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RESPONSIBILITY AS A FACTOR IN ADJUSTMENT FOR
SIBLINGS OF CHILDREN WITH RETARDATION

ABSTRACT

Forty mothers of children with retardation and forty-dne mothers of
children without disabilities rated their nondisabled children on levels of in-
home responsibility and psychological adjustment. Siblings of children with
retardation were found to show significantly more difficulty in psychological
adjustment but not more in-home responsibility. Mean scores on ratings of
psycholoéical adjustment were in the normal range for both groups. There was
no relationship between the degree of responsibility the sibling had in the home
and the degree of psychological difficulty. Girls in both groups had significantly
more responsibility than boys. Mothers of children with disabilities did not
report closer relationships with nondisabled siblings than mothers of
nondisabled children did with their children. Siblings of children with
disabilities also did not engage in more activities that could be considered
altruistic. The possible positive impact of responsibility in childhood is
discussed, with special attention to the potential negative implications as girls

grow older. Implications for clinical practice are examined.
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DEPARTMENT OF EDUCATION
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Chapter 1: Introduction

_ Justification

Between 1969 and 1979 the number of resident patients in state and
county mental hospitals in the United States decreased by 62%. For those
under 18 diagnosed with retardation, the decrease was 60% (National
Institute of Mental Health, 1983). This period of deinstitutionalization was a
culmination of many years of research, on-site reports and appeals
questioning the therapeutic value and describing the harm of institutional
settings on the mental health and even physical health of their occupants
(Albee, 1974; Blatt, 1974; Goffman,1961; Hobbs, 1975; Szasz, 1970). With
the advent of the Mental Health Facilities Act of 1963 and the Education for
All Handicapped Children Act of 1975, many people with disabilities
returned to community living. Many children who would earlier have been
institutionalized stayed within the family.

Deinstitutionalization necessarily had a great impact on families. To
assess this effect it is productive to look first at what institutions provided for
these families. In the literature of the last 20 years, .it is easier to find
commentary on the ills of the institution. It is not necessary, however, to
adopt a pro-institutional stance in order to see that the practice of separating
the child from the family, and providing care in a residential facility, couid
have some positive impact on family life. Certainly it did not lessen the
family's grief. What it did do was provide relief for family members from what
Gallagher (1984) has called "a continuing care problem that stretches as far
into the future as the family can project" (p. XIV).

2
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Texts on teaching severely disable.d children provide examples of the
wide variety of skills required in caregiving. There are units on the use of
adaptive equipment, first aid for seizures, sex education, use of
communication boards, eating and drinking training, special clothing,
behavior modification and medical procedures (Bigge & O'Donnell, 1976).
Families also teach these skills and perform these caretaking functions.
Many positive aspects of having a child with disabilities in 'lhe home have
also been noted, such as increased sense of family strength and empathy,
appreciation of differences, awareness of the value of health and enjoyment
of the less complicated aspects of life (Featherstone, 1980; Meyer, 1986;
Seligman & Darling, 1989). When negative feelings are reported by family
members, however, they almost always relate to caregiving (Featherstone,
1980; Fromberg, 1984). Featherstone (1980) comments:

Sometimes . . . fatigue becomes so pervasive that it is hard to
locate and difficult to combat. Life loses its color; a gray film
settles over the emotional landscape. . .parents feel too tired to
go out. Old recreations give less pleasure than before. After a
while the whole family abandons them. Nothing seems
possible or worth doing. (p. 100)

The impact on the family of current and future responsibility for a
disabled member has also emerged from research (Cleveland & Miller,
1977; Crnic & Leconte, 1986; Gath,1974; McCullough, 1981; Schreiber &
Feeley, 1965). In a 1983 review of sources of stress for families of disabled
children, Gallagher, Beckman and Cross identified caregiving demands of
the child as a key factor. Seligman and Darling (1989) saw the demariding
care of a child with severe disabilities as the primary disruption to the family

and urge clinicians to address this practical family need. In a landmark
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work, Wikler (1981) described the nature of chronic stress in families with a
child who has retardation. In this cohceptual paper she argues that families
of children with disabilities do not resolve the associated issues but instead
experience periodic re-emergence of stressors. Prolonged burden of care
was among the four major stressors she included with its related fatigue,
frustration over unavailability of babysitters and little hope of relief for the
future. McCullough (1981) found the inability to handle physical aspects of
caregiving as a primary problem for the older parents she interviewed.

Mallory (1986) has stated several guidelines for assessing the quality
of programs to assist families with disabled members. The importance of a
life span perspective which leads to achievement and independence for all
family members is emphasized. The anticipation of risk factors, significant
life events, strengths and future needs of the family are crucial aspects of
these programs. Mallory notes that programs which address only the needs
of the family member with disabilities are inadequate, as are those which are
oriented toward pathology rather than prevention. Proactive approaches,
rather than reactive interventions, are likely to have a more long range
impact on mental health (Farran, Metzger & Sparling, 1986). Proactive
approaches depend on research for identification of factors that might place
family members at risk for adjustment problems.

In research related to families who have a child with a disability,
studies of the parent/nondisabled sibling dyad have appeared only recently.
Several professionals in the field have noted, in fact, that siblings are often
forgotten (Fortier & Wanlass, 1984; Hannah & Midlarsky, 1985; Lobato,
1983; Vadasy, Fewell, Meyer & Schell, 1984).

There is evidence to suggest that most siblings of disabled children

make successful psychological adjustments (Cleveland & Miller, 1977;
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Graliker, Fishler & Koch, 1962; Kowalski, 1980; Simeonsson & Bailey,

1986). McHale, Sloan and Simeonsson (1986) point out, however, that
wider variations in adjustment of siblings of disabled children, as compared
to siblings of children who are not disabled, have been noted. Developmeht
of research in this area now allows us to ask more specific questions such
as, who copes best and under what circumstances, rather than simply
whether overall effects are positive or negative.

One factor repeatedly emerging from these studies is that female
siblings, most often older sisters, are a population at risk for psychological
difficulty (Cleveland & Miller, 1977; Crnic & Leconte, 1986; Gath, 1974;
Hannah & Midlarsky, 1985; McHale, Simeonsson & Sioan, 1984). What
Skrtic, Summers, Brotherson and Turnbull (1984) call the "potentially
damaging impact on 'big sisters™ (p. 242), needs more attention. The
reason for the risk to older sisters remains unexplained, but we find it
attributed to increased responsibility based in part on role expectations for
women (Cleveland & Miller, 1977; Crnic & Leconte, 1986; Lobato,1983;
McHale, Simeonsson & Sloan, 1984).

The issue of responsibility appears frequently in literature about
siblings of disabled children. In a review of the sources of psychological
disturbance among siblings of children with disabilities, Seligman (1983b)
gives substantial weight to female gender and lower socioeconomic status
as risk factors, both of which he relates to increased caretaking
responsibiltiy. Seligman and Darling (1989) relate excessive caretaking to
potential anger, resentment and guilt. They also note that females more
frequently engage in caretaking behavior but add that this may not
necessarily lead to maladjustment. Much of the research suggesting gender

as a factor related to responsibilities of siblings of the disabled was done
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more than 10 years ago. Some authors have suggested that this issue be
reinvestigated given recent changes regarding gender roles in society
(McCullough,1981; Seligman,1983a).

Statement of the Problem

The research question addressed in this study is: What is the level of
home and caretaking responsibility for siblings of children With retardation
compared to siblings of nondisabled children and what is the impact of that
responsibility on psychological adjustment? Responsibility is frequently
mentioned as a factor related to adjustment of siblings of disabled children
but is rarely specifically evaluated. By learning the role that siblings play in
the family's accomodation to the stresses of caring for a disabled child, we
should be able to anticipate family members' needs for assistance and
support. The study addresses the following questions:

1. Do siblings of children with retardation have more home and
child care responsibilities than siblings of children who are not
disabled?

2. Do female siblings of children with retardation have more home
and child care responsibilities than male siblings of these
children?

3. Do female siblings of children with retardation show more difficulty
in psychological adjustment than male siblings of these children
or siblings of children without disabilities, male or female?

4. Are higher levels of home and child care responsibilities
correlated with higher levels of difficulty in adjustment for siblings

of children with retardation?
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5. Do siblings of children with retardation score higher on a brief
measure of altruistic behavior than siblings of children without
disabilities?

This study explores issues important to the understanding of roles
and responsibilities in families with a disabled child. It also compares roles
and responsibilities in these families to those in families where no disabled
member is present. Few studies have included such a control group for

systematic comparison.

Specific Research Hypotheses

1. Siblings of chidren with retardation will have more home and child care
responsibilities than siblings of children who are not disabled.

2. Female siblings of children with retardation will have more home and
child care responsibilities than male siblings of these children.

3. Female siblings of children with retardation will show more difficulty in
psychological adjustment than male siblings of these children or siblings
of children without disabilities, male or female.

4. Level of home and child care responsibility will be positively correlated
with difficulty in psychological adjustment among siblings of children
with retardation.

5. Siblings of children with retardation will score higher on the rating of

altruism than siblings of nondisabled children.

Theoretical Rationale
Research on families of children with disabilities is still in its early
stages. The many factors which can influence adjustmsnt in any family

make the task difficult and complex. The chailenge is increased by the
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common problems faced by all mental health researchers such as
availability of participants, instruméntation weaknesses and ethical
considerations. Theoretical formulations give order to these investigations.
Farber (1986) notes in his essay on historical contexts of research on
families, that the pluralistic family model evolved concurrently with the
deinstitutionalization movement. This model emphasized the rights of all
family members to reach full potential and led to studies of the impact of a
disabled child on the family as a whole, on its subsystems and on individual
members. Two frameworks for understanding the family in this context are
ecological systems theory and family systems theory.
Ecological Systems Theory

Ludwig von Bertalanffy has been called the father of general systems
theory. As a biologist, he saw value in applying an interdisciplinary point of
view to many questions. He described an organism as "a system, that is a
dynamic order of parts and processes standing in mutual interaction®
(Bertalanffy, 1981, p. 111). Applied to the field of psychology, this concept
provides contrast to the traditional behavioral and psychoanalytic theories
which emphasize the individual or the one-way influence of environment on
the organism. In systems theory the individual represents one active system
that is part of other active systems such as family, school class or
neighborhood. The ecological system consists of the individual and these
settings and all parts of the system influence all other parts (Hobbs, 1975).

This ecological framework has been formalized in the work of
Bronfenbrenner (1979, 1986), who describes an ever widening series of
social systems beyond the individual. The mesosystem represents the
relationship of the systems to one another. The microsystem is most central

to the person's daily life and consists of immediate settings such as home,



9

classroom or office. The exosystem is one with which the individual has only
indirect involvement. A parent's workplace may be part of a child's
exosystem. The child is influenced by occurrences there, but only indirectly.
The macrosystem is a sphere of broad influence and consists of cultural
norms. The chronosystem represents the pattern of events over a lifetime,
including historical influences on the individual.

Ecological systems theory has its most powerful impact when applied
to psychotherapuetic approaches. It is especially effective in the treatment of
children because they are so vulnerable to influences from various settings.
This theoretical point of view forces us to look beyond the child to find
reasons for his behavior. Hobbs (1975) outlines several specific effects of
an ecological approach in the treatment of children, as opposed to the
traditional, individually directed, approaches:

- The child is no longer the only focus of assessment or intervention,

although factors within the child are not ignored.

- Parents, as a very influential part of the child's ecological system,
maintain responsible roles which are not given over to
professionals.

- Behavior is studied with reference to particular situations.

- Problems are interpreted in context as a mismatch between
individual and setting to be addressed by intervention, rather than
as an illness within the individual.

- Consideration of interventions is based on their effect on the entire
system, not just one part or individual within the system.

