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(ABSTRACT)

This study examines the coping process of families with children with
special needs. The purpose of the study was to develop a detailed description
of the coping process of families who appear to be coping well with children
who have physical disabilities.

A multiple-case study qualitative research design was selected to allow
for the unique stories of each family to emerge as they illustrate the complex
nature of the coping process. A contextual stress and coping theoretical
framework guided the study. Participants were recruited from a preschool
program that mainstreams children with special needs. A pool of ten

potential participants was identified by a selection team consisting of six



school staff members. Five families were selected and interviewed using the
theoretical sampling procedure outlined in the grounded theory approach
developed by Glaser and Strauss. Data analysis followed this same
procedural model.

The study revealed the ongoing coping process to be an iterative cycle
of events, perceptions, behavior, and personal growth. This process was
found to be influenced by the core concept of shared traumas as they are
evidenced in the themes of initiation to special needs, boundary defining
events and everyday reminders. An additional concept of the mastery process
of the interaction between perceptual and behavioral components, included
cognitive coping processes, faith, boundary definition and external systems
management style. Finally, the phenomenon of personal growth and change

in world view was observed.
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CHAPTER 1

Introduction

Statement of the Problem

The last two decades have brought about radical changes for disabled
individuals. Public Law 94-142, the Education of All Handicapped Children
Act of 1975, has altered dramatically basic educational programs. Revised
and retitled the Individuals with Disabilities Education Act (IDEA) in 1990
with revisions in 1991, the new P.L. 102-119 has put in place additional
rights and responsibilities for individuals, their families, and society as a
whole. Psychological barriers of fear and ignorance are crumbling. Public
awareness of disabled individuals has grown to a new level of acceptance.
Our language reflects this change with the use of terms like "special needs,"
"disabled" and "physically challenged" rather than "handicapped.” Even
popular television shows include disabled characters who are portrayed as
likable and admirable individuals. Accessibility to public buildings has
become law. Ramped entryways and facilities that accommodate their needs

are replacing physical barriers that once made independent living almost

1
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impossible for physically challenged people.

However, with all these changes in societal perspective there is one
area that has seen very little growth. Within the therapeutic community there
remains a pervasive and specific bias against families with special needs
children (Beavers, 1989, Byrne & Cunningham, 1984; Turnbull, et al., 1993;
Turnbull & Tumbull, 1990; Wikler, Wasow, Hatfield, 1983). With very few
exceptions most literature on research which seeks to examine the impact of
special needs children on family functioning does so from a pathological
perspective (Bristol, Schopler & Gallagher, 1988; Flagg-Williams, 1991;
Goldberg, Maracovitych, MacGregor & Lojkasek, 1986).

Clinical intervention and research with the families of developmentally

disabled children have consistently focused on the problems, stresses,

and inadequacies of these families . . . Study after study has been done
to determine whether the presence of a mentally retarded child in the
family is associated with increased rates of alcoholism, depression,

physical illness, or divorce (Wikler, et al., 1983).

This linear research approach assumed that such families are subject to

high levels of stress which cause psychological impairment among some, if
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not all, family members (Byrne & Cunningham, 1984). In addition, the
family as a system or a functional whole has rarely been the subject of study
(Crnic, Friedrich & Greenberg, 1983; Seligman & Darling, 1989; Turnbull,
Paterson, et al., 1993).

The assumption that dysfunction and family stress is omnipresent has
been set down as the foundation from which to work with these families.
Therapists have been oriented to this perspective by decades of research and
literature that focus on the pathology and the seemingly unavoidable array of
specific dysfunctions that often surface in families with special needs children
(Flagg-Williams, 1991; Turnbull, et al., 1993; Wikler, et al., 1981, 1983).

It is the intention of this study to go counter to past research trends and
to focus on the strengths of families with disabled children. The purpose of
this study is to examine how families who appear to be coping well, cope
with physically disabled children. The study focuses on the development and
significance of coping strategies as a process over time. It builds a detailed
description of the experience of families with children with special needs.
The research objective is to clarify some of the strengths in families with

special needs children and to hear in their own words how they describe their
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coping processes and how they believe these processes were developed.

