introduce Jean’s
study and her questionnaire by a cover letter or any other means they
choose. She vill abide by any conditions or limitations they require,
in order to protect member confidentialirty.

Robert Enteen, Ph.D. 5/4/92
Date

Signature

Oirector, Health Research & Policy Programs
Office
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22660 Remington Court
Elkhart, IN 46514

August 10, 1992

Floyd Davis, M.D.

MSC Neurological Consultants
(Rush-Presbyterian St. Luke’s Medical Center)
1725 W. Harrison Street, Suite 330

Chicago, IL 60612

Dear Dr. Davis:

Dr. Tom Vidic, my neurologist, suggested that I write you to ask
for assistance in locating potential subjects for my study. I am
a doctoral student at Andrews University 1in Berrien Springs,
Michigan and am completing my Ph.D. in counseling psychology. I
am presently beginning to work on my dissertation and am searching
for families who have a parent with multiple sclerosis. I plan to
study the families and their school-aged children. I have enclosed
a packet of information which Dr. Vidic helped me disseminate to
all of the Elkhart Clinic M.S. patients. To protect their
confidentiality Dr. Vidic wrote a cover letter. He had one of his
staff members identify via the computer the M.S. patients that had
been diagnosed as having M.S. over the past year, then address and
stuff the envelopes I provided with the materials I had collated
for them. Therefore, I only know names if a family returns a
packet showing interest in participating in the study. Dr. Vidic
felt that you and your colleagues have a large population of M.S.
patients and might be willing to assist me in a similar fashion.

I had the pleasure of meeting you ten years ago this summer when

you helped my physicians diagnose my M.S.

I would like an opportunity to talk with you to discuss the
possibility of your help with my dissertation. I will plan on
calling your office in the morning of Wednesday, August 19. If you
could leave z time with your secretary which would be a good time
to reach you, I will call back at that tim;. You are welcome to
call me at your convenience at 219-674-0157 during the day and 219-
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262-0019 after 5:30. If you would prefer to discuss this with me

in person, that can also be arranged.

I hope you will find my study worthy of your assistance. I am very
excited about the response so far. I look forward to talking with

you.

Sincerely,

Jean A. McCutchan, M.A.
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Investigational Studies [nvolving Questionnaires, Survey Forms, Video Materials, Data
Collection or Information Obtained from Patients’ Charts
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or data collection.

{v] 3. The confidentiality of the subject information will be maintained.
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{monch ity fresr)

O Fuit 8osrd Review EXexoedited Rewen

Omie ‘ i some of which Rave not been reviewed. The IRG has hat alt [N
GSGRGMmmmWhﬁnmm i and that further certiiu lfmmisssa-uxnumgna

Dmmm involved, but this activity quahiies for exemption under 45,101 D) in with paragr finsere O
of exemption in 46 101(D], 1 throueh 5], Dut the did not o that ion on the i

6. Each official signing below certifies that the information provided on this form is correct and that each institution
assumes responsibility for assuring required future reviews, approvals, and submissions of certification.

APPLICANT INSTITUTION COOPERATING INSTITUTION
NAME, ADORESS, AND TELEPHONE NO. NAME, ADDRESS, ANO TELEPHONE NO.
Rush-Presbytexrian-St. Luke's Medical Center
1653 West Congress Parkway

Chicago, Illinois 60612

(312) 942-5479

NAME AND TITLE OF OF FICIAL [pnnt or typel NAME ANDO TITLE OF OFFICIAL lpnnt or type)

W Randolph Tucker, M.D.
. Research Administration - .