Several authors have applied ecological systems theory to the study

of families with disabled children (Fewell, 1986; Mallory, 1986; Seligman &

Darling, 1989) and indeed there are compelling reasons for such a match.
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Mallory (1986) notes that social policies are part of the ecology of the family.
it is difficuit to find an arena where this is more obvious. The
deinstitutionalization movement is a prime example of an event originating
in the exosystem (government and mental health agencies) which directly
affected the microsystem, the family and the individuals within it.

Eamily Systems Theory

The family is the aspect of the microsystem that has been given the
most attention because of its central impact on the child. In an early work
outlining an ecological framework in the treatment of children, Minuchin
(1970) called the family "an extra-individual unit with regulatory power over
the behavior of its members" (p. 43). He notes that a child's family is the
most significant arena, though schools, peers and neighborhood may also
be important. In a comment that hearkens back to Bertalanffy, he describes
the family as a network that strives to preserve its equilibrium when
threatened by forces from without or deviation from within. Family systems
theory, largely due to Minuchin, emerged from its ecological roots to become
a full assessment and treatment paradigm utilized across ethnic and
socioeconomic groups in mental health agencies, residential treatment
programs and schools.

In his 1974 landmark work, Families and Family Therapy, Minuchin
-outlined the basic premises of family systems theory and structural family
therapy. The individual influences his environment and is influenced by it.
Therefore, in a family, changes in the structure contribute to changes in
behavior of the individuals and to changes in their inner experience. A
therapist should target a family system for intervention and should try to

change events in the present, not explore the past.
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The family includes various basic subsystems each of which have
certain tasks to perform. The rigidity or blurring of system boundaries
influences and reflects the mental health of the family,. The work of the
spouse subsystem is for the two people to accomodate and compiement one
another. The task of the parental subsystem is child rearing. The sibling
subsystem is made up of the children in the family, exclusive of their parents.
Their work is to leam to interact with peers and perhaps to negotiate with the
power in the family, the parents.

The Family Life Cycle

Over the stages of the life cycle, family subsystems will interact
differently, ideally responding in various ways as needs of the individuals
within them change over time (Carter & McGoldrick, 1980). The process of
changing, evenvwhen it is eventually a success, can be stressful. Normal
events such as marriage, birth of a baby, or retirement bring stress
(Terkelsen, 1980). When the outcome of the experience is less than
expected, as in the birth of a disabled child, miscarriage or divorce, the
stress for individuals and the family unit is likely to be greater. Terkelsen
(1980) has termed these paranormativé events. These occurrences have
the potential to disrupt the family.

Mallory (1986) has applied Haraven's concept of family time and
historical time to families with disabled members. In Haraven's formulation
each event can be interpreted in terms of individual time, where each person
is in an individual life cycle; family time, the family's stage of development;
and historical time, political, economic and cultural forces of the moment
(Haraven, 1977).

For children with a moderate or severe disability, individual time can

be delayed. They may move through developmental stages at a slower



12

pace. Individual time of other family members may be directly affected.
Siblings who are in caregiving roles may experience an accelerated
movement into adult functioning, for example. The launching period for
families may be delayed or never completed resulting in alteration in
patterns of family time. Families rhay also be more vuinerable to fluctuations
in social services, an aspect of historical time (Mallory, 1986).

The families of the disabled children in this study have all been
affected by historical time through events in the exosystem we have termed
deinstitutionalization and education in the least restrictive environment. The
broad question being asked here is what effect have these events had on
the microsystem of the family. Bradt (1980) argues that different children,
even within the same family, have experienced different social and
emotional climates. Is the experience different for male and female siblings
of children with disabilities? Some researchers have said that it is because
of values present in the macrosystem, consisting of different expectations
based on gender. Is the nature of the parent/nondisabled child subsystem
altered by the presence of a severely disabled child in the family? Some
have concluded that parents have different expectations for their
nondisabled children when one of the other children in the family has a
disability. Finally, is increased responsibility a real and present factor in the
lives of siblings of children with disabilites that could change the pace of
individual time? Some have argued that it is and that it not only influences

the pace of development but the nature of development as well.

Definition of Terms

Level of responsibility-Score on a measure of home and child care

responsibility adapted for use by the researcher from the Carolina Family
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Responsibility Scale (Gallagher & Bristol, 1981), Schwirian's measure of
household and caretaking responsibility (1976) and review of several
studies of household and child care tasks. Responsibility is defined as the
frequency of performance of household and child care tasks.

Child with retardation-A child between the ages of 5 and 21 inclusive who
has retardation. The presence of retardation in children was determined by
parental report and child or family membership in an organization providing
treatment, support or recreational services to children and families of
children with retardation.

Nondisabled child-A child between the ages of 5 and 21 inclusive who has
no disability as reported by mother.

Socigeconomic status (SES)-Mother's report of total yearly family income.
Sibling adjustment-Sibling's scores on the behavior problem scale of the
Child Behavior Checklist for Ages 4-16 (Achenbach, 1981), with mother as

" respondent.

General Sample Description

During the 1987-88 school year, 601,288 children served under the
Education of all Handicapped Children Act, or 14.6% of all children served
under that act, were diagnosed as having retardation (U.S. Office of Special
Education and Rehabilitative Services, 1989). Of that number, the greatest
percentage had mild retardation. Mild retardation is often first identified by
 the schools, usually not until the child is five or six years of age, and it is
unlikely to have a major effect on the child's life outside of school (Mercer,
1979). Children with moderate or severe retardation are also identified by
schools. These children, however, are often known to other support

agencies such as the Association for Retarded Citizens, Special Olympics,
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Community Mental Health and Retardation Centers, and the Down
Syndrome Society. Children known to these agencies in southeastern
Virginia were the accessible population for this study.

Data on siblings of children with retardation came from mothers in
southeastern Virginia who belong to organizations like those above or who
have sought services from these organizations for themselves or their
children (see list of cooperating organizations, Appendix A). Data on
siblings ot children without disabilities also came from mothers who
belonged to an organization or group or were parents of children who did
so. Church groups, Boy Scouts/Girl Scouts of America and Community
YMCAs were among the cooperating organizations for the comparison
group (see Appendix A).

Fourteen percent of the participants in this study were African-
American. This makes the sample more like the national population
ethnically than like the Virginia population. Median income of the sample
was $25,000 - $49,999, comparable to the median family income of Virginia
and the nation. Results can be generalized to families of children with

moderate or severe retardation to a limited degree.

Limitations of the Study
Agency directors and support group leaders were cooperative,
enthusiastic supporters of this project. Some of them provided access to
their membership lists with a promise of confidentiality and one-time use.
Others addressed prepackaged and stamped questionnaires, and some
hand delivered questionnaires to their group members.
This procedure has limitations. All participants were members of

some organization. To the extent that nonjoiners are different from joiners,
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these results may not generalize to t.he larger population. Among families of
children with disabilities, this could mean that those too overwhelmed by
time constraints or financial limitations to join a group are unrepresented.
The joiners, on the other hand, may represent those with more life problems,
since they were seeking some form of assistance or support. Also, the
joiners may be more active, assertive and involved than the larger
population. The fact that the comparison group were also joiners mitigates
this limitation somewhat, but it is still an important consideration.

No one in this sample checked the income category, below $9,999
and only 10% checked the $10.000 - $24,999 category. Therefore, low-
income families are not well represented in this sample. Those with higher
incomes may be able to pay for assistance with family responsibilities and
thus be less likely to show resulting symptoms of being overburdened.
These individuals may also be in positions (education, medicine, law, etc.)
that give them the opportunity to learn more about special education
legislation and regulations designed to assist people with disabilities, and
they may therefore more easily gain access to support services.

While the above factors may work to limit generalization, there are
also factors present that may enhance it. First, quite a large number of
agencies and groups supported this study, 26 organizations in all. No one
organization contributed a significantly larger proportion of participants.
Secondly, these organizations were very much in the mainstream of
American life and in the lives of people with disabilities. Many of them
require little if any fee for membership or service. Finally, participants were
not necessarily active members in an organization. In many instances they
simply had to have their names on a mailing or membership list to receive a

questionnaire.
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A considerable effort was made to locate a measure of household
and child care responsibility for children for use in this project. Even
attempts to review literature in other fields, such as sociology and home
economics, were not successful in producing a measure with substantial
psychometric properties. In most research where household and caretaking
responsibilities of children were addressed, observations. journals or
periodic calls to homes were the data gathering procedures. Observations
are impractical in this case because of limited resources available for
dissertation research. Observers can also influence the behavior being
observed. Journals are subject to the possibility that subjects will lose
interest over time. Phone calls to check on behavior at a given time could be
considered intrusive. The best alternative was to design an instrument that
reflected the content of research and the few existing instruments.

Validity and reliability data are available for the Carolina Family
Responsibility Scale (CFRS) (Gallagher & Bristol, 1981). However, this
instrument was designed to assess parental responsibilities. The Schwirian
(1976} measure of household and caretaking responsibility was designed
for use with children and has been utilized in two studies cited in the
literature review. Validity data are very limited, no data on reliability could
be provided by the author and it is quite brief. Both of these instruments
were studied along with research on home and child care responsibilities for
children and adults. Factors noted were considered in the development of a
measure of responsibility appropriate for children and extensive enough to
include a wide variety of possible tasks. (See instrumentation section.) An
instrument with a strong psychometric background would obviously have

been better. However, since behavior reports in this area are relatively
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straightforward and groups were compared to one another and not to a
normative group, the goals of the study could still be met.

Another limitation of this study design is that sibling adjustment was
measured from one perspective, ratings of the mother. The use of parent
rating in research and clinical practice has a long and respectable history.
Many instruments which play an important role in the assessment of children
are based on parent or teacher reports (Achenbach & Edelbrock, 1983;
Martin, Hooper & Snow, 1986). However, Lobato, Barbour, Hall and Miller
(1987) found differences in adjustment ratings between siblings of disabled
and nondisabled children based on maternal reports, but not when siblings
were assessed directly. Lobato et al. caution here, as Lobato (1983) did in
an earlier review of literature pertaining to siblings of disabled children, that
mothers' perspectives on the adjustment of their nondisabled children may
be affected by their own adjustment to the child with disabilities.
Nevertheless, one of the goals of this study was to see if behavior and
adjustment of siblings may have changed following new societal attitudes
regarding gender roles. In order to provide comparison with past research,
this study had to be based on the same factor, and most often this was a
mother's report. The use of a well validated, reliable instrument to assess
adjustment should have reduced the influence of extraneous variables.

The final limitation concerns the effect of mother's adjustment, not on
her rating of her nondisabled child, but on the actual adjustment of the child
and on the level of responsibility placed on the child. A true measure of
mother's adjustment would have added considerable length to a
questionnaire already bordering on too long to obtain a maximum response
rate (Dillman, 1978). The relation between mother's adjustment and the

factors being studied here suggests an interesting follow-up study.



Chapter 2: Review of Literature

Historical Development: Are siblings of children with disabilities
a population at risk?

Several authors have addressed this question. Unfortunately for
purposes of analysis and comparison, the issue has been approached from
several different directions. An attempt will be made here to group work
which has certain elements in common.

Clinical Impressions

Pessimistic outlooks characterize articles by Trevino (1979) and San
Martino and Newman (1974). Trevino concludes that psychiatrists treat
siblinés of disabled individuals more often than they treat the disabled
people themselves. San Martino and Newman take a psychoanalytic bent
in outlining problems faced by siblings of the disabled and identify them as a
“vulnerable” group frequently seen in child psychiatric clinics.

