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Abstract

Objective—This study examined the effects on well-being of a spouse’s disability among aging
parents already serving as caregivers of adult children with severe mental illness or a
developmental disability

Methods—The study sample consisted of two groups of participants in the Wisconsin
Longitudinal Study of 1957 high school graduates and their randomly selected siblings—those
who had a child with a disability (N=227) and a matched comparison group of parents who did not
have a child with a disability (N=1,463). The participants were surveyed in 1992-1994 and 2004-
2006, and participants with a spouse with a disability in 1992-1994 were excluded from the
analysis. The effect of multiple caregiving roles was investigated by using regression analysis.

Results—~Parents of adult children with severe mental illness were more likely than either
parents of adult children with developmental disabilities or the comparison group to report that
their spouse developed a disability in the early retirement years. The experience of caring for a
spouse with a disability and the experience of caring for an adult child with disabilities had
additive effects in eroding the well-being of older adults. Parents of adult children with severe
mental illness in general had the lowest levels of well-being.

Conclusions—As they move into their retirement years, aging parents who care for children
with long-term disabilities are likely to experience multiple caregiving responsibilities. Service
providers must address the needs of these aging parents and develop interventions to help them
cope and plan for their future.

Parenting a child with developmental disabilities or severe mental illness is a lifelong
responsibility. Because individuals with these disabilities are living longer (1,2) and as care
of mental illness and developmental disabilities has shifted from the institution to the
community (3), parental care of adult children with disabilities has extended well into the
parent’s retirement years.

Parents of adult children with developmental disabilities and severe mental illness face
multiple stressors. In addition to the objective burden associated with providing ongoing
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care and support, there are emotional stresses and strains that persist over the life course
(4,5).

There is considerable evidence that the stresses and strains associated with caring for an
adult child with a disability take a long-term toll on the well-being of parents, and parents of
adult children with severe mental illness report the poorest outcomes (6). Parents of adult
children with mental iliness have greater levels of caregiver burden (4), poorer health (4,6-8)
higher rates of chronic health conditions (9), poorer self-reported health (9), and elevated
levels of general medical symptoms (7) than parents whose children do not have disabilities
or parents of individuals with developmental disabilities (10). These parents also have to
bear the out-of-pocket expenses caused by inadequate insurance coverage of mental health
care (11) and systematic defunding of mental health services (12).

In midlife, measures of general medical health, depressive symptoms (7), and psychological
well-being (13 tend to be similar between parents of adult children with developmental
disabilities and parents of typically developing children. However, as parents enter their
retirement years, those caring for children with developmental disabilities are at greater risk
than their peers without similar caregiving responsibilities of experiencing health declines
(14). The existing research, therefore, suggests that as they age, parents of adult children
with developmental disabilities or mental illness are at an increased risk of greater health
and mental health limitations than parents of nondisabled children.

Aging parents of adult children with disabilities also face the possibility of taking on
caregiving responsibilities for other family members. In particular, married older parents
who have an adult child with a disability often have responsibilities not only for their son or
daughter but also for a spouse with an age-related disability. Sixty percent of individuals in
their midfifties to early sixties, and 80% of individuals in their mid-seventies, have at least
one chronic health condition (15). Individuals in their midlife and early retirement years
with care needs depend for care on family and friends (16)—typically a spouse (17), given
that a vast majority of individuals at this stage of life are married (18).

A substantial body of research indicates that the acquisition of the spousal caregiving role is
frequently accompanied by declines in the caregiver’s general medical health, psychological
well-being, and happiness (19); increases in depressive symptoms (19-21); and reduced
social and leisure activity (20,22). Little is known about whether the negative effects of
spousal caregiving on well-being are greater among older parents who already have
responsibilities for the care of an adult child with a developmental disability or mental
illness.

In this study, we investigated whether individuals who have an adult child with a
developmental disability or mental iliness and whose spouse develops an age-related
disability during the study period had poorer physical, social, psychological, and financial
well-being than multiple comparison groups. The comparison groups included parents of
adults with a developmental disability or mental illness whose spouse remained healthy
during the study period, parents of nondisabled adult children whose spouse developed an
age-related disability, and parents of nondisabled adult children whose spouse remained
healthy during the study period.
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Research hypotheses

We investigated three hypotheses that were based on the existing body of research on aging
parents caring for adults with severe mental illness or developmental disabilities and a
parallel body of research on spousal caregiving.

