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From 1988 to 2000, we studied 461 families who had an adult
son or daughter with mental retardation. When the study began, al of these adults lived at
home. Their parents faced an atypical and unstudied dual challenge: continuing to
provide care for an adult child with a disability and the personal challenge of adjusting to
the manifestations and consequences of their own aging.

The overall purpose of the research was to investigate the factors contributing to
the well-being of parent caregivers, the residential transitions for adults with mental
retardation, the consequences of such decisions for families, and changes in the well-
being of adults with mental retardation who continue to live at home as compared to
those who have moved to adifferent residential setting.

The study addressed these issues with the largest existing sample in the U.S. of
older mothers and fathers and their adult sons and daughters with mental retardation,
about one-third of whom had Down syndrome. Data were collected from multiple
members of the family atotal of eight times over the 12 year study period.

In 1988, the mothers of these families averaged 66 years of age, and their son or
daughter averaged 33 years. Today, these mothers would average 85 years and their son
or daughter would average 52 years of age.

Update

The last update we sent to your family in the year 2000 summarized
our findings up until that point. We have continued to analyze the data that we collected
from your family and the other families in the sample. In this report, we present some of
the new findings from our study based on analyses we have conducted since our last
contact with your family. We learned a great deal from our visits with the families during
those twelve years, and we would like to share with you these additiona findings as
another thank you for your family’ s participation.

If you would like to read previous project updates, papers we have published, or
learn more about our research and other ongoing projects, you can
New Findings | find us on theweb at http://www.waisman.wisc.edu/family.




Regarding M others

1. Behavior problems in adults with mental retardation take a toll on their
mothers psychological well-being, and reciprocally, the mother’'s level of
psychological well-being has an influence on the son or daughter’'s degree of
behavior problems. Adults with mental retardation who had fewer behavior problems
had mothers who, over a six-year period, showed improvements in their psychological
well-being. In addition, mothers who had better psychological well-being to begin with
had adult children who showed decreasing behavior problems over time.

2. The son or daughter’s specific diagnosis is associated with differences in
maternal well-being. Mothers of adults with Down syndrome have better relationships
with their son or daughter than do mothers of adults with autism or schizophrenia.
Similarly, mothers of adolescents with Down syndrome tend to have better psychological
well-being as compared to mothers of adolescents or young adults with fragile X
syndrome or autism. We have learned that these differences between mothers of
adolescents with Down syndrome and fragile X syndrome are due to differences among
the mothers in how they cope with their child’s problems and the degree to which the son
or daughter has behavior problems that are difficult to manage.

3. Certain coping strategies are more productive in maintaining mothers
psychological well-being. Mothers who use “problem-focused” coping show areduction
in distress and an improvement in the quality of the relationship with their adult child.
Problem-focused coping involves trying to deal with the cause of the problem. For
example, finding out more information about the disability, learning new skills to manage
associated health and behavior problems, and rearranging family routines to best meet the
son or daughter’s needs are all productive ways of coping. On the other hand, mothers
who use “emotion-focused” coping had declining levels of well-being. Emotion-focused
coping involves focusing on the emotional consequences of the problem, for example,
releasing pent-up emotions, denying the problem, or distracting oneself, and these coping
strategies tend to be less helpful.

4, The ethnic group of a family is a factor in determining parental well-being.
For example, Puerto Rican mothers of adults with mental retardation are less advantaged
than Caucasian mothers of adults with mental retardation, in part because they are more
likely to have financial constraints and poorer physical health than Caucasian mothers.
Moreover, Puerto Rican mothers with more family problems are more likely to have
depressive symptoms as compared to both Puerto Rican mothers with fewer family
problems and also compared to Caucasian mothers. Puerto Rican mothers with poor
health are also more likely to have depressive symptoms as compared to Puerto Rican
mothers with good health and compared to Caucasian mothers.

Regarding Siblings




5. Siblings of adults with mental retardation maintain strong ties with their
brother or sister across the life course. Findings from our research indicate that
siblings constitute a major source of social support for adults with mental retardation.
These siblings provide more emotional support to the adult with mental retardation when
compared to siblings of adults with mental illness and are twice as likely to expect to
assume primary caregiving responsibility in the future. Indeed, two-thirds of siblings of
adults with mental retardation expect to be the legal guardian in the future. Further, when
the non-disabled sons and daughters have a high degree of involvement with their brother
or sister with mental retardation, these mothers tended to have better psychologica well-
being than mothers with lessinvolved siblings.

6. The brother or sister’s specific diagnosis is associated with differencesin the
guality of the sibling relationship. Siblings of adults with Down syndrome spend more
time with and have a closer relationship with their brother or sister than do siblings of
adults with autism. They are also more optimistic about their brother or sister’s future
than the siblings of adults with autism. These differences are likely due to the difficulties
in the behavior problems of the adult with the disability.

7. Coping strategies used by siblings affects the quality of the relationship with
their brother or sister with mental retardation. Siblings of adults with mental
retardation who use “problem-focused” coping have a closer relationship with their
brother or sister. Further, use of specific coping strategies differs by the gender of the
non-disabled sibling. Non-disabled sisters of sisters with Down syndrome are more likely
than non-disabled brothers of sisters to use “emotion-focused” coping, but no differences
are seen among non-disabled sisters and non-disabled brothers of brothers with Down
syndrome.

Regarding Adults with M ental Retardation

8. Midlife adults with Down syndrome are comparable to adults with mental
retardation due to other causes in regards to their health, adaptive abilities and
behavior problems. We tracked changes over a 10 year period in adults with Down
syndrome and adults with mental retardation due to other causes. Prior to age 40, the two
groups show similar patterns of change over the 10 year period. Their health remains
relatively stable, and although functional abilities tend to get somewhat worse, their
behavior problems become less frequent. Although older adults with Down syndrome are
at increased risk of earlier onset of dementia than adults with mental retardation due to
other causes, thisrisk isnot evident in midlife.

9. Residential placement often follows declines in the health of adults with
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mental retardation, and is associated with increases in behavior problems. About a
third of the sample moved away from the parental home during the study period. Health
declines in the adults with mental retardation preceded and were perhaps contributing to
the decision-making leading to these residential relocations. Following a move, increases
in behavior problems have been observed. However, this increase in behavior problems
tends to lessen with time.

10. Few adults with mental retardation experience symptoms of depression, but
thisisa problem for some. We interviewed those adults with mental retardation in our
sample who were able to tell us about their mood and feelings related to depression. Of
these individuals, most did not experience symptoms of depression, or only experienced
mild symptoms. However, about a third reported severe depressive symptoms. This rate
of depressive symptoms is greater than reported by the average population, so there are
grounds for concern.

Final Thoughts....

Since our study began nearly 20 years ago, in 1988, we
have learned a great deal about the dual challenge faced by parents who are caring for an
adult child with mental retardation and, at the same time, adjusting to the consequences
of their own aging. We have learned about the many ways families cope with challenges
of caregiving. We have also examined differences among these parents and those caring
for individuals with a variety of other types of disabilities (such as autism or
schizophrenia) and belonging to different ethnic groups. And we have extended our focus
beyond the well-being of the parents and siblings and addressed the impact of residential
changes on the individual with mental retardation.

While our research has answered many questions about the process of caregiving
for an adult child with mental retardation, it has also generated potential questions for
further research. We are eager to continue to track more recent changes experienced by
individuals with mental retardation and by the family to learn how individuals with
mental retardation cope with later-life transitions. We look forward to catching up with
you and your family to try to answer these new research questions.
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