Other clinicians have more positive impressions. Chinitz (1981)
worked with a group of 7-14 year olds whose brothers and sisters had
cerebral palsy. She concluded after eight sessions that they all seemed well
adjusted. Crocker (1981, 1983) also concluded that the overall outcome is
not negative for siblings, but urged clinicians to pay attention to possible
needs of this population. Mori (1983) cautioned that parents may make
excessive demands on siblings, especially older siblings, and that their
needs to live their own lives and receive accurate information should be
respected. He also reminds clinicians that any family problems present can

be expected to go beyond the parent or even the parent-child dyad.
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Clinical impressions should be considered in light of Blackard and
Barsh's (1982) finding that professionals may tend to over-estimate the
negative impact of a disabled child on family relationships. In their study
comparing impressions of parents of children with severe disabilities and
impressions of special educatioﬁ professionals, the latter significantly over-
predicted negative impact, especially on siblingé.

Self Reports

The personal report literature in this field is rich and full of insights
regarding the feelings of siblings of disabled children. Featherstone (1980)
cites common themes of embarrassment and confusion among siblings, as
well as a sense of loss for the normal sibling relationship they might have
had and anxiety over their future responsibilities.

Wide variation in sibling reactions is apparent. First hand reports from
five siblings of autistic children (Sullivan,1979) show some emphasizing
mostly negative reactions, "In my case, stress has been an everyday
occurrence during the past 12 years" (p. 295), and others including reactions
that could be considered self-enhancing, " . . . sometimes I'm the only one in
the world who can teach him something and | feel so proud!” (p. 293). In all
cases the message of coping with extreme circumstances which evoke
strong reactions is clear. In fact, if there is one universal tone in all of the
personal report literature, it is one of intense emotion.

Often that emotion relates to responsibility. Whether siblings reject
the responsibility, are gratified by their ability to cope with it, are
disappointed. in their inabililty to fulfill it, or worry about its impact on the
future, personal reports suggest they experience the issue of responsibility

in some form at an early age.
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Literature Reviews

Perhaps because work related to siblings of disabled individuals is
broad in scope and includes so many different approaches, several authors
apparently saw the need to bring the available information together in some
organized form. Twelve literature reviews written between 1981 and 1989
were considered for discussion here. Most of them included a core of major
studies which will be discussed later. All of the reviewers conclude that
factors other than the simple presence of a disabled child in the family are
related to adjustment of siblings. Three of the reviews do, however, include
general statements that, as a group, the sibling population should be
considered at risk (Crnic, Friedrich & Greenberg, 1983; Hannah & Midlarsky,
1985; Vadasy et al., 1984). Two others conclude that, as a group, siblings of
children with disabilities do not have more adjustment problems than other
children (Lobato, 1983; McHale, Simeonsson & Sloan, 1984). Seligman
(1983a, 1983b) argues that the question, put in general terms, is not
answerable because of the multitude of factors involved. The remaining
authors concentrate on these factors rather than on the general question.
Simeonsson and Bailey (1988) argue that the difficuity in determihing a risk
factor is due in part to research designs which call for averaging of scores on
scales of adjustment. This averaging results in the masking of the high
variability among siblings.

Reviewers noted the following factors as potentially related to
adjustment of siblings. They are listed in order of frequency of mention, with
the most frequently cited listed first: gender of nondisabled sibling;
responsibility of nondisabled sibling; parental attitudes; SES and family
structure; birth order; identity problems and severity of disability; gender of

child with disabilities, family communication, family relationship parameters
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and religion; age of disabled child, life cycle stage of family, isolation of
nondisabled child and institutionalization of disabled child (Crnic, Friedrich
& Greenberg, 1983; Gallagher & Powell, 1989; Hannah & Midlarsky, 1985;
Lobato, 1983; McHale, Simeonsson & Sloan, 1984; Powell & Ogle, 1985;
Seligman, 1983a, 1983b; Simeonsson & Bailey, 1986; Simeonsson &
McHale, 1981; Skrtic et al., 1984; Vadasy et al., 1984).
Studies

Early landmark studies intended to address adjustment of families
who had children with severe retardation were carried out by Farber and
associates in the late 50's and early 60’s. With regard to nondisabled
siblings, Farber hypothesized that responsibilities and expectations would
be increased and that the extent of this responsibility would be related to the
effect of the presence of the severely disabled child on the sibling. He also
hypothesized that the care for the child with retardation would fall mostly to
nondisabled sisters. Siblings of children with 1Q's below 50 in 240 white,
intact families were identified. Mothers rated each nondisabled child with
the Sibling Role Tension Index (Farber, 1959) on various personality traits
such as angry, irritable, moody, easily hurt and depressed. Higher role
tension scores were found for oldest siblings, especially oldest females.
Sisters of institutionalized disabled children had lower role tension levels,
but not brothers (Farber, 1959). Farber attributed this to the sisters’
increased responsibility for housework and child care with a disabled child
in the home. When Farber (1263) asked siblings of children with retardation
to rank life goals, he found that those who interacted most with their disabled
brothers or sisters ranked dedication to a worthwhile cause and desire to

make a contribution highest.
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In another study Farber found that sisters who interacted frequently
with siblings with retardation had higher role tension levels than sisters who
did not (Farber, 1960). He concluded that sisters could suffer harmful effects
of assuming too much responsibility and that differences in family roles and
responsibility existed between nondisabled brothers and sisters of children
with retardation. In similar follow-up studies, Leanza (1970) and Fowle
(1973) also found that older nondisabled sisters had highef levels of role
tension than older nondisabled brothers. (In Fowle's study siblings were the
oldest in the family.) Leanza notes that sibling role tension in that study was
not related to SES, birth order, family size or degree of dependence of the
child with retardation.

A very different study, carried out in England just before Farber's work
appeared, addressed similar issues. In interviews with families of children
with retardation, Holt (1958) found that in some families responsibilities of
nondisabled siblings were quite extensive. He anticipated that expectations
in this regard would be highest for older sisters, but found older brothers in
the role almost as often. While he notes that some children suffered
considerably from the burden, he states that this was the case for only
eleven children out of the total of 434 siblings, hardly a significant number.

Graliker, Fishler and Koch (1962) studied teenage reaction to siblings
with retardation and did not support Farber’s findings. The teenagers were
found to be average in personal life and activities. The majority reported a
happy home life and no one reported feeling overburdened with
responsibility. All disabled children in this study were under six years old.
Family experiences when disabled children are this young may not differ

significantly from those of families without disabled children.
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Grossman (1972) studied college age brothers and sisters of children
with retardation who volunteered to be interviewed and tested with
intelligence and personality measures. Subjects were rated on academic
skill, coping and overall functioning at college. This study marks the first
major consideration of socioeconomic status in work with siblings in these
families. No significant differences were found between siblings of the
disabled children and siblings of the nondisabled children. Among siblings
of the disabled children, raters judged 45% to have benefited and 45% to
have been harmed by the experience. Benefits were described as
increased understanding of people, tolerance and compassion. Older
brothers and sisters were judged to have coped better. Among both lower
and upper SES groups, females were more likely to be involved in child
care. Lower SES women especially had a greater amount of contact with
and responsibility for the disabled child. Of the four groups, lower SES
males were the least involved with disabled siblings. Grossman concludes
that assistance to lower SES families of children with disabilities should
ensure adequate support services, since heavy responsibility may be
detrimental to nondisabled siblings, especially daughters.

Cleveland and Miller (1977) assessed attitudes of older adult siblings
of individuals with retardation. Most of the disabled family members had
severe and profound retardation, and all were in residential placements at
the time of the study. A majority of the siblings reported a positive adaptation
to the presence of a family member with retardation. However, notable
differences were found between female and male sibling reports. Females
showed more knowledge regarding the disabled brother or sister and a
closer relationship with him or her. Oldest females reported having more

responsibility for the disabled sibling and were much more likely to seek
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professional counseling. Cleveland and Miller concluded that most families
with disabled members have the resources to cope well but that
nondisabled siblings are at risk for adjustment difficulties. To clinicians they
recommend exploration of parental expectations of nondisabled siblings
regarding caretaking and help for the family in structuring responsibilities.
Important limitations of this study were a large number not responding and
the fact that the disabled family members had lived outsidé their parents’
home for an average of sixteen years.

Gath (1974, 1978) and Tew and Laurence (1973) have both carried
out studies worthy of note in spite of the fact that their locations (England and
South Wales respectively) may limit generalization to American populations.
Comparing brothers and sisters of “mongol” children to those of nondisabled
children, Gath found that the increased rate of psychiatric disorder in the first
group was due to more difficulties among the sisters in that group. Within
the sample of siblings of disabled children, 26% of the boys and 16% of the
girls were rated as “deviant” based on behavioral questionnaires completed
by parents and teachers. All the "deviant” girls were either first children or
from families with at least five siblings. Gath concludes that exposure to
more domestic responsibility than usual for their age is a likely explanation
for this finding in girls and cautions that the ill effects of their stress will be felt
well into the future.

In a 1978 study Gath compared families who had babies with Down'’s
syndrome and families with nondisabled babies at the child's birth and two
years later. Based on teacher ratings she found that brothers of disabled
children were no more disturbed than other boys in their class with whom
they were compared. Sisters, however, were “much more likely” to show

emotional or behavioral difficulties. She concludes that brothers and sisters
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may be differentially affected by the presence of a disabled child in the
home. Interestingly, parents were not found to show any increase in
demands or expectations placed on their nondisabled children.

Tew and Laurence (1973) compared siblings of children with spina
bifida to a group of siblings of nondisabled children on social adjustment as
rated by their teachers. The siblings of the disabled children were four times
more likely to show evidence of maladjustment. In keéping with the
important notion of high variability in this population, it should be noted, that
in some cases no evidence of maladjustment was found at all. No
differences were found related to birth order, severity of disability or
placement of the disabled child outside the home.

Breslau (1982) compared 237 siblings of children with disabilities to
248 siblings from a random sample of children, on a psychological
screening inventory and interview data, both with mothers as respondents.
Siblings of the disabled children scored higher on the inventory, suggesting
the presence of more psychological difficulty among these children. All of
the difference, however, was accounted for in the area of aggressive
behavior. Type of disability or severity was not related to psychological
functioning of the siblings of the disabled children. Also, among these
siblings, neither birth order nor sex had a statistically significant effect on
adjustment. However, as a combination, these factors did have an impact.
Among malés, siblings younger than the disabled child scored significantly
higher on the inventory. Among females, siblings older scored higher.
Among siblings of nondisabled children, males scored higher on the
inventory than females. Birth order alone or combined with sex was not

related to adjustment in this latter group.
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Kowalski (1980) administered a measure of self-concept to siblings of
children with mental retardation, learning disabilities, behavior disorders,
and hearing impairments, and found all scores to be within the normal
range. Mobley (1985) compared the sibling responses of children with mild
and moderate disabilities, severe and profound disabilities, and children
with no disabilities on two self report measures. Siblings of the children with
handicapping conditions reported more positive attitudes toWard the sibling

relationship but more adjustment difficulties.

Gender and Responsibility Among Siblings of
Children with Disabilities

Several researchers have attempted to concentrate on factors that
have emerged from earlier work. One such study was carried out by
Schwirian (1976) who looked at the effect of a hearing impaired child on
older siblings with respect to child care responsibilities, general home
responsibilities, degree of independence and extent of social activities.
Siblings of hearing impaired and nondisabled preschoolers were compared.
Siblings of the hearing impaired children were found to have more child
care responsibilities and lower levels of social activity. Female siblings in
general had significantly higher scores on measures of child care and
general home responsibility than did males. Next to age, sex was the most
relevant factor in level of child care responsibility. Schwirian notes though
that overall functioning of these hearing impaired children was not that

limited compared to age expectations, since they were so young.
Lobato et al. (1987) also included responsibility in their study of the
psychosocial characteristics of preschool siblings of disabled and

nondisabled children. All of the disabling conditions were described as
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major. Female siblings of children with disabilities were rated by mothers as
having the highest degree of home and child care responsibilities but the
difference between them and other experimental or control subjects was not
statistically significant. However, significantly more privileges and fewer
restrictions were found for brothers. On the Child Behavior Checklist
(Achenbach, 1981) mothers of children with disabilities described
nondisabled sons as more depressed and aggressive than did control
mothers. Mothers of the children with disabilities described their
nondisabled daughters as more aggressive than did control mothers. The
authors note that parents of disabled children may have increased
expectations for and place more demands on their nondisabled daughters.
This is especially noteworthy in light of the fact that these children were still
preschoolers. Interestingly, the authors speculate that these active and
defined child care and household roles protect daughters from the
depression their brothers experience. They add though that there is
substantial evidence to suggest higher rates of depression, role tension and
anxiety for these females later in life. Mates (1982), however, found no
variation in adjustment based on sex in 33 siblings of children with autism
rated by parents and teachers.

