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Abstract

Trends in research with families of children with
disabilities have moved towards identifying resources which
contribute to adjustment in those families who cope effectively.
Bristol (1987) found that adaptation was positively predicted
by adequate social support and coping strategies, and discussed
the potential influence of parental attributes such as locus of
control, self-esteem, and belief systems. This research,
therefore, investigated the role of social supports and coping
strategies as well as these parental attributes in predicting
successful family functioning. Fifty-seven families participated
in the study, including 32 families having a child diagnosed as
autistic, and 25 families having a child with cerebral palsy
(mean age of child = 6 years). Self-report measures were used
to evaluate each of the variables of coping strategies, social
support, self-esteem, locus of control, irrational beliefs, family
functioning, and child's level of adaptive functioning. A
comparison of the results with normative data, where
available, indicated no significant concerns overall in parents'
coping strategies, self-esteem, locus of control, views of family
functioning, or pile-up stress from normal life events. The data
demonstrated significant relationships among parental

attributes, specifically correlating high overall self-esteem,



internal locus of control, and a low level of irrational beliefs.
These parental attributes as well as coping strategies and social
support were significant predictors of family functioning, and a
proposed model of relationships among these variables
accounted for approximately 88% of the variance in family
functoning. A comparison of parents of children diagnosed as
autistic and children with cerebral palsy across all variables
indicated no significant group differences. Post hoc analyses
suggested a positive relationship between measures of socio-
economic status and family functioning. The child's gender,
chronological age, and age at diagnosis were not related to
parent attributes or family functioning. The results indicated
the need for more parent-focused interventions for both
mothers and fathers, assistance in building social support
networks and coping strategies, and efforts to foster feelings of

self-efficacy and personal control among parents.
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CHAPTER 1

Introduction

Background and Rationale

In the area of mental and physical disabilities, family
stress, problems, and pathology have been well documented
among families of children with special needs (Abbott &
Meredith, 1986; Singer & Irvin, 1989). With more families
choosing to care for their child at home (Hodapp & Zigler,
1993), recent trends have moved towards identifying
resources which contribute to adjustment in those families who
cope effectively.

In order to maintain families as supports for individuals
with disabilities throughout their lifetime in the community,
bonds dependent on family cohesion and adaptability should
be encouraged by providing resources which strengthen
families (Singer & Irvin, 1989). Successful adaptation,
therefore, holds benefits for the family as a whole (Bristol,
1987), as well as for the child with a disability. Research has
identified specific child benefits of increased family
functioning, including increased adjustment (Perrin, Ayoub, &

Willett, 1993), gains in the child's functioning and overall



health (McCubbin, Sussman, & Patterson, 1983), and improved
adjustment at school (Nihira, Meyers, & Mink, 1980). As noted
by Fisher (1983), some traditional models of helping may
unintentionally decrease parents' feelings of competence and
increase distress within the family. Resources should instead
be based on needs identified by families in order to build
capabilities (Dunst, Trivette, Gordon, & Pletcher, 1989) and
develop feelings of self-efficacy. Researchers have therefore
called for more parent-focused interventions which recognize
the importance of personal coping skills and social supports
(Hawkins & Singer, 1989) as well as specific characteristics
which assist in adaptation.

Bristol (1987) viewed family adaptation as a mult-
factorial and dynamic process, and found that adaptation was
positively predicted by adequate social support and coping
strategies. She and other researchers (Antsey & Spence, 1986;
Glidden, 1990; Tutte, 1986) also discussed the potential
influence of parental attributes such as locus of control, self-
esteem, and belief systems. Further, Jones (1987) added that
the certainty of diagnosis and prognosis regarding the child's
disability was a primary factor in family stress.