Significance of Study
It is generally agreed that the impact of a child with special

needs is not restricted to that child alone. Clearly other family members will
feel the effects to some degree or other. What is not clear is the reciprocal
nature of the relationship and influences between children with special needs
and their families. For example, in the case of retarded children, their
satisfactory level of emotional development may be more dependent on the
families' responses to them than to the extent of their disability (Crnic, et al.,
1983). Even with the acknowledgment that families play an immeasurable
role in their disabled child's development, there is much greater emphasis in
the literature on the reverse impact, of the child on family and almost no
research on the family as a whole (Berger and Foster, 1986; Turnbull,
Paterson, et al., 1993).

Although researchers continue to desire quantitative measurements and
controlled circumstances which aim to reduce complexity, the end result may

be of questionable value. The bulk of literature on family stresses as it is
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associated with families with children with special needs is both limited in its
scope and inconclusive (Kazak & Marvin, 1984; Turnbull, et al., 1993). As
mentioned earlier, there are repeated studies that focus on the problems and
extraneous stresses associated with a disabled child. A review of the
literature shows that not only are the studies frequently at odds with each
other, but they do little to inform the theory or the practice of professionals
who work with families with special needs children.

Recently there has been a call from professionals and parents alike to
expand research designs so that families with special needs children
participate in a more active role (Tunali & Powers, 1993; Turnbull, et al.,
1993). Participatory research involves the participants in the planning and
development of research questions. It involves the collaboration of
researchers, family members, service providers, and theorists. The
participatory process "seeks to combine scientific knowledge and experiential
knowledge to enhance quality outcomes." Some researchers who prescribe to
these research methods indicate that there are concerns about the nature of
family research in general (Turnbull, et al., 1993). One of many areas of

concern is that family research generally provides greater benefits for
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researchers than for the families and the service providers who work with
those families. Research findings are generally not available to the vast
majority of families and even if they are accessible, the level of abstraction
and complexity may prohibit many families from comprehending them.
Finally, in defense of participant-driven research Turnbull and her colleagues
note that, "Theorists and researchers are rewarded academically for
generating theoretical and empirical knowledge, yet, by contrast, families
tend to rely on practical and accessible information and the personal
experience and insights of 'veteran families' who have had similar
experiences” (p. 7).

In contrast, this study is designed to tap into those "veteran families,"
with the intention of not only coming away from this collaborative process
with greater insight into how families that appear to coping well operate, but
also with some practical descriptions of this process. The synthesis of these
narrative accounts will be useful to a variety of disciplines as well as to
families with children with special needs.

Historically, research is oriented towards the individual child rather

than the family system, it pays attention to the pathology rather than the
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strengths, and is narrowly focused on isolated characteristics rather than on
the complex processes which enable families to manage and even thrive under
unusual circumstances. This study proposes to look at families that appear to
be coping effectively and apparently have found a way of living which takes
advantage of resources and strengths over time to produce a competent and
healthy day-to-day life.

There is little research focused on coping and resiliency in families
with children with special needs. The process with which these families do
cope and in particular those families who cope well has gained little attention
(Byrne & Cunningham, 1985; Trachtenberg, 1992). When researchers find
evidence of competency and strength among families with children with
special needs they often disregard it as denial or research error (Wikler, et al.,
1983).

Kazak and Marvin (1984) make a strong point for adopting research
methods designed to elicit participant responses which focus on strengths and
competencies. They believe that the utility of this approach for clinicians is
critical. Successful, adaptive functioning in families with handicapped

children has not received sufficient attention. In their well intentioned efforts
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to document areas of difficulty in families with handicapped children,
researchers have sometimes neglected to describe ways in which differences
may indicate successful family functioning within a different but not deviant
family structure. The implications of this for clinicians are most critical: If
they are not aware of the range of adaptive family functioning, intervention
efforts will be narrowly conceived and possibly fail to capitalize on family
strengths (p. 68).