SIGNATURE os QFFICIAL LISTED ABOVE (and dace) SIGNATURE OF OFFICIAL LISTED ASOVE lond dare/
2 ot
z A2 1/18/93
HHS 596 (Rev. 1782) 5 116 sk vonat woce 5 neeced, plasse wee reverse e wnder “Noces.™
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- [UIN-rREdDY LEKIAN-SI. LUKE'S MEDICAL CENTER

Office of Research Administration ORAs &
PROCESSING CHECK-LIST
- P 2
INVESTIGATOR(S): Dz A0 Cudelion [W. Ko bet Abec acency DEaDLINE:
DEPARTMENT/SECTION: Abzeere/ag y JA.S. Cenfer  EXTENSION: 2-£S11 LOCATION: s Bldse
- ”
PROJECT OR PROTOCOL TITLE & NO.: Si»fl ,’J and gﬂl cticna ( FAX ¢:
be\je(cf meat oF Scheel ~aged Che dven ¢ « Pacrent
width Nlulhple Scleros's
FUNDING AGENCY (If NIH, Spaify lastitute):
TYPE OF APPLICATION: O Grant O Contract & Departmennal
(Check One) O Other »
The Investigator Should Obtain the Following Approvals Where Appropriate:
Initials: Date: Commen
"] 1. Approved by Dcmefcwrpenron or Admin. Officer M @. S22 7.1*
2. Is Recombinant DNA used in this Project? O Yes &No
If yes, submit DNA form with this project.
3. Arc animals involved in this project? O Yes OANo
if yes, initial and indicate date of submission
of apprapriate documentation to the Animal Care &
Use Committee (2-6576)
4. Are Radioisotopes used in this project? [J Yes E3No
If yes, initial and indicate date of submission of
‘*Authorized Radicisotope User” form to Radiation |
Safety Officer (2-5763)
The Office of Research Administration will Obtain the Following Approvals:
Initials: Date: Commer
5. Received by the Office of Research Administration (ext. 2-5498) m /s / 92
6. Budget Reviewed by Office of Research Administration N / A
7. Reviewed by Eva M. Wimpflen, Office of R h Admini: P TR i /7/ g2 l/
8. Reviewed bv Dr. Tucker. Office of Rescarch Administration W /. /// Zr/é/ 2|
¥
9. Human Investigation O Yes O No C‘d"{ (=] }‘!Lg \ ) ( { ’ { _ l.’ ? 2
Approved by the H Investigation C. ivee S LLAY LY ALY, 2-1-
24
10. Aporoved by Other Review Groups as appropriate: lJ( < I-—{ 3’4j
11. Approved by Office of the Dean @ (‘. 2‘(&2
12. Reviewed and approved by Authorized Official
13. Returned to Investicator Gy ! 2392

PLEASE CONTACT THE OFFICE OF RESEARCH ADMINISTRATION, EXTENSION 2-5498, AT LEAST TH
WEEKS PRIOR TO ANY DEADLINE IF YOU HAVE ANY QUESTIONS OR NEED ASSISTANCE.

TEC, 45C, ¢

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



MSC NEUROLOGICAL CONSULTANTS
RUSH-PRESBYTERIAN-ST. LUKE'S MEDICAL CENTER

1725 WEST HARRISON STREET. SUITE 309. CHICACO. ILLINOIS ¢0s12
PHONE (312) 942-8011

()

CUSAN STEFO3KE. M D
A KB RATMAN. M O
JAMES O STUWART P D
w ROSERY ASER. M O
KIMBEALY A QOUGLASS. &
UNDSLY L SAANIS. OTWL

February 15, 1993

Dear Rush M.S. Center Patient,

Imfmmmmmfomtimmnimmismm
through ocur office in order to preserve your confidentiality. Although
Jean McQutchan is not directly affiliated with the Rush M.S. Center, I am
acquainted with her and know her to be an ethical and caring professional.
Please consider participating in this study, as this area of research is
an irmportant cne that has been given little attention historically. I do
want to stress, however, that your decision to participate (or not to
participate) will have no effect on your treatment here at the M.S. Center
or on your relationship with your physician.

If you have questions concerning this or any other issue, please feel free
to call me at (312) 942-8011.

Sincerely,

. I //‘\
I olT A

W. Robert Aber, Fh.D.
Clinical Psychologist
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APPENDIX B

INTERVIEW INSTRUMENTS

- Family Interview Schedule
- School Request Forms
- Recommendation of FACES~II over FACES-III
- FACES-II
- FCOPES
- FHI
- Vineland Adaptive Behavior Scale
- Mehrabian Letter
- Bryant Index of Empathy
- Yes/No Response Scale
- 9-point Response Scale
- Survey of Interpersonal Values
- Piers-Harris Children’s Self-Concept Scale

- Roberts Apperception Test for Children
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FAMILY INTERVIEW Family #

Names - this page will be destroyed
Star M.S. B O N

Parents
Al Mother BD Educational Level
Occupation How long there?