In summary, much of the research among families of
children with disabilities has become increasingly needs-

focused with a focus on identifying those positive



characteristics which seemed to assist in family functioning.
Summers, Behr, and Turnbull (1989) identified the benefits of
learning from families who are successful in order to better
collaborate with families and meet their diversity of needs.
Three important goals identified by Summers et al. (1989)
included: 1) assisting in the parents' search for causal
attribution, 2) facilitating a sense of mastery, or feeling of
control, so that the parents may be more likely to persist and
less vulnerable to stress, and 3) developing self-esteem to
increase their own view of themselves as competent and
effective. In addition to resources such as social supports and
coping strategies, parental attributes such as irrational beliefs,
locus of control, and self-esteem clearly presented as important

factors for investigation.

Objectives

This research investigated the role of parents’ internal
attributes in predicting the success of social supports and
coping strategies as factors in adaptation. Families of children
diagnosed with autism were compared to families of children
with cerebral palsy in order to evaluate any differences in two
instances of disability which vary in demands and certainty of
diagnosis/prognosis. Self-report measures were used to assess

the variables of coping strategies and social supports, evaluate



family functioning, and determine the parental attributes of
self-esteem, locus of control, and irrational beliefs. Each of
these attributes were tested for their ability to predict family
adaptation, and for their ability to predict the role of coping
strategies and social supports in family adaptation. Such
predictive value would be most useful clinically in intervening
with individual families who may be having difficulties or who
may be new to the diagnosis, and also in planning programs to
achieve the "best fit" between services and families in order to

ensure optimal adjustment and satisfaction.

Outline

A comprehensive review of the literature is presented in
Chapter II, and relevant research on the tcpic of adaptation
among families of children with disabilities is discussed. At the
conlcusion of Chapter II, a summary of the literature is
presented with an identification of essential research questions
arising from the results and recommendations of past studies.

The method employed to address these research
questions is presented in Chapter III, and includes a
description of participants, procedures of data collection,
instruments, and data analysis.

Finally, the results of the study are presented in Chapter

IV with respect to the research questions. These results are



further discussed in Chapter V with implications for clinical

practice, program planning, and future research in the area.



CHAPTER 1I

Review of the Literature

Introduction

In reviewing the literature in the area of mental and
physical disabilities, a traditional emphasis on family stress,
problems, and pathology has been apparent (Abbott &
Meredith, 1986; Seligman, 1993). Embry (1984) commented
on the general assumption that having a family member who
has a disability is in itself a stressor. Singer and Irvin (1989)
noted past research indicating that stress in families of children
with disabilities was associated with higher rates of dissolution,
and Breslau, Staruch, and Mortimer (1982) found that parents
of children with disabilities reported higher levels of disress,
but not a higher incidence of diagnosed psychiatric problems.
Seligman {1993} reported that such families may experience
feelings of guilt and anger, worry about the future, financial
stresses, a lower sense of independence, and disruption in the
normal progress of family development. Over the past number
of years, however, clinicians and researchers have been moving
away from a problem-oriented approach towards considering
the existing strengths and positive experiences of families
(Bristol, 1987; Featherstone, 1980; Kazak & Marvin, 1984). By



identifying resources, particularly those which seem to
differentate those families who successfully adjust from those
who do not, reatment and provision of services may be

facilitated.

Positive Trends in the Literature

Certainly, research in this area over the past two decades
has shown increased recognition of positive experiences
reported by families. In contrast to problems documented in
the past (Friedrich & Friedrich, 1981), Hirst (1991) found that
families with a child with a disability had no greater likelihood
of break-up or reconciliation compared to a control group.
Numerous studies, both qualitative and quantitative, have
described the positive experiences of parenting a child with a
disability (Singer & Irvin, 1989). Simons (1987) reported that
parents found their lives With their children mutually
beneficial, and Ferguson and Asch (1989) described parents’
experience of personal growth as a result of raising a child with
special needs. Of parents studied by Abbott and Meredith
(1986), 88% reported a positive contribution from their
experience of raising a child with a disability. Parents have
reported that they have acquired more depth and
understanding of faith and love (Singer & Irvin, 1989), as well