First, aging parents of adults with disabilities will report lower levels of psychological well-
being, greater depressive symptoms, poorer general medical health, less social participation,
and greater financial strain than similarly aged parents of adult children without disabilities.
In addition, parents of adult children with mental illness will show the most negative profile.

Second, respondents whose spouses develop a disability will report poorer psychological
and general medical health, lower levels of social participation, and greater financial strain
than respondents whose spouses remain healthy.

Third, there will be a significant interaction effect between the two caregiving roles, such
that the negative effects of having a spouse develop a disability will be significantly greater
among parents of adult children with disabilities than among parents whose adult children
are nondisabled.

Data collection

Sample

The data were drawn from the Wisconsin Longitudinal Study (WLS), a prospective study of
a random sample of 10,317 men and women who graduated from Wisconsin high schools in
1957 (23). Initially, data were collected from the original respondents (*the graduates”) in
1957, 1975, 1992, and 2004. Starting in 1977, a random subsample of siblings of the
graduates was added to the study. In 1992-1994 and 2004-2006, the same interview and
questionnaire were administered to the sibling and the graduate samples. Informed consent
was obtained from all participants, and the study was approved by the institutional review
board of the University of Wisconsin—Madison.

We used data from 1992-1994, when the respondents were in their mid-fifties (mean
+SD=52.82+3.78) and 2004-2006, when they were in their early to mid-sixties
(63.93%3.78), to investigate the specific aims of this study.

Caregiving sample—Parents in the WLS who had a child with severe mental illness or
developmental disabilities were identified in the 2004-2006 survey. First, each respondent
was asked whether they had a child with a developmental disability or a severe mental
illness. If the respondent answered affirmatively, the interviewer inquired about the nature
of the disability. Parents whose son or daughter had a specific developmental disability (for
example, Down syndrome or autism spectrum disorder) or who used terms such as
developmental disability, mental retardation, and cognitive disability to describe the child’s
disability were included in the developmental disabilities group. Parents who reported that
an adult child had been diagnosed by a health professional with schizophrenia, bipolar
disorder, or a major clinical depression that required hospitalization or limited the ability of
the person to carry on activities of daily living were included in the severe mental illness

group.

In addition, only respondents who met the following additional criteria were included in the
analysis. First, they were married to the same spouse in 1992-1994 and 2004-2006. Second,
the adult child was either the biological or the adopted child of the respondent. Third, the
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onset of the child’s developmental disability or mental illness condition was prior to 1992—
1994, and the respondent had had contact with the child by telephone or in person at least
once in the past year. Fourth, the respondent did not report having a disability when data
were collected in 1992-1994 and 2004-2006. Fifth, the respondent reported that his or her
spouse did not have a disability in 1992-1994.

The disability status of the respondent and his or her spouse was determined by a question
currently used by the World Health Organization to indicate any long-term physical or
mental condition or illness or a disability that limits what one is able to do or that is likely to
limit one’s activities in the future. Responses were coded 1, yes, or 0, no.

A total of 227 respondents met the study criteria, of whom 107 had a son or a daughter with
a developmental disability and 120 had a son or a daughter with a severe mental illness. A
majority of the children (87%, N=197) were the biological children of the respondent and
almost half were males (47%, N=104). The mean+SD age of the sons or daughters with
disabilities was 37.1+6.62 years, and 75% (N=170) had 12 or more years of education.

Comparison sample—A comparison group of respondents who reported not having a
child with any form of disability was selected from the WLS by using the same criteria used
to select the sample of parents of adult children with disabilities. We excluded respondents
who provided caregiving to others besides their spouse (for example, parents or parents-in-
law) because none of the respondents with adult children with disabilities reported providing
care to a family member other than a spouse. In cases in which two respondents from the
same family met the criteria for the comparison group (the original graduate and their
sibling), we selected at random one of the respondents from the pair to avoid dependency in
the data.

The comparison sample was stratified by gender, age, and whether the respondent was
drawn from the graduate or sibling sample to match the proportions in the sample of parents
of children with disabilities. A total of 1,463 respondents were selected for the comparison

group.

Parents of adults with disabilities and parents in the comparison group were assessed on the
following measures of psychological, physical, social, and financial well-being. Positive
psychological well-being was assessed by a modified version of Ryff’s (24) scale of
psychological well-being, which consists of 19 items that are common to both the 1992—
1994 and 2004-2006 surveys. The Cronbach’s alpha was .89 in 1992-1994 and .90 in 2004—
2006. A composite score was calculated by averaging the 19 items.