Hours of work

B. Eather BD Educational Level

Occupation How long there?

Hours of work

Marriage Date

Children M/F | BD School |Grade Teacher
C.
D.
E.
E.
G. _ !
H.
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~N

Family &

Church affiliation(s)

organizations (who and what)

Volunteer work

Other activities

M.S. was diagnosed when?

where and by whom?

how

how told of diagnosis

doctor’s support

age of children at diagnosis

Who has the diagnosis been shared with?
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Family #

How was diagnosis dealt with by self

Spcuse

Parents and in-laws of self

Siblings of self

Children

As the nuclear family

Work

Church

Friends
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Family #

How supportive has each individual group been?

Spouse

Parents and in-laws

Siblings

children

Work

Church

TUFriEnas T _ Ma———— 7
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First symptoms/problems, what and when?

40

Family #

List all symptoms:

Initial,
stopped

but

Initial, still
present

Additional but
stopped

Additional, still
present

List all treatments and medications, specify ones presently used:

Home help and assistance:

Housekeeping

Who, How often, How paid

child care

Personal assistance

Financial assistance
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Family #

Medical insurance coverage for patient

Counseling: for whom, by whom, for how long, related to diagnosis or other

How has the family changed? As individuals in relationships to one another
and responsibilities:

How are the children doing in school academically, behaviorally, socially

Any other data or comments:
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TEACHER RELEASE FORM

As the parent of , I give my permission

for their teacher to fill out the Vineland Adaptive Behavior Scale

on my child and to provide any additional information as requested.

Signature Witness

Date
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TEACHER LETTER

Dear

..

This child, , 1s involved in a doctora
dissertation study with his/her family investigating how childre
are affected by having a parent with Multiple Sclerosis. I woul
appreciate it if you would £fill out the enclosed Vineland Adaptiwv.
Behavior Scale regarding this child, but please do not identif-
yourself or the child on the form. It is coded to maintain th:
family‘’s confidentiality. Please include on the Scale’s cover th:
child’s most recent IQ score as recorded in their cumulatiwv.
folder, incidating the measure used to determine the IQ.

If you have any questions please call me at 219-522-0481 or 800
257-4837. Feel free to write on a separate sheet any comments you

feel may be helpful. Please return in the enclosed SASE as soon a:
possible.

Jean McCutchan

Encls.
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To the Principal

Dear Sir:

Our child, ., 1s a student in
Grade __ 1in your school.

As a family, we are participating in a research by Jean
McCutchan into the personality, social and cognitive development of
children in a family where a parent has multiple sclerosis.

We are hereby authorizing you to release to Mrs. McCutchan
information from your records on our child.

Would you kindly have the appropriate person provide on the
lower part of this page, the latest IQ standard score obtained for
our child, stating also the scale (instrument) on which it was
measured.

Please detach that part of the page, and send it, in the
stamped, addressed envelope provided, to Mrs. McCutchan. Please do
not put a name on the fornm. It is number coded so that the
information may be attributed to the correct individual.

Thank you.

Yours sincerely,

Father

Mother

Family ID
child 1D
IQ

Scale (Instrument)
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UNIVERSITY OF MINNESOTA

Iwin Cities Campus

24 MoNeal Hall
1983 Buford Avenue
5. Paul. MN 55108
n12.625-7250
Fuar:-012-0253227

Funuly Soctal Science

i olleve ot Humus Ecoloex

June, 1991

USE OF FACES II VERSUS FACES III

We at the Family I[nventory Project currently find ourselves in a

state of transition.
validity of FACES IV.

Work is underway to test the reliability and
Until we are confident of our results and

can provide you with the completed instrument and manual, we are
recommending that you now use FACES II.

Although FACES III is the most recent version of FACES, and has
been effectively used in hundreds of research projects, many
findings have suggested that FACES II has some advantages over

FACES III.

First, the alpha reliability is higher in FACES II because it

contains more items.