as greater tolerance, strength, and professional and personal



development (Featherstone, 1980; Turnbull, 1985). Turnbull,
Guess, and Turnbull (1988) further found that parents reported
feelings of joy, pride, strength, blessing, and learning. In 1987,
Mullins conducted a qualitative analysis of autobiographical
books written by parents of children with disabilities, and
found themes relating to realistic appraisal of their children's
needs, remarkable demands and emotional stress, and
resolution and growth towards a more meaningful life. In a
survey of parents by Wikler, Wasow, and Hatfield (1983), three
quarters of a sample of parents felt that their experience had
made them stronger, in contrast to lower estimates made by
professionals who were working with these families.
McCubbin, Sussman, and Patterson (1S83) noted that some
families thrive in the face of challenge, and Summers et al.
(1989) added that individuals may use stress as a catalyst to
improve their overall life and level of functioning. Summers et
al. also commented on the reported bias of professionals in
dealing with families, in that focusing on problems and distress
may become an obstacle to helping families to build on their
strengths.

In regarding the family as a unit, reports have been
ruade of increased cchesion and adaptability (McCubbin et al.,
1983), as well as stronger family ties and an appreciation for
the simpler things in family life (Abbott & Meredith, 1986).



Kazak and Marvin (1984) reported that the cooperation and
joint sense of purpose in parenting a child with special needs
strengthened marriages. Other researchers have approached
the topic more normatively, commenting that, as with any
child, parenting involves "profound ambiguity" with changing
views including both positive and negative perceptions
(Summers et al., 1989). In a study by Turnbull et al. (1988),
parents of children with disabilities reported closer family tes,
an improved social network, opportunities for career
development, and increased feelings of personal control.
Turnbull et al. (1988) noted, though, that these findings were
also reported by a control group of parents having children
without disabilities, and remarked on the similarities of
parenting experiences. Parenrts have reported that children
with disabilities offer their own unique combination of positive
and negative contributions, like other children (Turnbull,
1985).

With the more "normal” or positive views of the
experience among some parents of children with disabilities,
there has been an increasing focus on resources which
contribute to adjustment in those families who cope effectively
and who report personal satisfaction (Byrne & Cunningham,
1985; Zeitlin, Williamson, & Rosenblatt, 1987). Singer and
Irvin (1989) noted the importance of the context in which
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stress occurs, and the contribution of coping skills, personal
resources, social support, formal services, and financial
assistance. Beresford (1993) also reported on the significance
of practical assistance, and found that a financial fund grant
had a significant effect on mothers' perception of stress as well
as their feelings of personal well-being and adjustment, with
recognition that money in itself did not change the reality of
their child's disability or the impact of the disability on family
life. Community resources, such as respite and educational
services, have also been linked to decreased institutionzalization
rates (Hill, Lakin, & Bruininks, 1984). In addition to identifying
the importance of social support, general comrnunity support,
and formal services such as respite and financial help,
Summers et al. (1989) commented on more personal coping
skills and resources, such as problem solving and behavior
management strategies, and communication and negotiation
skills for use in dealing with professionals. They also defined
positive adaptation as an ability to move on to finding
appropriate services, an acceptance of the child and the
disability, maintaining a successful marriage with well-

adjusted children, and providing support to other families.
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Past Research of Family Difficulties

Despite efforts to identify coping skills and resources
associated with positive adjustment, family dysfunction and
marital difficulties have also been well documented in the
literature. (Friedrich & Friedrich, 1981; Hansen, 1984). In
1990, Singhi, Goyal, Pershad, and Singhi (1990) investigated
family stress among three groups including one group of
parents of children diagnosed with mental retardation, one
group of parents of children with a physical disability, and one
control group. Parents of children with mental disabilities and
children with physical disabilities both reportedly experienced
greater financial stress, more frequent disruption of routine
and family activities, poorer social interactions, and more
problems with personal health (mental and physical). Social
burden scores were higher in these two experimental groups
compared with the control group, and further suggested that
distress decreased as the educational status and socio-economic
status of the parents increased. Breslau et al. (1982) found
that mothers of children with disabilities reported more
feelings of depression than mothers of children without
disabilities, and added that a key factor appeared to be the
amount of assistance that their child required with daily living
skills. Breslau and Davis (1986) further distinguished