Research directed towards the investigation of competencies is
particularly well-suited to therapy models which build on competencies and
solutions (Berg & Miller, 1992; Walters, Carter, Papp & Silverstein, 1988;
Waters & Lawrence, 1993). The highlighting of family competence will
enhance therapists awareness of potential competencies in two ways. For
families who display competence, an increased awareness on the therapists
part can only add to a more productive outcome. For families who appear to
still be seeking areas of strength, the therapist can guide them towards areas
of competence and help to develop them.

Researchers have not only called for more studies which focus on

families who are managing well but also for research methodologies which
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lend themselves to a more narrative style. The topic of family strengths and

the evolution of those strengths seems to lend itself to qualitative

investigation. Field based research which yields reports from the families

themselves in their own words may be of the greatest value (Reiss, 1989).

Featherstone (1980) articulates the value of hearing the voices of participants:

Writing in the first person, mothers, fathers, sisters, and brothers tell
the story of their own experience with disability. Each of these writers
knows in intimate, sometimes heart-rending detail how it feels to live
with a particular handicapped child. They know the strains, the fears,
the hopes, and the compensations. ... The strengths and the
weaknesses of the first-person accounts mirror those of the
professional literature: Every book I have read has helped me to taste
someone else's pain and joy and to feel the textures of another life;
none has compared one family's experience with that of another, or
fitted it into larger perspective. ... We cannot generalize from these
accounts to the larger population of parents of handicapped children.
But if we read with sympathy and an occasional dash of skepticism we
can learn a great deal about the way certain human beings have felt in
particular situations (p. 8).

This study aims to identify general themes which highlight the strengths

of families with handicapped children in the hope that this approach will be

useful and enlightening to therapists who work with these families. It is

through the eyes and words of the parents as they present themselves, that

clinicians may gain the greatest insight to the coping processes of families
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with children with special needs.

Finally, it would be of true significance if studies such as this one could
reverse the common bias against families with children with special needs.
The resulting information may place family therapists in a position to move
from the traditional expectation for dysfunction and disabling stress toward
the perspective of anticipated family strengths and coping skills that can be

further enhanced by therapy.

Theoretical Framework

Using the theoretical framework of general systems theory, this study
examines how families with a child with a physical disability cope with the
unique stressors associated with the disabling condition. A system may refer
to a relationship, a nuclear family, or an organization. In systems theory, as it
is applied to families, the focus is on the relationships and the process by
which these relationships develop (Becvar & Becvar, 1988). A systems
perspective is based on a foundation of assumptions which include reciprocal
causality, the holistic nature of a living system, and a respect for the

contextual backdrop of family life (Becvar & Becvar, 1988). The disabled
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child himself and the mother-child relationship are the most commonly
studied units in the literature on disabled children. But, by definition both of
these subsystems are only "dependent fragments" of the larger family unit
(Bowen, 1978). Systems theory suggests that in order to get a more complete
understanding of any individual's situation, that individual must be studied
within the context of his or her larger system (Becvar & Becvar, 1988;
Barber, Turnbull, Behr & Kerns, 1989; Kerr & Bowen, 1988). The
subsystems in any family are both coexisting and interrelated. The
interactional system functions for all family members not just for the child
with the disability (Barber, et al., 1989).

Through personal narrative the parents of children with special needs
provide a window into their family's emotional system and help to clarify
how they have managed so well. When working in this model it is not
necessary to have the other family members present. The questions and
manner of thinking about the family's emotional process is sufficient to keep
the focus on a family level when dealing with individuals (Kerr & Bowen,
1988).

Another compatible theoretical perspective guiding the study proposal
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1s a stress and coping theoretical framework. The study of stress and coping
in families with handicapped children requires a broad theoretical base from
which to pose questions as well as analyze responses. This conventional
method of examining stress in families is the ABC-X model developed by Hill
in 1949. This model looks at the stressor as the initiating event (A), the
family's available resources (B), the family's perception of the stressful event
(C) and the resulting crisis (X). McCubbin and Paterson's revisions in 1983,
the Double ABC-X model, allowed for more latitude and complexity in terms
of analysis and interpretation but is still found to be too restrictive. The
resulting data and conclusions from stress theory research are unable to
adequately describe the complex nature of a family's coping processes.