The following table illustrates the

differences in relijability when test items were reduced from 15 in

FACES II to 10 in FACES III.

Cronbach Alpha figures for the two

versions are as follows:

FACES II FACES III
Cohesion .87 77
Adaptability .78 .62
Total Scale .90 .68

Second, the correlation between adaptability and cohesion and
social desirability in FACES II is less problematic than

anticipated.

Although the correlation between cohesion and

adaptability is considerably higher in FACES II, the common
variance has not been problematic, and the unique variance did

work well.

The correlation of adaptability, cohesion, and social

desirability for FACES II and FACES III is reported below:

FACES 11
Social
Cohesion Adaptability Desirability
Cohesion --- .65 .39
Adaptability .03 --- .38
FACES
111 Social
Desirability .35 .00 ---

Reproduced with permission of the copyright owner.
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Third, the concurrent validity for FACES [I is higher than for
FACES [1!, especially ror family adaptability. That is, other
instruments which measure constructs similar to cohesion and
adaptability correlate higher with FACES II than FACES [II.
Hampson, Hulqus and Beavers (1991) compared the Dallas Self-Report
Family Inventory (SFI) with both FACES Il and FACES [II. They
found the following correlations between the SFI global measure of
family health and FACES [I and FACES III:

FACES 11 FACES I11I
Cohesion  Adaptability Cohesion Adaptability
SFIL
Health L93**> LT9** .84** L45%*
** = p. < .01

Hampson, R. B., Hulgus, Y. F., & Beavers, W. R. (1991).
Comparisons of self-report measures of the Beavers Systems
Model and Olson’s Circumplex Model. Journal of Family
Psychology, 4(3), 326-340.

SUMMARY

Therefore, in light of these recent reliability and validity
comparisons, we recommend that you use FACES [I. You will note in
the March, 1991 issue of Family Process (30:74-79) that the
Circumplex Model has been theoretically updated. Recent empirical
evidence supports a linear scoring of FACES II and III and a
curvilinear scoring of the Clinical Rating Scale (CRS). In short,
we believe you will have better success with your research by
using FACES II and the linear scoring and data analysis.
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PLEASE NOTE

Copyrighted materials in this document have
not been filmed at the request of the author.
They are available for consultation, however,

in the author’s university library.

Faces II: Family Version
pgs. 417 - 436

University Microfilms International
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Albert Mehrabian, Ph.D.

Dear fls A e Jo Vaboens

Your are hereby given permission to duplicate and use the

_ . Y~ o - — J

— wee b n’v.\/k - -t'-"}?/.,;"'l""& NV osae "~ test
for use with subjects who vyou will 'be running in your ow
experimental studies. Please note you are not allowed to reproduc
any items of the scale listed above in any medium for distributic
to others (e.g., dissertation, journal article, book, compute
program, or another test or test manual). Others in vyou
department or school who may wish to use the scale listed abov
need to contact me at the address below for permission to use it

Best wishes,

-— 7

Albert Mehrabian

1130 Alta Mesa Road * Monterey, CA 93940 * Telephone (408) 649-5710
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PLEASE NOTE

Copyrighted materials in this document have
not been filmed at the request of the author.
They are available for consultation, however,

in the author’s university library.

Bryant Scale
pgs. 438 - 450

University Microfiims International
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APPENDIX C

DATA FILE
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36-55

56-85

10-11

12-13

14~15

16-17

18-19

20-21

22-23

24-25

26~-27

28-29

30-32

33-34

35-37

452

APPENDIX C

Data File

Family ID

1 = Ppatient; 2 = Spouse; 3 = Child 1:
4 = Cchild 2, etc.