"demoralization" from clinical depression and found that
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mothers of children with disabilities were more demoralized
than mothers of children without disabilities, but that there
was no difference between these groups in terms of diagnosed
mental illness or major depression. Cummings (1976) similarly
reported that fathers of children with disabilities showed
higher rates of demoralization compared to a control group.
Other adverse effects on parents as individuals have been
identified, with some findings of decreased self-worth (Childs,
1985) and persistent feelings of vulnerability and
powerlessness resulting in depression (Goodyer, 1986).
Research on marital difficulties among families has varied
widely, ranging from studies indicating a higher rate of divorce
among families having a child with a severe disability (Gath,
1977; Murphy, 1982; Tew; Payne, & Lawrence, 1974), to
contradictory evidence of no difference in divorce rates when
comparing families of children with and without disabilities
(Hirst, 1991: Kazak & Marvin, 1984; Williams & McKenry,
1981). Certainly, the mother-father dyad has been identified
as an important relationship in adaptability and cohesion
(Martin & Cole, 1993). Other studies have commented on the
role of social isolation in understanding the variable impact on
the family (Moroney, 1986}, or have attempted to identify
other key factors (Singer & Irvin, 1989). Fong, Wilgosh, and
Sobsey (1993) conducted a qualitative study of the experience
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of parenting a child with autism, and found that parental
concerns extended acrcss the areas of behavior, socialization,
communication, family relationships, education, professional
development, independence, and the future of the child. Quine
and Pahl (1985) examined specific factors in the family's
experience, such as difficulties in coping with the child's
diagnosis, daily care of the child, isclation, added physical
demands, sleep disturbances, and behavior management
problems. While some community resources have attempted to
meet some of these needs through a behavioral approach
towards the child and a supportive approach towards the
parent (non-directive support groups), Hawkins and Singer
(1989) expressed concern about the limited documented
evidence of decreased stress resulting from these two
traditional methods of assistance,

In addition to research about the family in general or the
marital relationship, concerns have also been expressed about
the well-being of siblings of children with disabilities
(Cavanaugh & Ashman, 1985). Breslau and Prabucki (1987)
found that siblings were more demoralized and aggressive
among families having a child with a disability, but added that
no difference was found between groups in terms of a
significant mental illness, They further suggested that social

isolation may also be a factor in the impact on siblings of
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children with disabilities, due in part to limited respite care,
sensitivity to negative attitudes in the community, and fewer
resources for leisure activities.

Certainly, as with the birth of any child, the birth of a
child with a disability profoundly alters the family structure
and the experiences of all family members. With the diagnosis,
typically of a condition with which the family has little
experience and the immediate and ongoing changes
necessitated in the family system, in family expectations, and
in daily functioning, it is not surprising that stress and
adjustment problems may be magnified in many families
(Featherstone, 1980). Various models of conceptualizing family
stress have been proposed in the literature, and reflect the

changing focus of the area.

Models of Family Functioning
Although recently contradicted and criticized, one of the

most prominent models of conceptualizing stress in families of
children with disabilities in the past was the application of
stage theory consistent with those identified in the grieving
process (Opirhory & Peters, 1982). While some researchers
focused on the reaction to diagnosis, others suggested that the

stage theory model might be applied to the ongoing adaptation
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and stresses experienced throughout the life of the family
(Drotar, Baskiewicz, Irvin, Kennell, &Klaus, 1975).