McHale and Gamble (1987) have studied activities of siblings by
gathering data from mothers in phone interviews. Their research suggests
that children with disabled brothers and sisters spend more time taking care
of their siblings and performing household tasks. Girls in families of the
disabled and nondisabled children spent nearly twice as much time on
household chores as boys. McHale and Gamble have also attempted to
assess the relationship between increased time spent in caretaking and

household tasks and ratings on measures of depression, anxiety, self-
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esteem and conduct problems for siblings of the disabled. A significant
positive correlation was found between amount of time spent in caretaking
and level of anxiety. Neither time spent in caregiving or that spent on other
household tasks was found to correlate with any of the other measures of
adjustment.

Ryan (1980) investigated the possibility that a more traditional sex
role orientation might be present in parents with disabled children and this
orientation could be related to adjustment problems in the children. The
parents in 28 middle class families with developmentally disabled children
were found to be within the normal range on a measure of sex role
orientation. The author did not find a significant correlation between the
parents’ scores on sex role orientation and the nondisabled siblings’ ratings
on the Sibling Role Tension Index (Farber, 1959), a test of anxiety, or
projective testing. Neither did he find a sex difference among nondisabled
siblings on the Sibling Role Tension Index. Males showed higher
depression scores on the projective technique. It should be noted though
that the sex role orientation scale utilized was published in 1966 and could
be outdated.

In a rather unique approach, Gamble (1986) gathered data from 58
older siblings of disabled and nondisabled children in five telephone
interviews where they described the stressful events of their day. Both
groups are reported to have described an equal number of stressful events,
but siblings of the children with disabilities described theirs as more stressful
and reported more thoughts related to the health and well-being of their
brothers and sisters. They also reported more symptoms related to
depression, anxiety and low self-esteem on standardized instruments

administered.
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Further investigating the issue of concern about siblings, Crmic and
Leconte (1986) administered a shortened version of the Questionnaire on
Resources and Stress (Holroyd, 1973) to 14 brothers and sisters of children
with disabilities (M age = 9.2 years). Ten said they worried about what
would happen to their disabled sibling if their parents could not take care of
him or her. Nine said they worried about what would happen when their
sibling got older. |

McHale, Sloan and Simeonnson (1986) found the sibling relationship
to be more positive when the nondisabled brother or sister had fewer
concerns about the future. Feeling burdened by care was a factor related to
a more negative relationship.

McCullough’s {1981) dissertation regarding trans-generational shift in
care of a disabled child addresses the issue of responsibility extensively. All
25 families in her study included nondisabled preadblescents or
adolescents and thus were at or near the launching phase of the family life
cycle. All children with disabilities were living at home. Parents and one
nondisabled child (selected by the parents) participated in the study. The
author notes that the child chosen often seemed to be, or was identified by
the family as, the child who would eventually assume care of the disabled
sibling when the parents were no longer able to do so. Twenty of the twenty-
five siblings selected by the parents were females. Of nine families where
brothers close in age to females also met involvement criteria, seven chose
sisters to participate. McCullough suggests that these females are being
prepared for their future responsibility.

Parents completed a questionnaire and participated in an interview
regarding future plans for care of their son or daughter with a disability.

Nondisabled siblings completed questionnaires only. Forty-one percent of
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the parents said a nondisabled sibling would assume at least one third of
the care of their disabled brother or sister in adulthood. Interestingly, when
asked the same question, 68% of the siblings thought they would.
McCullough notes many parents did not want to burden siblings but saw no
alternative available. She postulates that parents may foster personality
characteristics in their nondisabled children that will facilitate care of the
sibling with a disability. Considerable parental reliance upon nondisabled
siblings for current care of the disabled child (termed babysitting) was also

noted. This study is limited by its small sample size.

Comparable Populations: Responsibility and Adjustment in
Parents of Children with Disabilities

.The possibility that siblings of disabled children have more household
and child care responsibility emerges from literature already cited. The
possibility that they experience more adjustment difficulties under certain
circumstances also emerges. The link between increased responsibility and
adjustment difficuities is frequently hypothesized but not well demonstrated
with this population. It has been explored though with a related group,
parents of children with disabilities.

Holt (1958) found some parents to be exhausted from attending to
disabled children, some of whom needed constant supervision. Mothers
were described as having most of the responsibility and in many cases as
suffering from poor health as a result. Fathers’ health was also thought to be
affected, but less so.

In an Australian study of families with disabled children, McAndrew
(1976) found mothers to be mainly responsible for daily care of the disabled

child. Of the 116 mothers participating in the study, 65 said they suffered
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from poor physical health, Seventeen had had psychiatric treatment since
the birth of the disabled child. Seventy-five percent of these mothers
attributed their poor physical or mental health to care of the disabled child or
believed their conditions had been aggravated for that reason. Backaches
and headaches were the most common complaints. By mothers’
perceptions, fathers were healthy, with only a few having complaints related
to the child with disabilities. The author concluded that the physical strain of
caring for a disabled child was considerable, that it fell mostly to mothers
rather than fathers, and that it probably accounted for their reports of ill
health. Beckman (1983) found that the amount of difficulty in caring for
infants with disabilities was related to the amount of stress experienced by
their mothers.

in a comparison study of mothers of disabled and nondisabled
children, Breslau, Staruch and Mortimer (1982) found mothers of disabled
children to have a higher mean score on a depression-anxiety scale. Level
of psychological distress was positively correlated with dependency of the
disabled child. The authors conclude that clinicians should consider the
provision of relief from overwhelming child care responsibilities as a form of
primary prevention in working with families of disabled children.

In a study of intact families of developmentally disabled boys, Bristol,
Gallagher and Schopler (1988) found mothers of disabled children to be at
somewhat more risk for depression than fathers and parents of nondisabled
children, but not significantly so. These mothers were found to have
significantly more child care and household responsibility than fathers, even
when they were employed. Fathers with only nondisabled children shared

almost equally in child care.
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Ramey, Beckman-Bell and Gowen (1980) note in a discussion of

ways that disabling conditions can influence mother-child interactions, that
the rewards of caregiving are affected. Caregiving can be less reinforcing
and more difficult. They see additional or unusual caregiving demands of

disabled children as related to increased stress for the parents.

Summary of Previous Research and lts‘
Relationship to this Study

A multitude of factors emerge from this literature. Further investigation
of many of these factors would very likely lead to information of use to
families with disabled children and to clinicians. The issue of responsibility
is especially interesting for several reasons. It is frequently mentioned as a
factor of importance in families of disabled children. That it would be related
to psychological status in some way seems logical. It is also a factor that
can be affected by intervention if we know about the circumstances of its
impact.

Gender is repeatedly cited as a relevant factor in adjustment of
siblings of disabled children. The association between female gender and
domaestic responsibility has a long history in our culture and it has frequently
been evoked as an explanation for psychological difficulties in female
siblings of disabled children, especially older or oldest sisters. This
relationship has been stated so often in the literature that it can be
considered a common theme. However, this author was able to locate only
one study that brought the three factors of responsibility, gender and
adjustment together for analysis. The available literature is clear in showing
siblings of children with disabilities to be at risk under some circumstances.

Although several studies found males to be at risk, it is especially intriguing
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that females were found to be at risk so often, since at younger ages, boys
are usually thought to be more vulnerable.

Several authors suggest that more prosocial attitudes are present in
siblings of children with disabilities (Grossman, 1972; Seligman & Darling,
1989; Skrtic et al., 1984) However, most of this evidence is in the realm of
career choice. Little work has been done in assessing prosocial behavior
while the siblings are still young.

This literature review suggests several complicating factors in the study of
families with disabled children that the current research design is intended
td avoid. First, without a control group it is difficult to assess whether results
are related to the presence of a child with disabilities or another factor
perhaps just as prevalent in the general population. s it not possible, for
example, that older daughters are more at risk in any family? Indeed, there
is some evidence to suggest that this might be true (Leman, 1989; Toman,
1976). In some studies the children with disabilities were under five years
old. Differences between families with and without disabled children are
less likely to be in evidence with this population. Some researchers have
neglected to mention other characteristics of their sample that could affect
adjustment, and might not be related to the presence of a disabled child,
such as single parent family or handicapping condition present in the

parents.



Chapter 3:© Collection of Data

Data Gathering Procedures

The best way to achieve a random selection of subjects for this study
would have been to attain a sample of mothers of children with and without
retardation from various geographic, socioeconomic and ethnic groups
nation-wide. The financial limitations of dissertation research made such a
wide sampling impossible. Even within a localized area, the most
representative sample, with regard to the above characteristics, would have
come from school divisions, since all children between the ages of 6 and 16
must attend schools by law. This population was found to be inaccessible
due to issues of confidentiality. The names of children with retardation can
not be revealed to someone outside the school division, based on
requirements of the Family Education Rights and Privacy Act of 1974.
Schools could have avoided this difficulty by distributing questionnaires
themselves. This was not considered a viable option because of staff
shortages and budget cuts facing Virginia schools at the time of this study.

Therefore, administrators, coordinators and members of agencies,
support groups and recreational organizations serving children with
retardation in southeastern Virginia were asked to provide names of eligible
mothers for participation in this study. These mothers were the accessible
population. To be eligible for inclusion in the group of families of children
with retardation, mothers had to represent families meeting the following
criteria:

34
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presence of one child with retardation between the ages of 5 and
21.

presence of at least one nondisabled child between the ages of 9
and 15.

no more than five children in the family.

no more than one disabled member in the family. ‘

Families with disabled children under age five were excluded
because in the early years the impact of a child with disabilities on the family
may not be much different than the family impact of a child without
disabilities. The sibling age range of 9 to 15 was chosen because
household responsibilities below age nine may be minimal and at age
sixteen, adolescents may be driving or working outside the home and
therefore less directly involved with home responsibilities. Family size was
limited to seven, because in larger families, roles and responsibilities may
blur, making gender and birth order issues more difficult to study (Mason,
Kruse, & Kohler, 1991).

Fifteen organizations serving children with retardation agreed to
participate in the study. However, they were rarely able to document the
ages of children with retardation and even less frequently the ages of their
siblings. One organization provided a list of members, all of whom were
contacted, but many of whom did not have children in the required age
Qroups. Another invited only parents of children in the age group to a
presentation at the agency, and two placed notices in newsletters outlining
age requirements. While organizations were cooperative and creative in
dealing with the age problem, it was a major factor in the eventual

questionnaire return rate.



36

One hundred four questionnaires were sent to mothers of children
with retardation. A follow-up posi card was sent two weeks after the
guestionnaire, when the participant's address was available to the
investigator. Sixty-seven questionnaires were returned, yielding a 64%
return rate. Sixteen of those returned could not be included due to
documented failure of the children to meet age requiremeﬁts. How many
others were not returned for this reason is unknown. Five questionnaires
were returned blank, possibly due to age problems. One family had too
many children, and one addressee turned out to be a grandparent who did
not have the child with retardation living with her. Four were excluded due
to respondent error in completing the questionnaire.