1 = Male; 2 = Female

FACES-II responses

FHI responses

F~-COPES responses

as for row 1

FACES-II score on Cohesion

FACES-II score on Adaptability

FHI score on Cooriented Commitment

FHI score on Confidence

FHI score on Challenge

FHI score on Control External

FHI Total Score

F-COPES score on Acquiring Social Support
F-COPES score on Reframing

F-COPES score on Seeking Spiritual Support
F-COPES score on Mobilizing Family
F-COPES score on Passive Appraisal
F-COPES total score

Bryant Scale (Yes/No) score

Bryant Scale (-4 to +4) score
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Row 2 Column
38-40
41-42

43-44

45-46

47-48
49-50

51-52

53-54
55-56
57-58
59-60
61-62
63-64
65-66

68-72

74-78

80-85

453

Mehrabian Scale score

Piers-Harris
Piers-Harris

Academic

score on Behavior

score on Intellectual/

Piers-Harris score on Physical Appearance

and Attributes

Piers-Harris
Piers-Harris
Piers-Harris
Satisfaction
Piers-Harris
SIV score on
SIV score on
SIV score on
SIV score on
SIV score on

SIV score on

score on Anxiety

score on Popularity
score on Happiness and

total Self-Concept score

Support

Conformity

Recognition

Independence

Benevolence

Leadership

Age at date of testing (11.08 = 11 years

8 months

Grade at date of testing (+ in column 5 =

completed)

Date of testing (m d y)
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1011254245154533145 1444223452134 1152222244 13144412144 113342235344 225233224 22422231145
101126748191013 8502529101216 92

1012155155144 1151521354 1355531432152113444 14 14342333421425254545542533214443435523125
1012177452312 9 7513135141618114

10132442345351441254324315421215355

101325548 18 6.11 1.8 41293
10211554443433251433354223232124323411334314 143313133 113444414 111444544 133534533434 15
102116141191212 649293018 611 94

1022254433233315144 135513322214522421144441414233214434445442534153455434542455314325
1022263432312 9 3473038191114112

102325425454535534434551122111242353224 1434324 134313324555452432252345523431333333314
10232625417 6 7 333333214 814101 3611111207090957250525141011 15.10 10.9 51893
10242543434 23234 1342455234323 1442342114334 1313331324322434154422134354526343453435125
102425949181212 6482928201114102 7T115171213111074250420101912 13.04 7.9 51893
20112542434353451443455434553144 1142313444 141434 3244 1115425543451534333422434223225
2011264552310 9 5472136143416101

2012125553334 1551552355 13454 11451351114444 141463424344 1114531353245 1435513513535113145
201216458241211 9562439141120108

2013233232533255333255332345 1323224

201325850 06 15171113100975 7.11 1.9+ 61593
2021254 154444315134 13552355421432132114444 14143414344 11255523531131355531512555111115
2021268512461212 856233616 918102

202215315434421312633551245421431213113334 14143313244 1155463224342422042224 23444226326
202216149201212 7512530161215 98

2023145232554 122153 12453343211531144 114444142634 14 144 11455442545 14544454354 1535452135
202316251241114 65534371412 9106 -27  14151012091068 12.11 7.9 52793
2031234543131444224 13145244 12634421313423323 2213132311152312211125424511525222111215
20312414213060407302023100915077

20321443343532545134234522454423423431334331413 32324322543144425354545423532544123145
20321624718100905422936161315109

20332112135432531231344252334415432

203325139 08 091104 13090753 7.09 1.9+ 72893
2036134215133342226 1426135544 134114
203416145 12 4.06 Prex 72893

2041255334532355255333523453354312142343443423244443411554551514251541411551414441115
20412545522060606403633110717104

204621543554532551551354 133543144 1151114444 1313331333311545453514253455213453434213115
20421735420121009513036161118111
2043255244244355134225323553314312431144442614341414411555352544453534534554535513235
20432655024111407564039141415122 7216131207081062142112082510 15.10 10.9+ 72793
2044255 155253255 1552454 1455441551324 11344414 163424 3442154545152265354542254 1414511115
20442725523121105513638110617108 3716151312101069211506082911 14.02 8.9+ 72793
2045254 1223324242614251555144153134

204525737 17 1313101211106714 1609122316 10.04 4.9+ 72793
2051144 1331443431243344 114433144 11311144441314341323433145111514451515131511511141213
20511604523121105511536060714078