Stage Theories

Post-Kammer and Nickolai (1985) described the stage
model as applied to families of children with disabilities in the
following manner. The initial experience of denijal includes
responses such as deeming the diagnosis to be a mistake,
underestimating the severity of the disability, or insisting that
the child will outgrow the disability. The second stage, anger,
may be vented on family members or on the medical
community. The next stage, bargaining for a cure, is followed
by depression and withdrawal as the family member realizes
that nothing can eliminate the disability. The final stage is
acceptance, enabling the parent to make decisions about child
care and programming, develop a role for the child in the
family, and consider how to present the information and their
child to others. Drotar etal. (1975) varied the stage model
somewhat to include the initial reaction of shock, followed by
denial, emotional disequilibrium, adaptation, and finally
reorganization. Most applications of this model, including the
two here, involve three common themes or stage groupings
including the initial crisis period (shock, denial, disbelief),

ongoing emotional disorganization (anger, disappointment,



16

guilt), and finally adjustiment or acceptance (Blacher, 1984).
Some proponents of the stage theory have acknowledged
difficulties and cautions in application, most specifically that
stages are not necessarily always sequential or inevitable
(Drotar et al, 1975; Post-Kammer & Nickolai, 1985). Blacher
(1984) went further to state that the stage concept is popular
but is essentially unsubstantiated by data.

Allen and Affleck (1985) addressed problems with stage
theories in detail, and discussed the dangers of implying a
definite hierarchical sequence of stages. They argued that,
should the model be indiscriminately applied to any family
experience an adjustment to a child with a disability, clinicians
and families themselves —:1y inaccurately view their
experience as deviant from the "normal" process, as slower
than expected, or as regressive if the sequence in not adhered
to. Allen and Affleck (1985) also suggested that such
preconceptions may hinder the development of a counselling
relationship since clinicians may tend to push the family to
move in accordance with the model rather than moving at the
family's pace. While an advantage of the stage model may be
that it provides a normal framework for the experiences of
families and validates the grieving process (Roberts, 1984),
many theorists and clinicians have acknowledged the risks of

globally applying the model, as well as the possibility that not
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all parents will reach the final stage of acceptance (Allen &
Affleck, 1985). Singer and Irvin (1989) recognized that stage
theories may be to0 narrow, as stressors vary in content or
intensity, and stress reactions are similarly changing. This is
particularly true when considering the view that the family
may experience recurring adjustments and periods of non-
acceptance throughout the child's development, and throughout
the life cycle of the family (Werth & Oseroff, 1987). With each
change in the family system, addition or loss of members, or
rearrangement in roles, adaptation is again necessary.
Concordant with this view is the life-cycle transitions model
which proposed that acceptance is not a realistic goal as
adjustment is a life-long process (Deluca & Salerno, 1984).

Life-Cvcle Transitions Models

Other research has further proposed that adjustment is
not one end result, but is an ongoing process in the life of the
family. Summers et al. (1989) elaborated on McCubbin and
Patterson's (1983) term "bonadaptation" to describe adaptation
or accomodation which results in an upward spiral of
development and growth. "Maladaptation" was described as
the process of a more downward progression, with a series of
difficulties (Summers et al., 1989). A study by Wikler, Wasow,
and Hatfield (1981) also provided some support for the
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continuity view of adjustment. Designed to compare parents'
and professionals' perceptions of adjustment, results indicated
that professionals tended to overestimate the distress around
the diagnosis, and underestimate the impact of later
experiences. The authors suggested that grief is therefore
chronic and normal, and that adjustment rather than
acceptance is more realistic. Through periodic grieving,
families are strengthened and adapt. Other authors have
proposed that this periodic grieving, or readjustment, occurs at
specific transitional stages of the family developmental life
cycle (Combrinck-Graham & Higley, 1984). Beavers, Hampson,
Hulgus, and Beavers (1986) identified critical transitions for
the family of a child with a disability as preschool
developmental milestones, entering school, beginning
adolescence, and reaching chronological adulthood. The normal
life cycle of bearing and raising children is disrupted in that
some children with disabilities may never reach adult
independence.

Roberts (1984) examined the life cycle issues salient
during the birth and infancy of a child with a disability. In
some instances, through prenatal diagnosis, parents may be
aware of the existing or potential disability before the child’s
birth. Therefore, the normal preparation and rites of passage
around pregnancy and childbirth may be affected. Bonding
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and attachment may be tentative due to fears that the child
may not survive, and the actual entrance of the baby into the
family may be undefined due to repeated hospitalizations.
With each developmental milestone anticipated by parents,
siblings, and extended family, all involved are reminded of the
diagnosis and may experience many of the same emotions as
they did when the diagnosis was initially made. However,
according to Roberts (1984), during the preschool years, family
units may be insulated somewhat from outsiders, aside from
health and social service personnel.