_ Administrators, coordinators and members of church, recreational and
service organizations for children in southeastern Virginia were contacted
and asked to provide names of eligible mothers whose children were not
disabled for participation in the comparison group. To be included in the
comparison group, mothers had to represent families meeting the following

criteria:

presence of one child between the ages of 5 and 21,

presence of at least one child between the ages of 9 and 15.

no members with a disabling condition.

no more than five children in the family.

Eleven organizations agreed to participate. This group also had
difficulty identifying ages of the children, and the effect of this factor on the
response rate is again unknown. Some organizations distributed
questionnaires to mothers of children paricipating in an age-related activity

guaranteeing the qualifying age of at least one child. One sent a notification
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to all parents of children in one program, and the researcher sent
questionnaires to responding volunteer participants. A total of 108
questionnaires went out to the comparison group. A foliow-up post card was
sent two weeks after the questionnaire, when the participant's address was
available to the investigator. Forty-six were returned for a return rate of 43%.
Two were not included because children were the wrong age. One was not
included because a child in the family was orthopedically impaired. One

was returned blank, and one was excluded due to respondent error.

Instrumentation

Mothers were asked to complete a three part questionnaire (see
Appendix B). The first part requested descriptive information about the
family. The second part of the questionnaire contained a measure of home
and child care responsibility of the subject child. The third part consisted of
a measure of psychological adjustment of the subject child and an
assessment of p}osocial behavior of the subject child.
Responsibility

A standardized measure specifically designed to measure home and
child care responsibilities of children could not be located. Schwirian (1976)
did use a rating _scale of "household tasks® and this was modified and used
by Lobato et al. (1987) to measure home responsibilities of siblings of
disabled children. There is no evidence that the instrument was ever
standardized (P. M. Schwirian, personal communication, January 3, 1990).
An item check, however, did show that this checklist of household tasks

included many of those mentioned in studies of household responsibilities
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(Bloch, 1987; Cogle & Tasker, 1982; Coverman & Sheley, 1986; Greif, 1985;
McHale & Huston, 1984; Sanik & O'Neill, 1982; Sanik & Stafford, 1985).

Gallagher and Bristol (1981) have devised an instrument for
measuring family responsibilitie_s which has more psychometric support.
The Carolina Family Responsibility Scale (CFRS) is designed to be
completed by parents and lists responsibilities for care of th_e disabled child
in the family, general household tasks and nondisabled sibling care.
Spouses note who is responsible for a task and also who they think should
be responsible.

Bristol, Gallagher and Schopler (1988) reported on reliability and
validity of this new instrument in a study of parental adaptation and support
in families with developmentally disabled boys. They note that reports of
parental responsibility on the CFRS were found to be stable over a two
month period with reliability of .72 for the total scale and .85 for the section
addressing care of the disabled child. They also report that scores on the
CFRS have been found to correlate with in-home observation of child care.
Agreement of mothers' and fathers' ratings was .80 for families with
nondisabled children and .83 for families with disabled children. Because
the CFRS is oriented toward parental, not child responsibilities, and elicits
information regarding the spousal relationship, it could not be easily
adapted for use with siblings in the context of this study. The CFRS, along
with Schwirian's checklist and a thorough review of the studies on
household and child care responsibilities already cited, did suggest content
and format for a researcher made instrument.

The measure was used to compare siblings of disabled and
nondisabled children to one another and to compare brothers and sisters of

disabled children to one another. Subjects were not rated as high, average
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or low on responsibility since there is no normative sample on which to base
such judgements. The scale was utilized for purposes of comparison only
(see Appendix B).

Psychological Adjustment

Psychological adjustment of siblings was measured by mothers'
completion of the Child Behavior Checklist for Ages~ 4-16 (CBCL)
(Achenbach, 1981). This scale yields two scores when completed in full, a
social competence rating and a behavior problem rating. Only the behavior
problem section was utilized as a measure of psychological adjustment.

The CBCL was chosen from other available rating scales for several
reasons. It is long enough to provide adequate information for research
purposes without taxing the respondent. The three choice format, not true,
sometimes true or often true‘. is easily understood. The normative group was
18% African American, higher than the representation found on several
other rating scales, and 83% of the respondents were mothers. Knoff (1986)
notes that the internal consistency of the CBCL is "more than adequate" (p.
646). He reports test-retest reliabilities for the behavior problem scale
between .81 and .80. Interscorer reliability for one study was .959.

Validity has been demonstrated through mostly significant
correlations with subsets of similar content on the Connors Parent
Questionnaire and the Quay-Peterson Revised Behavior Problem Checklist.
The scale has been described as able to discriminate clinical from
nonclinical populations with 18% misclassification on the behavior scale
(Knoff, 1986).

r ial vior
Two methods were utilized to assess the presence of altruistic or

prosocial behavior in siblings. The first, found in section E of the
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questionnaire, consists of six questions loading on altruism taken from the
Child Adaptive Behavior inventory (CABI) (Schaefer, Hunter & Edgerton,
1984). To provide consistency with the rest of the questionnaire, the three
choice format of the CBCL was applied to these questions from the CAB!.
The second method consisted of a listing on the questionnaire of the -
sibling's favorite hobbies, activities and games (section F) and
organizations, teams or groups the sibling belongs to (section G).
Responses were then rated as being mostly athletic (baseball, football,
horseback riding), mostly cultural (drawing, singing, drama, crafts) or mostly
humanitarian (animal care, church, Just Say No). Nintendo and other
computer games were rated with athletics. Boy and Girl Scouts, while
representing a number of different types of activities, were considered to be
more appropriately placed under the humanitarian category than the other
two. Siblings had two ratings, based on this information, one a
categorization of these activities and another consisting of the number of

activities in which they participated.

Research Design

This project was designed to assess the degree of difference in home
and child care responsibility between siblings of children with and without
disabilities and the difference in psychological adjustment among these
siblings. The presence of brother or sister with retardation is the
independent variable with responsibiiity as the dependent variable in the
first instance. In the second instance, both the presence of a sibling with
disabilities and gender are independent variables with adjustment as the

dependent variable.



41

The three part questionnaire described in the instrumentation section
was piloted with input obtained from professionals and parents. Four
professionals reviewed the questionnaire: a director of psychological
services in an urban southeastern Virginia school division, a principal of a
special education center in an urban southeastern Virginia school division, a
faculty member at the College of William and Mary and a professional
editor/publisher. Six parents of disabled and nondisabled children were
asked to complete the questionnaire and to respond regarding clarity of
questions and directions, time to complete and format.. Two of the parents
are also psychoeducational professionals. Parents asked the subject child
to complete an abbreviated version of the responsibility scale in order to
assess the value of having additional information from the children
themselves.

The piloting procedure resuited in refinement and rewording of some
questions and some changes in the order of presentation. Information
regarding responsibility from the child was deemed useful and not difficult to
obtain, so a shortened version of the responsibility scale, designed to be
completed by the siblings themselves, was included in the response packet.

In its final format each packet included a letter of general instructions
briefly explaining the purpose of the study, stating the required age ranges
of the children and ensuring confidentiality. A consent form was on the back
of the letter. This form gave further details about the project, including
amount of time likely to be required to complete the questionnaire. Both the
researcher and the sponsoring faculty member were identified on this form.
Participants were invited to call the researcher with questions as needed

(see Appendix B).
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Mothers were also given the opportunity to check two option boxes.
Mothers of children with retardation were offered a list of articles on
adjustment of brothers and sisters with retardation. They could also ask to
be notified if the sibling's rating on the behavior checklist was significantly
above the norm. Mothers of children without retardation were offered a list of
articles about sibling relationships, instead of the first option, and the same
second option.

These two forms were followed by the questionnaire and the child
behavior checklist. The child's responsibility scale was unattached to the
rest of the packet, allowing the child to complete the form without having
access to the parent's responses.

Each response packet generated several types of data. First, there
were demographic data such as gender and age of siblings, family size and
income, race and professional category of parents. Secondly, there was a
rating of the closeness of the mother/sibling relationship. Thirdly, each
sibling had a responsibility rating, an altruism rating and categorization of
activities. Finally, the siblings had behavioral ratings from the Child
Behavior Checklist and a score on the responsibility scale they completed

themselves.



Chapter 4: Resulits

Demographic Characteristics of Sample

All respondents were mothers living in southeastern Virginia. African-
Americans are the largest minority group in Virginia. Virginia has a larger
percentage of African-American residents than the nation as a whole,
approximately 19% for the state compared to 12% for the nation (U.S
Bureau of the Census, 1991). The median family income in Virginia in 1989
was $38,213 as opposed to $32,191 for the nation (U.S. Bureau of the
Census, 1989).

Eighty-five percent of the respondents in this study (N=81) were white,
fourteen percent African-American, and one percent Hispanic. Forty-six
percent reported family incomes over $50,000. Forty-two percent reported
family incomes in the $25,000 to $49,999 range, and ten percent reported in
the $10,000 to 24,999 range. No respondents reported family incomes
below $10,000 (see Table 1). |

Twenty-five percent of the mothers and twenty percent of the fathers
held at least a bachelor's degree, and seventeen percent of the mothers, as
well as twenty-five percent of the fathers held graduate degrees. The largest
group of parents, forty-two percent of the mothers and thirty-five percent of
the fathers, had only high school diplomas.

The two groups, siblings of children with retardation (N=40) and
siblings of children without disabilities (N=41) did not differ significantly with
regard to gender, family income, race, single parenthood of mother or

mother's amount of employment. The two groups did differ in age (Mgis =

'11.83, Mngis = 10.90). Since the age factor is very likely to be related to
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degree of responsibility in the home, statistical adjustments for age were

made to remove its impact (see Table 2).

Table 1

Comparison of Sibling Groups with Regard to Family Income*

N M SD t “Significance of t
Siblings of Disabled 40 3.30 72
Siblings of Nondisabled 41 3.43 .60 - .91 .365
* 1 Below $9,999 3 $25,000 to $49,999
2 $10,000 to 24,999 4 $Over 50,000
Table 2
Comparison of Sibling Groups with Regard to Age
N M SD t Significance of t
Siblings of Disabled 40 11.83 2.21
Siblings of Nondisabled 41 10.90 1.58 2.16 .030*
*p < 05

Statistical Analysis
Groups were compared by a one-way analysis of covariance with age

as a covariate on ratings of responsibility, psychological adjustment, and
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altruism. Significance was set at the .05 level for all analyses. A Pearson
correlation was utilized to assess degree of relationship between
responsibility and psychological adjustment. Because assessment of the
subject child's activities with regard to altruism was done by categorization,
rather than a rating scale, a chi square analysis was appropriate for this

group comparison.

Responsibility
Hypothesis 1: Siblings of children with retardation will have more home and
child care responsibility than siblings of children who are not
disabled.

This hypothesis was not supported. One way analysis of covariance
with age as the covariate did not show brothers and sisters of children with
retardation to have significantly more responsibility (M = 64.97) than
children whose brothers and sisters were not disabled (M = 61.96) (E (1,
78) = 1.44, p = .233). (See Table 3.)

Table 3
Responsibility Comparisons by Group

N M SD E Significance of E
Siblings of Disabled 40 6497 10.92

Siblings of Nondisabled 41 6196 10.96 1.44 .233
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Hypothesis 2: Female siblings of children with retardation will have more

home and child care responsibilities than male siblings of
these children.