The Center for Epidemiologic Studies Depression Scale (CES-D) (25), which was
administered in both 1992-1994 and 2004-2006, was used to measure depressive
symptoms. The Cronbach’s alpha was .76 in 1992-1994 and .77 in 2004-2006. The 20-item
scale recorded the number of days during the past week that the respondent experienced
each symptom. The responses were recoded into the standard CES-D categories, from 0,
indicating rarely (less than one day), to 3, indicating most of the time (five to seven days).

Two measures of general medical health were analyzed. The first measure, administered
both in 1992-1994 and 2004-2006, is a count of 18 somatic health symptoms (for example,
lack of energy or aching muscles) experienced in the past six months; responses are coded 1,
yes, or 0, no. The Cronbach’s alpha was .70 in 1992-1994 and .71 in 2004-2006. The
second measure, the Health Utilities Index (26), was administered only in 2004-2006. It
measures health-related quality of life with respect to eight domains (vision, hearing, speech,
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ambulation, dexterity, emotion, cognition, and pain). Scores range from 1, perfect health, to
0, poorest health.

Social participation was assessed by a measure of participation in 17 organizations, such as
charitable organizations and civic groups, which was administered both in 1992-1994 and in
2004-2006. A single item, asked only in 2004-2006, assesses financial difficulty on a 5-
point scale, from 1, no financial distress, to 5, extreme financial distress.

Demographic variables included age (a continuous variable measured in years), gender
(coded 1, male, or 0, female), years of education (a continuous measure), employment status
(coded 1, employed, or 0, not employed), and number of children (a continuous measure).
Household income, a continuous variable indicating the combined incomes of the
respondent and his or her spouse, was also assessed. A standard log transformation of this
variable corrected for skewness in the data.

Analytic strategy

Results

Analysis of variance for continuous variables and cross-tabulations for categorical variables
were used to detect significant differences in background characteristics, such as gender,
education, and number of children, of the three groups of parents. Logistic regression was
used to investigate whether parents of adults with severe mental illness or a developmental
disability had a greater likelihood of having a spouse develop a disability compared with
parents without an adult child with a disability.

To test our three major hypotheses, we used ordinary least-squares hierarchical regression to
examine the main effects of having an adult child with a disability and having a spouse
develop a disability and their interaction effect. The regression controlled for background
differences and the dependent variables of the 1992-1994 survey except for health-related
quality of life and financial difficulty, which were measured only by the 2004-2006 survey.
In a preliminary analysis, we examined the effects of the respondent’s gender, years of
education, and number of children and of whether the respondent was living with the adult
child with disabilities on the outcome measures, given that the groups differed significantly
on these variables. Gender and years of education were retained because they were the only
background variables that made a significant contribution to the final regression model.
Analysis was calculated with IBM SPSS, version 19.

No significant differences were found between the three groups in age, employment, or
income in 1992-1994 (Table 1). With respect to parent gender, the percentage of mothers
was significantly higher among the parents of adult children with mental illness (63%,
N=75) than among the parents of adult children with a developmental disability (42%,
N=45) and the comparison group (51%, N=744). Parents of adult children with a
developmental disability reported having a greater number of children than comparison
group parents (3.99 versus 3.11, respectively). They were also more likely than parents of
adults with mental illness or parents in the comparison group to have children living at
home. In 2004-2006, approximately 50% (N=53) of adult children with a developmental
disability lived with the respondent compared with only 18% (N521) of adult children with
mental illness and 11% (N=155) of adult children in the comparison group. Even when
adults with disabilities lived away from home, 44% (N=68) of the parents provided
assistance with daily tasks such as money management, transportation, and shopping (data
not shown).
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Respondents with an adult child with severe mental illness had a greater likelihood of a
spouse developing a disability than respondents with a child with a developmental disability
(odds ratio [OR]=2.56, 95% confidence interval [Cl]=1.39-4.65, p<.003) or healthy children
(OR=2.03, CI=1.39-3.30, p,<001). A total of 38% (N=46) of the spouses of respondents
with a son or daughter with mental illness developed a disability between the two waves of
the study compared with 20% (N=21) of the respondents who had an adult child with a
developmental disability and 23% (N=340) of the comparison group. In other words, parents
of adults with severe mental illness were almost twice as likely as respondents in the other
two groups to have a spouse develop a disability between the two study points.