Combrinck-Graham and Higley {1984) recognized the
impact of school entrance on the family life cycle and parental
adjustment, as a time when the family is thrown into a world
that may not be as protective and accommodating as their
circle of agencies and support groups. The development of
individuals and families may be altered because the family
never has an opportunity to become an autonomous, self-
contained unit from which individual's differentiation can take

place (Combrinck-Graham and Higley, 1984).

Factors in Family Adjustmeat

While both the stage and life-cycle models have
suggested a somewhat predictable course of adjustment, it has

been widely recognized that there are many factors involved in
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inidal and subsequent adjustment to a child with a disability in
the family (Featherstone, 1980; Singer & Irvin, 1989). These
factors can be described as child-specific or family-specific.

Child-Specific Factors
Specific to the child and the disability, many factors

potentially affect the reaction and adjustment of the family.
Innocenti,; Huh, and Boyce (1992) studied various disabilities,
including hearing or visual impairment, cognitive impairment,
and developmental delay, and found that parents of children
with disabilities reported significandy more child-related
parenting stress. Frey, Greenberg, and Fewell (1989) studied
many factors including social network, parent belief systems,
and parent coping styles, and similarly found that child
characteristics were the best predictor of stress among mothers
and fathers of children with disabilities. In a 1983 study by
Bristol, the personality, dependency, and physical needs of a
child with a disability were most significantly associated with
increased stress among parents.

The child's age at onset and diagnosis, and the nature of
the child's disability (severity and visibility), also have
implications for the family (Roberts, 1984). The severity of a
child’s disability as a factor in parenting stress has been

investigated with varying results (Singer & Irvin, 1989).
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Research by Pahl and Quine (1987) identified the highest level
of psychological distress among the parents of the chiildren
with the most severe disabilities in the sample. While
Mahoney (1992) found that the general family environment
was not associated with the level of the child's disability, he did
report that the most distressed families in his sample tended to
be those having children with more severe disabilities as well
as a lower socio-economic status. More positively, Saddler,
Hillman, and Benjamins (1993) were interested in factors such
as the severity and visibility of a child's disability on family
functioning, and compared groups of parents having children
with diabetes, cerebral palsy, or without disabilities. All three
groups reportedly demonstrated a high level of family
functioning, regardless or visibility or severity of disability
among the children, and no difference was noted between
mothers' and fathers' views of family functioning,.

In other studies, the specific diagnosis or the nature of
the child's disability has been a predominant factor. Fisman
and Wolf (1991) found that parents of children with autism
reported significantly more stress than parents of children with
Down's Syndrome or parents of children without disabilities.
Gillberg, Gillberg, and Steffenburg (1992) compared mothers of
children with autism with mothers of children with an

attention deficit disorder and mothers of children without
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special needs. In their study, clinical emotional concerns were
more pronounced among the mothers of children with autism.
Past research has also documented the high levels of stress
reported by parents of children with autism (DeMyer, 1979;
Holroyd, Brown, Wikler, & Simmons, 1975; Holroyd &
McArthur, 1976). In a Canadian study, Konstantareas and
Homatidis (1991) conducted research with parents of children
with autism, children with mental disabilities of unknown
etiology, children with learning disabilities, and children
without disabilities. They found that parent-reported stress
increased across the groups, with the lowest level among the
normal control group, a higher level among parents of children
with learning disabilities, greater stress among parents with
children with mental disabilities of unknown etiology, and the
highest level of stress reported by parents of children with
autism. In comparing mothers and fathers across the groups in
an earlier study, Konstantareas and Homatidis (1989) also
found that mothers' stress seemed to be most affected by body,
perceptual, and affective concerns, and fathers' stress seemed
to be most affected by the child's anxiety reactions and lack of
communication skills. An additional finding in their study was
that, among parents of children with autism, the child's level of