This hypothesis was supported. Female siblings of children with
retardation had a significantly higher level of responsibility (M = 68.91) than
male siblings of these children (M = 60.72) (E (1, 38) = 6.32, p <.05). (See
Table 4.) However, a significantly higher level of responéibility was also
noted among female siblings of children who were not disabled (M Fndis =
65.42, M mndis = 58.50). The gender factor was highly significant in
accounting for variation in responsibility for both groups (E (1,77) = 10.63, p
< .01). Sisters of disabled children showed the highest level of responsibility
(M = 68.91), followed by sisters of nondisabled children (M = 65.42) and
brothers of disabled children (M = 60.72), with brothers of nondisabled
children showing the fowest levels (M = 58.50). Thus, gender was much
more significant in accounting for variance in responsibility between groups
than presence of a disabled sibling (see Table 5). When the child's rating of
responsibility was compared to the parent's rating, no significant difference
in level of agreement was noted between sibling groups (M 4is = 10.26, M
ndis = 11.23). These means represent approximately 70% agreement for

both groups.



JTable 4
Responsibility Comparisons: Siblings of Disabled by Gender
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N M 8D E Significance of F
Males i8 60.72 8.20
Females 22 68.91 11.64 6.32 016"
*p < .05
Table 5
Responsibility Comparisons by Group and Gender
Siblings of Disabled N M SD
Boys 18 60.72 8.20
Girls 22 68.91 11.64
Siblings of Nondisabled
Boys 22 58.50 10.55
Girls 19 65.42 10.49
F Significance of F
Group 1.52 222
Gender 10.63 .002*

*p<.01
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Psychological Adjustment
Hypothesis 3: Female siblings of children with retardation will show more
difficulty in psychological adjustment than male siblings of
these children, or siblings of children without disabilities,
male or female.

This hypothesis was not supported. A one-way analysis of
covariance with age as the covariate did show brothers and sisters of
children with retardation to have more psychological adjustment problems,
based on results of the Child Behavior Checklist, than siblings of children
without disabilities (M dis = 53.92, M ndis = 48.37), (E (1, 78) =5.77, p < .05).
Both means, however, were well within the normal range. Among the
siblings of disabled children, females did not show significantly more
difficqlty than males; in fact, males scored higher on the CBCL (M ¢ = 52.55,
M m = 54.83) (see Table 6). More of the difference between the sibling
groups was accounted for in differences between boys in the groups (M mdis
= 54.83, M Mndis= 48.50) than between girls in the groups (M Fdis = 52.55, M
Mndis= 48.70).

Hypothesis 4: Levels of home and child care responsibility will be positively

correlated with difficulty in psychological adjustment among
siblings of children with retardation.

This hypothesis was not supported. The Pearson correlation was not
only insignificant, but negative (-.09).

On the question related to the mother/nondisabled child relationship,
mothers of children without disabilities rated their relationship with the
subject child as being significantly closer than mothers of children with
disabilities '(E (1,76) = 5.53, p < .05). Differences by gender were not

significant.
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Table 6

Psychological Adjustment Comparisons by Group and Gender

N M SD F  Significance of F
Siblings of Disabled 40 5392 11.28 5,77 .019*
Siblings of Nondisabled 41 48.37 8.89

Siblings of Disabled

Boys 18 54.83 12.28 .40 530
Girls 22 52,55 10.57
*p<.05
Altruism

- Hypothesis 5: Siblings of children with retardation will score higher on the
rating of altruism than siblings of nondisabled children.

This hypothesis was not supported. One-way analysis of variance
with age as a covariate showed an insignificant difference between groups
on this rating, with siblings of nondisabled children actually scoring slightly
higher (M = 10.67) than siblings of children with disabilities (M = 10.08).

Chi square analysis of classification of activities in which children
engaged showed no significant difference in activity rating of the two groups.
Siblings of disabled children, in fact, showed no activities labeled as
humanitarian. More children in both groups engaged in activities rated as

athlatic.



Chapter 5: Discussion

A systems approach to family life suggests that each family member
has an influence on the other members and is, in turn, influenced by them.
This study addressed the effect of the presence of a child with retardation on
the responsibility and psychological adjustment of siblings in the family who
are not disabled. Siblings of children with fetardation- did not have .
significantly more responsibility in the home than siblings of nondisabled
children. Brothers and sisters of children with retardation were found to
have more difficulties in psychological adjustment than a comparison group
of children whose siblings were not disabled, but their mean adjustment
score was well within the normal range. There was no relationship between
the degree of responsibility the sibling had in the home and degree of
psychological difficulty. Girls had significantly more responsibility in the
home whether their sibling had a disability or not. Mothers of children with
disabilities did not report closer relationships with nondisabled siblings than
mothers of nondisabled children did with their children. Siblings of éhildren
with disabilities also did not engage in more activities that could be
considered altruistic.

Responsibility

Results suggest that responsibility may have been over-rated as a
factor in adjustment of brothers and sisters of children with disabilities.
These children did not show significantly higher levels of home and child
care responsibility than their peers without disabled siblings living in
comparable family circumstances. Since the existence of higher levels of
responsibility is mostly speculative in the literature, these levels may never

50
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have existed. Another possibility is that developments over the last 15 years
in education and care of disabled children have resulted in reduced home
responsibility for family members, in general.

In 1983 Seligman, while addressing the impact of the presence of a
disabled sibling on sisters, commented that results of older studies might no
longer apply. The * . .. ostensibly less concern about gender roles . . .
suggests the inapplicability of research findings from an era .in which values
differed markedly . . ." (p. f51). He suggested replication of older studies,
especially when research results might affect treatment or social policy
decisions.

Domestic gender role changes have gotten a great deal of attention in
popular culture. They were not in evidence in the present study. These
alleged changes would lead us to expect equal levels of responsibility for
boys and girls. However, level of home and child care responsibility was
significantly higher for girls whether or not they had a disabled sibling. The
relationship between gender and responsibility was the strongest one to
emerge from this study (p = .002). However, no association between
responsibility and psychological difficulty was noted for siblings of disabled
children. Future effect of responsibility on psychological adjustment for
females in both groups is not certain. As their life roles broaden in
adulthood to include professional and community responsibilities, as well as
in-home responsibilities, conflict and fatigue could be the result. These
factors could be the reason for headaches and increased stress levels of
mothers of children with disabilities.

Psychological Adjust I
While higher rates of responsibility were not correlated with

adjustment problems among siblings of children who have disabilities, these
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siblings nevertheless did show significantly more psychological difficulty
than their peers who did not have disabled siblings. The reasons for this are
uncertain and complicated, as cited in the literature review. Difficulties were
more often present among boys than girls, though the difference was not
significant. The suggestion of Lobato et al. (1987), that girls' active
involvement in home responsibilities may actually provide some
psychological defense for them in the early years, could be a factor here.
Perhaps girls have more of a defined role to play in families of disabled
children that is not available for boys. The responsibility rating scale
completed by mothers shows girls to have regular involvement in meal
preparation, cleaning and child care, clear cut behaviors important to family
functioning.
her/Nondi ibli

The possibility that siblings of disabled children may be overly close
to their mothers was not supported. This possibility arises out of the
consideration that siblings of children who have disabilities are more likely
to become parentified children or that mothers may create overly close
relationships with nondisabled children to substitute for the loss of
relationship with the disabled child. Of course, the mothers themselves may
not be the best judges of the level of their relationship, or may actually be
defensive about it. Taken at face value, these results suggest no cause for
concern about overly close or enmeshed relationships between mothers
and their nondisabled children.

Mothers of children without disabilities actually had closer
relationships with the subject children than mothers of disabled children.
This suggests other questions about the mother/nondisabled sibling dyad.

Is it possible that nondisabled siblings are actually freer of parental
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involvement? Might that be a positive element in their development? Or,
are they getting less attention and might that relate to their higher score on
tests of adjustment difficulty?
Altruism

In the creation of hypothesis five, a jump was made from the presence
of humanitarian vocational interests in siblings of children with disabilities in
adulthood, often cited in the literature, to the likelihood of altruistic behaviors
in childhood. This leap was not supported. Siblings of children with
disabilities did not engage in any more altruistic, cultural, or humanitarian
activities than their peers without disabled siblings. This may relate to some
extent to the limited availability of cultural and humanitarian activities for
children as opposed to the ready availability of sports and recreation. It may
also suggest that these altruistic and humanitarian feelings do not emerge
until adolescence because of developmental factors that allow for broader

concerns about life possibilities and social awareness at that time.

Limits of Generalization

Generalization of these results to lower income groups is somewhat
limited by the higher levels of income and education of participating parents.
Families with lower incomes might, out of need, place more pressure on
their nondisabled children to assist with home care and care of the disabled
child. They may also have even firmer gender role requirements such as
those found in the Grossman (1972) study. Both of these factors could put
greater stress on girls of low income families.

Another limit of generalization relates to the disability of the children
involved. There is reason to believe that family characteristics of children

with one disability, such as retardation, may not apply to families of children
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with another, such as autism or hearing impairment (Donovan, 1985).
Responsibilities for caretaking, especially, may be quite different.
Additionally, some disabling conditions might be more or less likely to
include symptoms that place psychological stress on family members.
Autism, with its accompanying behavioral difficulties, may be more stressful
for family members than orthopedic or visual impairments, for example.
Resuits of this study should be applied with considerable caution to brothers
and sisters of children with disabling conditions other than retardation.

Even though legislative developments of the last fifteen to twenty
years have improved services to children with disabilities, services are still
not uniformly - available throughout the country. Southeastern Virginia,
located in relative proximity to Washington, DC, Richmond, and Norfolk, is
likely. to have more services to families than more remote areas. The
relevance of availability of support services with regard to family
responsibility and stress is obvious. In areas where fewer mental health and
educational support services are available, psychological adjustment and
responsibility may be more problematic. In areas with more services, it

might be less so.

Implications for Clinical Practice
Comments of participants in this study suggest that it explored areas
of substantial interest to families of children with disabilities. One mother
talked of her daughter's involvement, from a young age, in helping to care
for her older brother during his seizures. She was concerned that the girl's
early years had not been as carefree as they should have been and thought
her daughter was more mature than her peers. Another mother commented

that her son was less mature than his peers and did almost nothing to help
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out at home. A third wondered if her daughter felt left out because the
mother had to spend so much time with her son who had retardation. A
fourth wondered about the effect on her nondisabled child of her disabled
son’s negative behavior. Two parents wrote of helpful books they had read
about the development of nondisabled siblings in families of children with
disabilities. Several requested results at the study's end. Agency
administrators or gfoup leaders contacted were all subportive, some
commenting on the importance of work which addressed the needs of
nondisabled siblings.

How, then, can the results of this study help its target population and
the clinicians who work with them? As noted in the literature review, data
and feelings about the degree of risk to nondisabled siblings in families with
a disabled child are mixed. This study places another vote in the at-risk
column to some degree. At-risk does not mean, obviously, that every sibling
of a child with a disability will have adjustment problems. It does mean that
parents and clinicians should be aware of the possibility, alert to symptoms,
and ready to provide supports as needed.

Results suggest that parents may not need to worry a lot about the
level of responsibility they are placing on nondisabled siblings, since a
statistical link between responsibility and adjustment difficulties was not
established. How much responsibility is too much remains an unanswered
question and in the realm of clinical judgment. There is good reason to
believe that, when home responsibility is too high, it is much more likely to
be placed on girls than boys. When the mother of a child with disabilities is
incapacitated due to emotional or physical problems, for example, good
preventive practice would dictate that clinicians explore the impact on the

girls in the family. The same practice is in order, however, in any family
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under these circumstances, because gender is a more relevant issue in
home responsibility than the presence of a child with disabilities.

Significantly higher levels of home responsibility for females, both
mothers and daughters, may be a source of family conflict that could require
exploration in counseling sessions with any family. Prevalent ideas that
responsibility should be equally shared between males and females,
coupled with the reality that it is not, could create dissonance that would lead
to anger and depression in women. These feelings may be more intense in
families already emotionally sensitized by the presence of a child with
disabilities.

