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The birth of a child with a disability often changes the lives of all family members. Of course,
this is true for any birth, but the birth of a child with a disability comes with challenges that are
often not present with the birth of a child without disabilities. This is not to say that this
experience for family members is negative. It is true that early literature does speak of
negative family experiences, but in the past generation, this attitude has changed and the
models of family life are painted with themes of adaptation and resilience. A historical review
of the literature starts this entry and is followed with a review of the literature on the current
themes of research on family life and specific literature on mothers and fathers, siblings, and
grandparents. A final section covers policy and future research goals.

Historical Review of Family Literature

Institutions for the care and housing of persons with disabilities, in particular, intellectual
disabilities, were prevalent from the late 1800s through the 1970s. It was felt that the birth of a
child with a disability was a stigma on the family and the child needed to be placed outside of
the home. Research conducted on families in this period of time was limited to the small
percentage of families who chose to keep their child at home often with few community
supports. Research involving the family where the member with a disability was residing in the
home entered a new phase after the period of deinstitutionalization in the 1970s and after the
influence of the Kennedy years with the passage of the Education for All Children Act of 1975
(Public Law 94-142).

Early research on family responses to a member with a disability was conducted by Bernard
Farber. He examined family integration when a child had an intellectual disability. His research
looked at marital happiness and sibling adjustment. He did find marital discord and was one
of the earliest researchers to discuss how younger siblings without a disability would become
the dominant sibling if an older sibling had an intellectual disability. It has been questioned
whether these findings were influenced by the presence or absence of community supports.
Other researchers found that the siblings without a disability could be very influential in
assisting their sibling with an intellectual disability to socialize outside of the home.

Up until the 1990s, the theoretical approach to the examination of these families was
psychological. The pathology of the parental response to the birth of a child with a disability
was often discussed. This early research often centered on parental feelings of guilt,
loneliness, stress, anger, denial, and/or chronic sorrow. Chronic sorrow was defined as the
ongoing sadness of not giving birth to the ideal child. Novelty shock was another term used to
describe the initial sense of shock that parents experience at the birth of a child with a
disability and that those feelings will be affected across time based on their experiences with
family, friends, and health care professionals.

Books were written by parents to illustrate their personal stories of having a child with a
disability, and these books examined the prevailing view of society and the lack of social and
educational supports available to these families during that time. The stigma of having a child
with a disability as well as the stressors on family members is told in detail.

By the 1990s, researchers were painting a more positive perspective and lived experience of
families with a child with a disability. Rather than lives filled with unhappiness, sorrow, guilt,
and stress, researchers spoke of adaptation and resilience in the families. More sources of
support were available to these families due to public policy and legislative changes, media
exposure to the lives of children with disabilities (e.g., TV series Life Goes On), and changing
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societal attitudes.

Current Research Themes on Family Responses

The major themes of family research encompassing the life span are adaptation and stress. In
the past 10 to 15 years, researchers have examined stressors and the process of adaptation.
In recent years, resilience is replacing adaptation as the construct to explain family reaction.

Adaptation/Resilience

Adaptation is influenced by sources of support, including information, informal and formal
support, and resources. Information is the most requested form of assistance, and the type of
and form for delivery changes across time and by family members. This need for information
may be a factor in the reason that parents of children with Down syndrome appear to have
more positive adaptation, since more is known about this condition than other disabilities.
Before families participate in social activities, they need to feel that there are informal and
formal supports available to the member with a disability. If such supports are not available,
then the families either will not participate or they will separate so that some members can
partake of the activity and the member with a disability is not left alone. These and other
family demands, problem-solving abilities, and resources are the primary factors in
ascertaining a level of adaptation. In addition, adult community services must also be flexible
so as to meet the unpredictable way of life of the families who use their service. Variability of
services is further found by etiology.

Adaptation is also affected by each family member's belief system and the meaning the
member with a disability has for them and their family. These belief systems are felt to be the
most important determinant for resilience and successful adaptation. The McCubbin and
McCubbin resilience model of family stress, adjustment, and adaptation has been widely used
in research involving families with a child with a disability.

Several researchers have identified that parents initially have negative experiences and
feelings, including depression and distress, but in most cases, these negative experiences
diminish and are replaced with increasingly positive outcomes. For such positive adaptation to
occur, it is essential that these parents develop a sense of hope, a positive view of the future,
and coherence. Researchers have found that parents develop increased compassion,
patience, and tolerance; enhanced spiritual values and beliefs; and realization of what is most
important in life. Parents often speak of altering their original parenting plans rather than
maintaining feelings of guilt and sorrow. There is a need to redefine the importance of
achievement and focus on the child's strengths. Other factors to keep in mind are cultural
beliefs related to disability and the severity of the child's condition. Each can greatly affect the
belief systems of each individual family member.

Stress

Stress in parents with a child with a disability is most often studied through the examination of
a specific condition. For example, parents of children with Down syndrome have been found
to experience less stress than parents of children with autism spectrum disorder, other
conditions resulting in intellectual disabilities, and neurological disabilities. In general, the
usual areas of stress for families of children with a disability are psychosocial and physical
needs, costs of care, communication problems between the child and parent, and day-to-day
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activities, such as bathing, feeding, and dressing. In the following sections, research involving
individual members is highlighted.