Robert Burr (1990) builds on the ABC-X model with an "ecosystem"
model which is congruent with non-positivistic thinking of systems theory
and which allows for the possibility of more complex analysis and more
creative solutions. The ecosystem model regards stress as a process which is
a function of the family system and the environment (Burr, 1990). According
to Burr, ecosystem theory is holistic in nature and is less concerned with

finding the causes of stress and more focused on "discovering processes,
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describing interactions, feelings, meaning, purpose and patterns” (p. 7). Just
as it 1s crucial to study the handicapped child within the family context, it is
imperative that we begin to examine stressful episodes and coping behaviors
as processual rather than isolated and discrete events.

The family's ability to manage stressors will vary on many dimensions.
The way in which the family has come to understand their situation and
assign meaning to it may be the foundation for their level of functioning
(Ashworth, 1987; Burr, 1990; Turnbull, et al., 1993).

Burr writes about stress and highlights the quality of stress as a process
rather than a discrete event or even a series of discrete events. Burr's
attention to the environment and interaction of stress is particularly
appropriate to families with children with special and unusual needs. His
conceptualization of stress as a process is as follows: "Stress begins when
feedback indicates to the people in the system that their system does not have
the requisite variety of rules to transform inputs into outputs that meet
desirable standards. In other words, stress, or the process of stress, is when
the frequently or usual transformation processes are not sufficient for families

to handle life or certain parts of life" (p. 10).



14

Finally, Walker's (1985) work on reconceptualizing family stress adds
an important component which is the taking note of the importance of the
sociohistorical context. This is omitted from prior stress models and seems
particularly relevant to today's society with new and aggressive laws for
disabled members of our community as well as heightened consciousness
about the contributions of disabled citizens. This is a time of change and
potential for physically challenged individuals.

This study's interest is in hearing from families who present themselves
as successfully accomplishing this process of managing a wide variety of
stressors. Those unexamined processes which enable families to operate
within the confines of the disabling condition will be looked at through the
lenses of the theoretical models mentioned above.

From these theoretical perspectives the research issues guiding the
interviews include the following:

1. What are the coping strategies that participants notice they have
developed? How have these changed over time? Do they see coping efforts
as individual efforts and family efforts? How does this impact the family

members? Can participants identify a turning point in their coping actions
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when life became easier or required less effort to cope?

2. Is coping the word they would choose to characterize how they, as
a family, have weathered the storm? What other ways of looking at adaptive
functioning have they identified?

3. What are the resources that families have used? How have they
employed these resources? Are they internal and external? Can families
recall how they came to reach out or come into contact with sources of
support/friends/community services/religious affiliations/extended
family/schools/medical professionals and any other source which could be
considered an external resource? In terms of internal resources how have
those developed? Where did those inner resources come from? How did
they acquire and develop those and to what extent have they employed those
in other situations?

4. How have their thoughts and perceptions of their family changed
over time? How has their narrative about their family changed over time?
Are there shifts in thinking as children have grown older? Have attitudes

about their child's physical disability changed?



CHAPTER II

Literature Review

Introduction

This study explores how families cope with the challenges they face in
raising a child with special needs. The literature on stress and coping as it is
associated with families with children with special needs has a long history.
Research on the etiology of stress and its many impacts on the family both
positive and negative will be presented. This is followed by a review of the
research on coping theory and its relation to families with special needs. This
chapter concludes with a more comprehensive review of the literature based
on qualitative studies of families with handicapped children.

Stress Research

At the outset, there seems to be a consensus in the literature that
families with children with special needs experience higher levels of stress
than those families who are similar in makeup but do not have special needs
children (Agee, Boyce, Innocenti, 1994; Beckman, 1991; Kazak and Marvin,
1984; Leyser, 1994; Turnbull, et al., 1993).  Stress in general may be

16
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conceptualized as, ". . . a relationship between the person and the
environment that is appraised by the person as taxing or exceeding his or her
resources and as endangering well-being" (Folkman, Lazarus, Gruen &
DeLongis, 1986).