Concern about the future is so prevalent in the literature on families
with children who are disabled, that discussions of the future should be part
of any counseling with these families. Issues of future responsibility may be
especially relevant for nondisabled daughters. Their concerns should be
carefully explored in family sessions and parental expectations made clear.

This study does not provide much information on the nature of the
mother/nondisabled sibling dyad except to say that statistically the risk of
enmeshment is slim. The clinical setting is the best place to explore this
undoubtedly complicated relationship. It should be clear that the presence
of a child with disabilities supplies the potential for the mother/nondisabled
sibling dyad to differ from the norm. The nature of this difference should be
explored with any family in counseling because of its significant impact on
child development.

Results of this study point to the need for support and clinical services
to be available to siblings of children with disabilities. Some subject
children in this study were participating or had participated in sibling support

groups provided by advocacy organizations to which their parents belonged.



57
These groups may not be available everywhere, but are in many
metropolitan locations, and are one source of assistance. Private clinicians
may not see enough families with disabled children to be very
knowledgeable about the needs of this group, unless they specialize in this
area. However, if they practice in connection with a children's hospital or an
institution for children with special needs, they may be a strong resource.

Public mental health and mental retardation centers; put into place
during the sixties and early seventies, are theoretically available to everyone
because of legislative requirements and their sliding scale fees.
Geographical distance can stili be a problem for their constituents,
especially if they live in rural areas, but these agencies are a good source of
information and support for families of children with special needs.

Public Laws 94-142 and 99-457 give public schools the greatest
access to children with disabilities. These laws require schools to provide
special services to children with disabilities from birth to 21. While these
laws do not ignore family needs, they emphasize the needs of the
exceptional child. Public Law 99-457 does require, though, that some
consideration be given to the family as a system. This opens the door to
possibilities for efficient and timely services to siblings of children with
disabilities, either provided by the school or through connections between
the school and outside agencies.

In the process of identifying the needs of the exceptional child,
schools learn a lot about families. Results of this study suggest that it would
be prudent and a good preventive measure for school staff to also evaluate
the needs of the nondisabled sibling. This sibling is, after all, also likely to
be part of the school community. This process avoids the problem many

parents of exceptional children have complained about in the past, the need
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to go from practitioner to practitioner to access needed service. The school
is in the best position to be a central manager, along with the parents, of

services provided to families of children with disabilities.

Suggestions for Future Research
Pr r

Good research with families of exceptional children provides a
considerable challenge to the conscientious investigator. Issues of
confidentiality make it difficult to gather data from wide geographic and
demographic categories because organizations cannot simply make mailing
lists available to unknown researchers. Investigators who carry out studies
from within an organization are limited by that organization's geographical
area or draw of only certain segments of a given population. Good studies
often require a broader pool of praticipants. Difficulties arise if researchers
allow too many uncontrolled variables to slip into their study unnoticed or
undocumented. Single parenthood, family size, income level, disabilities of
tamily members, gender of children, and educational level of parents are
only some of a long list of factors that can impact on studies of families. The
difficulty in accessing participants can Iead- one to downplay the above in
order to get a larger sample in a shorter period of time. This is unwise and
leads to confusion in interpretation of results.

A more prudent path is to maintain limitations on the sample that are
necessary for good research, but involve a number of agencies that are
contacted personally by the researcher. This investigator's experience
would suggest that support service agencies can be very helpful and want to

cooperate in gathering data that could benefit the groups they serve. Their
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level of cooperation and degree of assistance in this study seemed to vary
more with the interest level of middle management of these agencies than
with any philosophical consideration, and many of the local agency
administrators were very supportive. Data they have on‘their constituents
may be limited and getting a good match between the characteristics
needed in a research participant and those of their populations may be
difficuit. Once this match is made, however, in the experience of this
investigator, participants are enthusiastic and can actually guide
researchers into areas that are of most concern to their target population.
Topics

The suggeston that responsibility may be a neutral, or even positive
factor, in the lives of girls who have siblings with disabilities leads to several
other questions that could be explored in well designed studies. It would be
quite interesting to explore this factor further in the lives of brothers of
children with disabilities. One way of doing this would be to assess the level
of home responsibility for brothers who were adjusting well and compare it
to the level of brothers who were not. If levels of home responsibility were
significantly higher in those adjusting well, this might suggest an actual
positive effect of responsibility. Another possibility would be to increase
home responsibility of boys having adjustment problems, to see if the
increase had a positive effect.

Comparison studies of home responsibility across different disabling
conditions for all family members, not just siblings, should help a great deal
in tailoring intervention strategies to individual families. This same type of
research would also be helpful across income groups.

This study only addressed current responsiblity. The effect of

continued responsibilities on the lives of women as they grow older, and as
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their own parents become less able to care for the disabled sibling, is
unknown and seemingly fraught with risk. McCullough's (1981) study and
the self report literature give substantial reason to believe that the siblings
themselves do have concerns about this future responsibility. This type of
study must be handled very carefully because of the anxiety thoughts of the
future might provoke in subject siblings and parents. It i; precisely this
potential for negative reaction that makes this topic an important one for
exploration.

Additional studies of interest arise out of the framework of structural
family therapy. Are there alliances that are more likely to emerge in families
~ of children with disabilities? What is the impact of these alliances on the
development of the children without disabilities? Do these alliances shift
with age? One parent in this study spoke of a close attachment to the child
wfth the disability during his early years and then a change in feeling as both
of her children reached adolescence. This change seemed to suggest a
shift from a mother/disabled sibling alliance to a mother-father-disabled
sibling alliance, as feelings emerged that the nondisabled sibling had not
gotten enough attention in her early years. These studies are probably best
done in a clinical setting and therefore would, by nécessity, involve fewer
subjects.

Finally, an issue of broader concern is childhood responsibility itself.
It is part of our folklore that children should have chores around the home or
they will be "spoiled." We also hear that children need time to be children,
suggesting there is value in play and unstructured time. Undoubtedly, both
are true. What degree of responsibility is healthy and productive? Wide
variation was evident on the responsibility rating scales of the current study,

for both groups. Apparently, some children are busy at home most of the
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time, while others do little or nothing. Does it matter? There seems to be
precious little research in this area of "common knowledge." Correlational
studies on degree of responsibility and psychological adjustment for a
general population of children would be interesting, especially in this age of
single parent and working parent households. As family lives become ever
more complicated, it is especially important to separate inflpences that are

real from those that are only apparent.



APPENDIX A

Participating Organizations
Children with Disabilities

-Chesapeake Community Services Board
-Colonial Services Board

-Down Syndrome Society of Tidewater
-Family Support Services

-Greater Williamsburg Association for
Retarded Citizens

-Hampton City Schools Special Education
Local Advisory Board

-Norfolk Association for Retarded Citizens

-Parent Resource Center, Chesapeake
City Schools

-Parent to Parent of Southern Virginia
-Parent to Parent, Richmond
-Respite Services as Family Therapy

-Suffolk City Schools Special Education
Local Advisory Board

-Virginia Association for Retarded Citizens
-Virginia Special Olympics Outreach Division

-Virginia Special Olympics-Peninsula

Chesapeake, Virginia

Williamsburg, Virginia
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Virginia Beach, Virginia

Fort Lee, Virginia

Williamsburg, Virginia
Hampton, Virginia

Norfolk, Virginia

Chesapeake. Virginia

Midlothian, Virginia
Richmond, Virginia
Hampton, Virginia

Suffolk, Virginia

Richmond, Virginia
Richmond, Virginia

Hampton, Virginia
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Participating Organizations

Children without Disabilities

-Center for Gifted Education, Williamsburg, Virginia
School of Education
The College of William and Mary

-Ehenezer Baptist Church Hampton, Virginia
-First Methodist Church of Hampton Hampton, Virginia

-Girl Scouts of America Virginia Beach, Virginia
=Girl Scout Council Newport News, Virginia
-Hampton YMCA Hampton, Virginia
-Parent Resource Center, Chesapeake, Virginia
Chesapeake City Schools

-Norfolk YMCA Norfolk, Virginia

-Old Dominion Area Council Suffolk, Virginia

Boy Scouts of America

-YMCA of South Hampton Roads Virginia Beach, Virginia
Virginia Beach Family Branch

-YMCA of South Hampton Roads Chesapeake, Virginia
Chesapeake Family Branch o
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Mothers of Children with Retardation
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Victoria B. Damiani
Certified School Psychologist

Dear Mother:

Throughout my twenty years of experience as a psychologist I have repeatedly seen evidence of the
strength and creativity of families with handicapped children. I am especially interested in the
adjustment of brothers and sisters of developmentally disabled children. With the assistance of
faculty from the College of William and Mary,I am cmjréntly carrying out a study of the needs and
strengths of these brothers and sisters. To learn more, I need the cooperation of mothers who have
a developmentally disabled (retarded) child between the ages of § and 21 and at least one
nonhandicapped child between the ages of 9 and 15, Please read and sign the attached consent form
and complete the attached questionnaire. This should take no more than 15 minutes of your time.

I hope you will participate in this effort to learn more about how to assist the nonhandicapped child
in our families, since they also deserve the attention of the professional community.

Thank you.

Sincerely,

ﬁ/w‘tm 8. Pommons

Victoria B. Damiani




Brothers and Sisters of Disabled Children

GENERAL INSTRUCTIONS:

Thank you for agreeing to help us better understand the needs and strengths of brothers and sisters of
handicapped children. Attached is a list of items to assist you in describing your family and specifically
your nonhandicapped child who is between the ages of 9 and 15. If you have more than one
nonhandicapped child in this age range, please describe the one closest in age to your handicapped child.
Your responses are confidential. Do not place your name or that of your children anywhere on this
questionnaire. Please answer all items and retum this questionnaire in the envelope provided. If you have
. any questions, please call me at (804)363-0723. Thank you for your help.

Sincerely,

Qfm;a.om

Victoria B. Damiani
Certified School Psychologist

Brothers and Sisters of Disabled Chikdren PaceE 1 (H)




Brothers and Sisters of Disabled Children

| CONSENT FoRM:

" Researcher: Sponsoring Facuity Member:
Victoria B. Damiani Dr. Roger Ries
2206 Hermlt Thrush Lane Director, School Psychology Program
Virginia Beach, VA 23455 School of Education, Jones Hall

College of William and Mary
Willlamsburg, VA 23185

This consent form is to request your voluntary participation in a study designed to help us leam more
about the needs and strengths of the brothers and sisters of handicapped children. Please read the
information below and sign the "Informed and Voluntary Consent to Participate,” if you agree to take
part in this study.

Purpose of the Study
« To compare brothers and sisters of handicapped children to children whose brothers and sisters are
not handicapped
« To leam more about the needs of brothers and sisters of handicapped children
* Toleam about the strengths of brothers and sisters of handicapped children

« To find factors that may be related to the adjustment of brothers and sisters of handicapped children

Amount of Time Involved for Participants
* 15 minutes for mothers to complete the questionnaire about their family

Assurance of Confidentiality
Data gathered are confidential and respondents should not put their names or those of their children
anywhere on the questionnaire. Some parents, however, may want to be informed if their child’s ratings
are significantly above the norm in certain areas questioned. These parents may sign a separate form
providing name, address and phone number. These forms will be available only to the researcher and
will be used to provide parents with information regarding the rating and will be destroyed when the
project is completed. Otherwise, only group data will be analyzed and reported.

Assurance of Voluntary Participation
Participation in this project is strictly voluntary. Parents have the right to decline to participate or to
withdraw before completion. Final results of the study may be requested by writing the researcher at
the above address.

Informed and Voluntary Consent to Participate
PLEASE RETURN THIS CONSENT FORM
WITH YOUR QUESTIONNAIRE

I have been informed regarding and agree to participate in the study outlined above.
tunderstand that | have the right to decline to participate or to withdraw at any time.