self-abusive behaviors was the best predictor of stress.
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The specific needs of the child, dependent on many
factors including the nature of the diagnosed condition, have
therefore also appeared imporiant in predicting parental
experiences. Donenberg and Baker (1993) compared three
groups of parents, including families of children with autism,
families of children with "externalizing behaviors” such as
hyperactivity and aggression, and a control group. Results
indicated that parents with externalizing children reported
more effects related to their social lives, their own feelings
about their parenting skills (more negative and less positive),
and greater child-related stress. Interestingly, Donenberg and
Baker (1993) found little difference in reported stress between
parents of children with autism and parents of children with
externalizing behaviors, and no difference among the three
groups in terms of parental and marital well-being.
Waddington and Busch-Rossnagel (1992) reported that child-
specific factors such as physical limitations and
emotional/behavioral problems directly affected the mother's
role functioning as well as her sense of well-being. These
results generally agreed with Baker's (1984) report that
behavioral intervention at home was associated with increased
adaptation and decreased stress in the family.

Other significant factors in stress and adaptation have

included issues related to the age of the child, the position of
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the child in the family, and the size of the family. McGrath
and Grant (1993) found that age was one of the factors related
to differing expectations about services and vulnerability to
stress. The method and nature of diagnosis also varies as
professionals may differ in their method of sharing the
information (Guine & Pahl, 1985) or disagree about the
diagnosis, and as there may be considerable ambiguity about
etiology and prognosis. Slater, Martinez, and Habersang (1989)
also noted the difficulty of living with ambiguity. In
considering various diagnoses and implications for family
adjustment, there are a wide range of possible experiences.
For example, in the diagnosis of Down Syndrome or
Cerebral Palsy which may be made shortly after birth, bonding
and attachment might be impeded and medical issues may
complicate the family's reaction. This is, however, a potentially
different experience from the parent who suspects a delay
which is confirmed at age two years, which in turn is different
from the case where a child's development is normal until a
head injury at age three years. Also presented for
consideration is the child with muscular dystrophy or
neurofibramatosis where the child's condition is continually
changing, or the diagnosis of autism or non-specific
developmental delay where etiology is unclear or unknown.

The implications for varied emotional reactions are endless and
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complex. Uncertainty and apprehension about the diagnosis or
prognosis, grief reactions, acceptance of professional support,
and communication with extended family are likely all affected
by the information available about the child's condition. The
nature of the child's disability affects not only the family's
reactions, but potentially also the professionals' perceptions of
parent needs (Bristol, 1985). Other factors such as family size,
position of the child in the family, income level, time demands,
and fatigue are also significant (Byrne & Cunningham, 1985;
Gray & Holden, 1992; Roberts, 1984) in that they help to
determine the resources available.

In understanding the reaction and adjustment of the
family of a child with a disability, then, several child-specific
factors must be considered, including the nature of the
disability itself (Fisman & Wolf, 1991), the severity of the
disability (Saddler et al., 1993), the child's level of
independence (Bristol, 1983), and the child's specific needs
(Donenberg & Baker, 1993). Other factors such as the make-up
of the family and family characteristics affecting the perception
of the child have also been explored.

Family-Specific Factors

More specific to the family, many researchers have

identified characteristics which have implications for family
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adjustment. Roberts (1984) suggested that a family's belief
system affects the way that they define and understand the
disability (i.e., a gift, a punishment, an opportunity to help
others), as does their level of pessimism regarding the child's
future functioning (Blacher & Bromley, 1988). Roberts also
indicated that the family reaction depended, in part, on the
structure of the family before diagnosis, and the prior
involvement of extended family and community. Borkan,
Yeheskel, and Biderman (1993} wrote of a family's and
community's attempts to adjust to a child with cerebral palsy
born in a kibbutz. They described the experience of
disorganization when the usual patterns and expectations that
the community used to make sense of the world were
threatened, and of the adjustment towards new modes of
thinking first in the family and later in the community prior to
developing new routines and recovering some balance. Clearly,
beliefs related tc cultural, ethnic, and religious backgrounds
have an additional impact (Fish, 1990; Leonard, 1985).
Practical considerations such as the size of the family,
income, and education about the disability have also proven to
be important, particularly with the changing trends in family
size, extended family, and the general aging of the population
(Singer & Irvin, 1989). Single parent families have been