Research on Mothers

Mothers assume the greatest role in the caretaking of a child with a disability. Therefore, the
majority of research on individual family members has been done on mothers. The majority of
this research has involved maternal well-being with a consensus that raising a child with
intellectual disabilities increases stress levels, negatively affects family functioning, and
increases depression. These findings are increased if the child has coexisting behavioral
problems. Such findings have been fairly consistent across countries but are affected by
culture and family and social support services. Family functioning and acceptance have also
been found to be positively related to the degree that a mother views the situation as positive.
The specific condition often affects emotional well-being in mothers, and the more that is
known about a condition and the less the stigma of the condition corresponds to less
emotional distress.

Research on Fathers

Less has been written about the responses of fathers to having a child with a disability. In
early studies on families, fathers were found to be disappointed if their boy had a disability.
More recent research has not shown this result. Fathers initially show less emotion at the birth
of a child with a disability but are concerned with the long-term concerns. In contrast, mothers
are much more emotional and worry about whether they can care for their child with a
disability. In some cases, these reactions are reversed.

Research on Siblings

In general, the sibling relationship when one sibling has a disability has been positive and, in
some cases, involved less conflict than when both siblings were healthy. Yet as mentioned
earlier, the healthy sibling often takes on the role of caregiver, and this sibling is usually a
sister. When the healthy sibling was a brother, the sibling with a disability was more social
and less shy if the relationship was good. If the healthy sibling was a sister, the sibling with a
disability was less assertive and showed more aggression. Healthy sisters were more
supportive, and healthy brothers were closer to a brother with a disability than they were if the
sibling with a disability was a sister. In the case where a sibling has autism, researchers have
found small negative psychological effects (i.e., depression, anxiety, anger, aggression, and
fear) that became more obvious at different times in the healthy sibling's life. Behavior
problems have also been noted in siblings who have a brother or sister with a disability.
Maternal negativity and family conflict and disorganization negatively impacted healthy
siblings. This contrasts to a general examination of sibling relationships where one sibling has
a variety of disease conditions. Further, researchers have found no significant differences in
perceived competence or self-concept in healthy siblings who have a sibling with a disability.

The research on siblings in families in which there is a child with a disability is void of a
theoretical framework. There is a need for the development of theories that examine age
differences, personalities, developmental stages, spacing, and multiple siblings.

Research on Grandparents
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Little research has been done on grandparents. Maternal grandmothers have been identified
as providing the greatest amount of support and availability, followed by maternal
grandfathers, and finally, the paternal grandparents. Mothers were less stressed and
experienced less emotional distress when the maternal grandmother was supportive after the
birth of a child with a disability. In addition, fathers were less stressed if they received support
from their mothers. Grandparent support is also found more often than support from friends
and other relatives, and grandparent practical support decreases across time. Finally, fathers
experienced less stress when they knew that their wife was being supported and as a result
was feeling less stress.

Policy Influences

There have been a number of laws and statutes passed that have influenced the lives of
persons with a disability, but the Developmental Disabilities Assistance and Bill of Right Act
(42 U.S.C. Secs. 15001 et seq.) is the only statute that is specific to individuals with
developmental disabilities and their family members. This Act provides for individual supports
and community services that allow self-determination, inclusion, and independence. Family
support programs provide either direct or indirect reimbursement for different forms of support
to enable persons with a disability to remain at home. Medicaid also provides funding for
medical expenses.

In 2003, The Arc of the United States and the American Association on Mental Retardation
cosponsored a national meeting of leaders in research, education, and service, as well as
self-advocates, to identify a research agenda. The overarching goal of the group that focused
on families was to support families with a member with an intellectual disability and to provide
supports to maintain the family unit. The group also listed five goals, which focused on
partnerships, accessible community supports and services, sufficient sources of funding, and
knowledge and best practices that are readily disseminated. The group further discussed
pressing issues that will impact supports for families, and these included federal and state
economies, cultural diversity, demand for services, concerns related to the workforce, and
improved collaboration between agencies and programs. In an effort to address these issues
and meet the goals outlined above, current and future research must provide the evidence for
change.

Future Research Goals

Much research is needed to understand the quality of life and supports needed for successful
adaptation and resilience in families with a child with a disability. There is a need to
understand how families identify their needs, strengths and challenges, and celebrate their
resilience across time. Knowledge is needed about the internal and external processes in
adaptation that the family undertakes across time, in what areas change takes place, and how
these processes change, if they do, at different points in the parent's versus child's life. There
is also a need for research on the effects of developmental transitions and research to
understand cultural and generational differences.

Research is further needed to examine sibling relationships. Little research has been done on
adult siblings. It is important to understand the meaning of a sibling with a disability to the
healthy sibling across their life span and to compare that meaning to the meaning between
another sibling pair without a disability. In addition, it is important to understand the sibling
relationship across time and to ascertain if there are developmental periods that are better or
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worse and what factors contribute to or hinder relationships at these times (e.g., culture,
parental beliefs, services, health). Researchers need to examine how parents influence the
sibling relationship based on gender, age, and spacing.

In addition, future research should involve blended families, race, religion, ethnicity, fathers,
and multiple siblings, and the perspective of the sibling with a disability.

In conclusion, the birth of a child with a disability affects each family member. Each day, there
will be positive, negative, and mixed feelings depending on internal and external factors, and
these feelings will be influenced by culture and socioeconomic status. Theoretical
development and further research is needed to better understand these factors and how
professional supports and services can be delivered.
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