Yolunteer Date

Pace = (H) Brothers and Sisters of Disabled Chiidren
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Brothers and Sisters of Disabled Children

I. Please provide the following information about your family:

A. List the ages and check the appropriate boxes for each of the children in your family.
Age: ____ Sexx OMOF Handicapped: []Yes [(INo
Age: __ Sexx DM F Handicapped: [ves CINo
Age:’ Sex: (OM [0 F Handicapped: [JYes [INo
Age: ___ Sex: DM F Handicapped: [ves (ONo
Age: _____ Sex: [IMOF Handicapped: [JYes [INo

B. Check the box that indicates your yearly family income level:

] Below $9,999 [T $25,000t0$49,999
[J $10,00t0$24,999 [ Over$50,000
C. Check the box that indicates your highest educational level completed.
[] Did not graduate high school ] Bachelor's (4-year) college degree
[0 High school graduate - [J Master’s degree
[ Associate (two-year) college degree O poctoral de gree
Are you Handicapped? Yes [1 No [
Your type of work:
D. If your husband lives at home, please check the box that indicates his highest educational level
completed:
O Did not graduate high school [] Bachelor’s (4 year) college degree
[ High school graduate [ Master's degree
] Associate (2 year) college degree ' O Doctoral degree
Is he Handicapped? Yes [1 No []
His type of work:
E. What is your status of employment outside the home?
] none 7 full ime
O part time

F. Are you a single parent? Yes [ No [J
G. Your race:
] Asian [ Hispanic
[ Afro-American O white
H. Please provide the following information about your handicapped child:
Age: Sex: CImv OF
Child wasbom: [J1st [J2nd [13rd [Jath [5th

* PLEASE NOTE: All of the questions which follow in Section II are about your
. - nonhandicapped child between the ages of 9 and 15. o ’

Pace 2 (H) Brothars and Sisters of Disabled Chikdren



II. Please provide the following information about your nonhandicapped child
between the ages of 9 and 15:

A. Age: Sex: UMLIF :
B. Childwasbomn: [Jist {J2nd [J3rd O4th Osth

C. How would you describe your relationship with this child?
[J Not as close as the average parent—child [ Anaverage parent child relationship
relationship [ Closer than average

D. On the chart below, please check how often your child between the ages of 9 and 15, performs
each of the following tasks:

Onceor |-Onceor Less than
twice twice once a month
Daily aweek amonth or never

Maintains yard or garden (either alone or provides important
assistance to parent) .

Feeds other child(ren) in the family

Brothers and Sistera of Disabled Chidren PagE 3 (H)



Once or Once or Less than
twice twice once a month
Daily aweek a month or never

Dresses other child(ren) in the family or helps them dress
Disciplh d

o

Takes care of other child(ren) in the family when they are
{sick or upset

Watches other child(ren) in the family on their way to school

E. Please further describe your nonhandicapped child by rating his or her behavior in the
following areas:

Plays fair with other children: CINot true [J Sometimes true [ Often true

Is concemed about the feelings of others: [JNot true [] Sometimes true [] Often true
Tries not to do or say anything that would hurt another: CINot true [ Sometimes true (] Often true
Is willing to wait his/her tum: [ Not true [J Sometimes true [ ] Often true

Is sympaﬂletic towards other’s hurts or misfortunes: [ Not true [J Sometimes true [J Often true
Is kind to younger children: []Nottrue [] Sometimes true [1Often true

F. Please list your nonhandicapped child’s favorite hobbies,activities and games.

1 3
2 I:l none

G. Please list any organizations, clubs, teams or groups your nonhandicapped child belongs to.

1 3
2 L1 none

IV. Please further describe your nonhandicapped child by completing the blue sheet
attached. Directions are at the top. Remember to complete both sides.

Pace 4 (H) Brothers and Sisters of Disabled Children



Brothers and Sisters of Disabled Children

Child. Responsibllity Seala-

We would also like to know how the child you rated would rate his or her own responsibilities at home.
Please ask him or her to complete this checklist. You may read the items to him or her if necessary but
please do not influence the rating. Please retumn your child’s rating scale with your questionnaire.

twice twice
Paily { aweek | amonth

Less than
once a
month or
never

I dress other children in the family or help
them dress -

I help other children in the family with
school work

Thank you very much for your participation.

Brothers and Sisters of Disabled Children

Pace b {H)



Mothers of Children Who are not Disabled
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Victoria B. Damian
Certified School Psychologist

Dear Mother:

‘With assistance of the faculty from the College of William and Mary, I have designed a study to
help us learn more about the needs and strengths of children who have a handicapped brother or
sister. The study requires that brothers and sisters of handicapped children be compared to children
who do not have a handicapped child in the family. Since none of your children are handicapped, I
am asking you to assist us by completing the attached questionnaire. It should take only 15 minutes
of your time. To be eligible to participate you must have at least one child between the ages of 5
and 21 and at least one other child between the ages of 9 and 15.

I hope you will participate in this effort to learn more about how to help brothers and sisters of
handicapped children

Thank you.

Sincerely,

q/w&qu-w |

Victoria B. Damiani




Brothers and Sisters of Disabled Children

GENERAL INSTRUCTIONS:

Thank you for agreeing to help us better understand the needs and strengths of brothers and sisters of
handicapped children. In order to do this we must first compare these children to children who do not
have handicapped brothers and sisters. Attached is a list of items to assist you in describing your family
and specifically one of your children who is between the ages of 9 and 15. Your responses are confidential.
Do not place your name or that of your children anywhere on this questionnaire. Please answer all items
and retum this questionnaire in the envelope provided. If you have any questions, please call me at
(804)363-0723.

Sincerely,

Victoria B. Damiani
Certified School Psychologist

Brothers and Sisters of Disabled Children Page 1 (NH)
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Brothers and Sisters of Disabled Children

| CONSENT FORM:.

" Researcher: Sponsoring Faculty Member:
Victoria B. Damian] Dr. Roger Ries
2206 Hermit Thrush Lane Director, School Psychology Program
Virginia Beach, VA 23455 School of Education, Jones Hall

Coliege of Willlam and Mary
Williamsburg, VA 23185

This consent form is to request your voluntary participation in a study designed to help us leam more
abont the needs and strengths of the brothers and sisters of handicapped children. Please read the
information below and sign the "Informed and Voluntary Consent to Participate,” if you agree to take
part in this study.

Purpose of the Study
» To compare brothers and sisters of handicapped children to children whose brothers and sisters are
not handicapped
+ To leam more about the needs of brothers and sisters of handicapped children
« Toleam about the strengths of brothers and sisters of handicapped children
« To find factors that may be related to the adjustment of brothers and sisters of handicapped children

Amount of Time Involved for Participants
e 15 minutes for mothers to complete the questionnaire about their family

Assurance of Confidentiality
Data gathered are confidential and respondents should not put their names or those of their children
anywhere on the questionnaire. Some parents, however, may want to be informed if their child’s ratings
are significantly above the norm in certain areas questioned. These parents may sign a separate form
providing name, address and phone number. These forms will be available only to the researcher and
will be used to provide parents with information regarding the rating and will be destroyed when the
project is completed. Otherwise, only group data will be analyzed and reported.

Assurance of Voluntary Participation
Participation in this project is strictly voluntary. Parents have the right to decline to participate or to

withdraw before completion. Final results of the study may be requested by writing the researcher at
the above address.

Informed and Voluntary Consent to Participate
PLEASE RETURN THIS CONSENT FORM
WITH YOUR QUESTIONNAIRE

| have been informed regarding and agree to participate in the study outlined above.
1 understand that | have the right to decline to participate or to withdraw at any time.

Volunteer Date

Page & (NH) Brothers and Slsters of Disabled Children
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Brothers and Sisters of Disabled Children

I. Please provide the following information about your family:

A. List the ages and check the appropriate boxes for each of the children in your family.
Age: Sexx: (OM 0 F Handicapped: [JYes [INo
Age: . Sex: (OM[OJF Handicapped: [JYes CINo

Age: _____ Sex: (1M ¢ Handicapped: Oves Cno
Age: ___ Sex: [(OM O F Handicapped: [JYes LINo
Age: Sex: OMOF Handicapped: [JYes [INo
B. Check the box that indicates your yearly family income level:
[J Betow$9,999 [ $25,000 to $49,999
(] $10,00t0 $24,999 [J Over $50,000
C. Check the box that indicates your highest educational level completed.
[ Didnot graduate high school . [ Bachelor’s (4-year) college degree
] High school graduate [3 Master's degree
Ol .Associate (two-year) college degree [ poctoral degree
Are you Handicapped? Yes [] No [J
Your type of work:
D. If your husband lives at home, please check the box that indicates his highest educational level
completed:
O3 Did not graduate high school ] Bachelor’s (4 year) college degree
[ High school graduate [ Master’s degree
[ Associate (2 year) college degree . [ Doctoral degree
Is e Handicapped? Yes [] No [J
His type of work:
E. What is your status of employment outside the home?
O none {3 full time
[ part time

F. Are you asingle parent? Yes (1 No [

G. Your race:
O Asian [J Hispanic
1 Afro-American [J white

* PLEASE NOTE: Al of the questions which follow in Section IT are about one of your
children who is between the ages of 9 and 15.

Page 2 (NH) Brothers and Sisters of Disabled Chikdren



II. Please provide the following information about one of your children who is between

the ages of 9 and 15:
A, Age: Sex: M OF

B. Childwasbom: [Jlst [J2nd [J3rd Cath J5th

C. How would you describe your relationship with this child?
[J Not as close as the average parent—child

[ Anaverage parent child relationship

relationship [ Closer than average
D. On the chart helow, please check how often this child between the ages of 9 and 15, performs
each of the following tasks:
Onceor | Onceor Less than
twice twice once amonth
Daily aweek amonth or never

rprovides

Mamlnms yard or garden (either alone or provxdes mponnm
assistance to parem) -

Brothars and Sisters of Disabled Children
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Once or
twice
Daily aweek

Once or
twice
amonth

Less than
once a month
or never

Bathes other clnld(reu) in the famﬂy

Y

Takes care of other child(ren) in the family when they are
sick or upset

Watches other child(ren) in the family on their way to school

E. Please further describe this . |child by rating his or her behavior in the

following areas:

Plays fair with other children: O Not true (] Sometimes true [1Often true
Is concemed about the feelings of others: [JNot true [[] Sometimes true [ Often true

Tries not to do or say anything that would hurt another: I Not true [ Sometimes true [] Often true
Is willing to wait his/her tum: L] Not true [ Sometimes true [ Often true
Is sympathetic towards other’s husts or misfortunes: []Not true []Sometimes true [ Often true
Is kind to younger children: ] Not true [J Sometimes true (] Often true

F. Please list this child’s favorite hobbies,activities and games.

1
2

3
0 none

G. Please list any organizations, clubs, teams or groups this child belongs to.

1
2

3
[ none

II. Please further describe this child by completing the blue sheet attached. Directions
are at the top. Remember to complete both sides. After you have finished the blue

sheet, please complete Section IV below.

IV. Please provide the following information about ANOTHER of your children. You may

choose any child between the ages of 5 and 21.

A. Age: Sex: (M [JF

B. Childwasbom: LJist [J2nd [J3rda Dlath [Osth

Page 4 (NH)
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Brothers and Sisters of Disabled Children

~ Child Responsibllity Seale

We would also like to know how the child you rated would rate his or her own responsibilities at home.
Please ask him or her to complete this checklist. You may read the items to him or her if necessary but
please do not influence the rating. Please retum your child’s rating scale with your questionnaire.

Less than
Once or | Once or once a

. twice twice month or
Daily | aweek | amonth never

rrv——rrere——

v 2%

I dress other children in the family or help
them dress .

I help other children in the family with
school work

Thank you very much for your participation.

Brothers and Sisters of Disabled Children Pace b (NH)
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