20522552534442351451455145431245115322444426443414 144 11225222523552415521121513531153
20522715824061407513033060816093
2053153553422644125332531452314511211144341414221314311245222421164213413321514111311
2053150502012120953 1930040615074 00316171112100969161911092510 16.11 11.9+ 81793
2054 145352634243 13423443135312551133114444131433142632145525154355151544 1541415411344
2054 1565521121306523739070915107 -0116161314111074250919071812 15.01 9.9+ 81793
20612543453342352263144135442135326321443424 1303232332144454542226445452246351326425215
20612664620100806443227181414105

2062156 155145115134 1254 1444321442143 1144444634634 16 164444344445344235554444553434 14115
20621724724097401483331181615113

20631531522321353125153155531125515

206316542 15 15151108091064 9.02 3.9+ 82493
207115555435515515524551555521551154 11414414 143414 1442145554554 5453554524 5545454 14135
20711746221121405523939181817131

2072254455454345 1354354135554 1442153313444 14143426264 226554454 34443454434455454544135
20722695223101205503833191713

20732223543535353553555235535235335

207326249 12 7.11 1.9+ 82493
20741 PROJECTIVES ONLY
20741 PROJECTIVES ONLY 5.08 K.9+» 82493

20812442423442152646 1234223343334 1264 12644314133324 1431122542446 121535444 115644245212115

20812614420111306502235151118101
208214423344331515424551353413351443214444 141343231463 11545424411142626211455444132114

20821654421111307522533121117098
208523152112151543351313111254 1515240320442023234314322342631311115443424421334264415

208523626 13050904 3124274 160409077 16.05 9.3 111493
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2091244 145434244 1443354 155532144 1343224444 14 143423433304 54444546435256452 453454353235
20912665523100802433635171513116

2092154 133334224 1442354 243542134 122421434314 233323433213245325232524 343124 31534212124
20921634919100805422535 122819099

20931455434343531342151333515134233

209315145 15 16171214111075 11.07 5.3 112293
2094254 155355444 1423355345554 135115
209427151 16 16151112091072 8.06 2.3 112293

2101255443333434 1451144 1244431533464312244313 1434 1314321555555455444435523454234212125
21012594619111306493832131916118
2102154255444325244 1355335543134 1231113444 14 144313 14411245324535354 5444 13354445445135
21021685222121409573036181614114
210626 1342224435 124334311221212224 223244431324 131214311555454333353545512551313421114
210624638200810084563734101117109 09216110905040852161412122907 19.09 12.9+ 121393
2111255145543145255435511554 11551134 11434424 143323 13311444555455444451411352244425135
21112735721111106493826191716116
211215425534423515513541255321551252114344 14 143414 1431144444 144314134446 11444264426 115
21121745322121408563029171219107
2115155124344 234 1443254 1344431551152124434 14 143323033204454544553314544 14452454445 145
21151714821110804443732201617122 3316161110100972171811102905 16.07 10.4 10994
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APPENDIX D

PIERS-HARRIS PROFILES
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APPENDIX D

Piers-Harris Profiles

Profiles included for:

Family 102 - Daughter 1

- Daughter 2
Family 201 - Daughter
Family 202 - Son
Family 203 - Daughter
Family 204 - Daughter 1

- Daughter 2

- Daughter 3
Family 205 - Son 1

- Son 2
Family 206 - Son
Family 208 - Daughter
Family 209 - Son

- Daughter
Family 210 - Daughter
Family 211 - Son
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PLEASE NOTE

Copyrighted materials in this document have
not been filmed at the request of the author.
They are available for consultation, however,

in the author’s university library.

The Piers—Harris Children’s
Self-Concept Scale
Profile Form
pgs. 458 - 473

University Microfiims International
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APPENDIX E

RATC PROFILES
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APPENDIX E

RATC PROFILE ABBREVIATIONS

REL Reliance on Others

SUP-O0 = Support-Other

suUp-C

Support-Child

LIM = Limit Setting

PROB = Problem Identification
RES-1 = Resolution (level) 1
RES-2 = Resolution (level) 2

RES-3 = Resolution (level) 3

ANX = Anxiety
AGG = Aggression
DEP = Depression
REJ = Rejection
UNR = Unresolved
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Family 10l--Daughter

Ages 6-7
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Family 102--Daughter 1

CLINICAL

ACAPTIVE

13-15
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