researched with mixed results. Wahler and Dumas (1984)
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found that single mothers of children with disabilities who
were socially isolated tended to show a higher number of
psycho-social problems. In contrast, Groze and Rosenthal
(1991) found that one-parent families experienced less
difficulty associated with the child's emotional-behavioral
problems. McCubbin (1989) also assessed one and two parent
families having a child with cerebral palsy and found that
while there was little difference between one and two parent
families in terms of strain, family cohesion, or adaptability.
Single parent families tended to have more concerns about
financial well-being. Breslau et al. (1982) reported that
financial costs and stresses were greatest among those families
with low-mid socio-economic status.

Families at risk for adjustment problems traditionally
have been identified as rigid and restrictive (Berger, 1981;
Goodyer, 1986), lacking in sufficient boundzaries (Featherstone,
1980), demonstrating patterns of poor conflict resolution
(Berger, 1981), and lacking in a balance of power (Beavers et
al., 1986). Feelings of social isolation, chronic stress, and loss of
independence have presented as primary concerns across the
literature (Slater et al., 1989). Qualities favorable to successful
adjustment include a balance between cohesion and
individuality, present rather than future orientation, high

levels of conflict resolution, commonality of perceptions, and
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freedom for individual responsibilities and rights within the
family (Beavers et al., 1986; Turnbull & Turnbull, 1986).
Other researchers have identified factors such as the degree of
connectedness within the family (Bernier, 1990), congruent
views of the child's disability (Bristol, 1987), and family
adaptability (Turnbull & Turnbull, 1986). Positive adaptation
has also been linked with informal social support and support
within the marital relationship (Fewell & Vadasy, 1986; Frey
et al., 1989; Friedrich, Wilturner & Cohen, 1985), as well as
with strong religious affiliation (Fewell, 1986). In addition,
Byrne and Cunningham (1985) recognized that the particular
life cycle stage of the family is a significant factor. These
characteristics or resources available to the family could affect
both their reaction and their success in coping and adjusting.
In their discussion of coping resources, Friedrich et al.
(1985) indicated that although child and disability
characteristics have been significant factors, coping resources
alone were an adequate predictor of parental functioning.
Hanline and Daley (1992) indicated that the use of coping
strategies alone was more predictive of family strength than
was the presence of social supports. Frey et al. (1989) found
that coping styles predicted psychological distress and the
fathers' perception of family adjustment. Similarly, Reddon
(1989) reported that coping strategies were significantly
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associated with adaptive family functioning. Rather than
viewing families as passively reacting to stress, families might
best be perceived as capable of actively handling their
situation through the development of coping strategies (Byrne
& Cunningham, 1985; Zeitlin et al.,, 1987). These strategies
may include problem solving skills, beliefs and perception of
the situation, assistance through services, and the use of social
networks (Friedrich et al., 1985). The need for stress
management counselling specifically focusing on improving
self-awareness and coping skills has been recognized in the
literature (Walton, 1993), as well a5 the need to provide
opportunities which enhance feelings of competence and self-
esteem (Hobbs et al., 1984). Parents have also identified the
need for information (Gowen, Christy, & Sparking, 1993),
specifically guidance on how to assist in the development of
their child, help in identifying appropriate resources, legal
rights, methods of dealing with daily demands, and future
planning concerns.

Overall, several factors specific to the family presented as
worthy of consideration, including family beliefs (Fish, 1990;
Roberts, 1984), the make-up of the family (Groze & Rosenthal,
1991; Wahler & Dumas, 1984), and characteristics of the
family system (Bernier, 1990) such as cohesion and flexibility
(Beavers et al., 1986) and coping skills (Hanline & Daley, 1992;