Research on stress associated with families and children with special
needs includes elements which are relevant to those families with members
whose developmental path differs from the norm. Patterson and McCubbin
(1983), outline a variety of sources of stress for families who are faced with
chronic illness in their children. Included in this list of potential sources for
stress are the following: strained family relationships, modifications in family
activities and goals, increased tasks and time commitments, increased
financial burden, need for housing adaptation, social isolation, medical
concerns, differences in school experiences, and grieving. These sources of
stress and many others have been researched and identified over the years.
The list of stressors 1s long and varies from family to family. The stressors
come in unique forms and are managed in unique styles as individual families

grow and change (Agee, et al., 1994, Patterson & McCubbin, 1983; Tackett,

Kerr, & Helmsstedt, 1990).
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It is important to note that there is some disagreement in what
constitutes stress. Not only between researchers who believe that they can
identify sources of stress but within families themselves. For example, the
severity of the child's disability may or may not determine levels of stress.
Some studies suggest a definite correlation between the severity of the
disability and the degree of family stress (Gallagher, Beckman, & Cross,
1983; Noh, Dumas, Wolf, & Fisman, 1989) and other studies suggest no
correlation between the two (Boss, 1993; Bristol, Gallagher, & Schopler,
1988). Tackett, et al. (1990) looked at stressors as perceived by children and
their mothers and found a fairly wide differential between what the children
identified as stressful and what the mothers perceived as stressful. For
example, in the category of "Not being able to do what other children can
do," twenty of the forty mothers mentioned this as a primary source of stress,
but only one of the forty children listed this as a stressor. The assessment of
stress is a complex process which is not easily measured or generalized.

Financial concerns are frequently listed as stress points for families
with special needs children (Byrne & Cunningham, 1985; Featherstone, 1980;

Gallagher, Beckman & Cross, 1983). Financial concerns may include
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current expenses associated with the medical care of young children, career
restrictions for parents due to requirements for accessibility to medical
facilities, loss of a wage earner if one parent becomes the full-time care-giver,
and lastly later in life concerns about the care of adult children with special
needs (McCallion & Toseland, 1993).

Social factors, meaning attitudes of others, can be a source of stress
(Gallagher, et al., 1983). Tackett and colleagues (1990), identified "social
variables" as representing about half of the responses for stress by both
mother and child. Although the children in this sample had physical
impairments it was the lack of acceptance by peers or concern about possible
teasing that was the primary stressor. Another aspect of social support which
has been widely researched is the importance of informal social support, for
example, neighbors, friends, and extended family (Beckman, 1991; Dunst &
Trivette, 1990; Gallagher, et al., 1983).

The age of the child with special needs is among the factors that seem
to be associated with stress in the family. Many studies have suggested that
as age increases the special needs child becomes more difficult to manage

(Bristol & Schopler, 1984; Gallagher, et al., 1983).
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Difficulty gaining access to resources and information is another
element related to the stress experienced by families with children with
special needs (Duffy, McGlynn, Mariska, & Murphy, 1985; Gallagher, et al.,

1983). In some cases the medical and helping professions increase the

family's stress by supplying excessive information, demonstrating an
nsensitivity to the impact of the initial diagnosis, and by expecting
compliance with multiple recommended therapies (Kazak & Marvin, 1984
Roberts, 1984; Turnbull, et al., 1993).

In summary, the resulting stress in families with special needs children
has been well researched and documented. With few exceptions the
presumption has been that families with children with special needs
experience more stress, more symptoms, more of life's hardships in general
than families without handicapped children (Harlin, 1991; Kazak & Marvin,
1984; Leyser, 1994). With all this information there i1s still much to learn
about these stressors and how they play out in the day-to-day lives of
families.

A wide variety of impacts have been researched and reviewed in the

literature on children with special needs and their families (Byrne &











































































































































































































































