Our first hypothesis was that parents of adult children with disabilities would display a more
negative profile of psychological, social, physical, and financial well-being than comparison
group parents, with parents of adults with mental illness being the most affected by
caregiving. Table 2 displays the outcome measures for the three groups in 2004-2006. As
shown in Table 3, after controlling for parental education and age and 1992-1994 levels of
the dependent variable, having an adult child with mental illness was related at a trend level
to declining psychological well-being between 1992-1994 and 2004-2006 and was
significantly related to increasing levels of depression and health symptoms as well as to
poorer health-related quality of life in 2004—2006.

Parents of adult children with a developmental disability reported significantly poorer
health-related quality of life than the comparison group. Also, there was a trend for parents
of adult children with a developmental disability to report lower levels of psychological
well-being than comparison group parents, but the two groups did not differ on depressive
symptoms, general medical health, financial strain, or social participation. Therefore, the
results supported our expectation that parents of adults with severe mental illness would be
more affected by caregiving than parents of adult children with a developmental disability.

Our second hypothesis was that respondents whose spouses developed a disability would
experience a greater toll on their well-being than participants whose spouses did not become
disabled. As shown in Table 3, having a spouse develop a disability had pervasive effects on
the well-being of the respondent. Respondents whose spouses became disabled reported
declining levels of psychological well-being, increasing levels of depression, a greater
number of health symptoms, poorer health quality of life, and greater financial strain
compared with respondents whose spouses remained healthy. Only social participation
showed no deleterious effects from having a spouse develop a disability.

We found only modest support for our third hypothesis that the experience of having a
spouse become disabled would amplify the negative effects on well-being of having long-
term caregiving responsibilities for an adult child with disabilities. Respondents who had a
child with mental illness whose spouse became disabled reported greater financial strain
than respondents in the comparison group whose spouse became disabled. Also, there was a
trend for social participation to decline after a spouse became disabled among respondents
with adult children with mental illness or a developmental disability compared with
respondents in the comparison group. However, the interaction effect for the other four
outcomes examined was not significant.

Discussion

The primary aim of this study was to explore the impact of having a spouse develop a
disability on the lives of aging parents who provide care for adult children with disabilities.
Our findings indicate that having a spouse become disabled took an additional toll on the
well-being of aging parents of adult children with a developmental disability or severe
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mental illness. However, the findings provide less evidence that the two caregiving roles had
an interactive effect.

Consistent with prior research, our findings suggest that parents of adults with serious
mental illness had the poorest health and psychological functioning. They had decreasing
levels of psychological well-being and general medical health and increasing levels of
depression over the study period. Parents of adults with a developmental disability also
showed a significant decline in health-related quality of life and a trend-level decline in
psychological well-being.

Separate from the disability status of the adult child, having a spouse develop a disability
had pervasive effects on the well-being of respondents across a range of outcomes.
Respondents whose spouses became disabled experienced declining physical and
psychological well-being, increasing levels of depressive symptoms, and greater financial
strains.

Respondents who had an adult child with a severe mental illness were almost twice as likely
as parents with adult children with a developmental disability or no disability to report that
their spouse became disabled between the two waves of data collection. We interpret this
finding as further evidence of the wear and tear of long-term caregiving. Research shows
that parents of children with severe mental illness experience greater caregiver burden than
parents of a child with a developmental disability (4,5). Because of the cyclical nature of
mental illness, parents of persons with severe mental illness must live with greater
uncertainty (27) than parents of people with a developmental disability, whose functioning is
relatively stable (28).

Compared with parents of adults with developmental disabilities, parents of adults with
mental illness must cope with more frequent behavior problems that are more difficult to
manage (4,29,30). In addition, the mental health system of care tends to be more fragmented
and less supportive of the involvement of parents than the developmental disabilities system
of care (31), making it more difficult for families of a child with mental illness to access
services. Therefore, it is not unexpected that respondents with an adult child with serious
mental illness reported declining health and that their spouses were at increased risk for
developing a disability as they transitioned from midlife to the early retirement years.

We found only modest evidence that having a spouse become disabled has a greater impact
on parents of adult children with disabilities than on parents of adult children without
disabilities. Parents of adults with severe mental illness whose spouse became disabled
reported greater financial strain than parents in the comparison group whose spouse became
disabled. Parents of adults with severe mental illness often bear the cost of care, given that
health insurance fails to cover the full cost of many mental health services and treatments
(32). For many years, the lack of mental health parity has been a significant financial
hardship for many families. There are likely additional out-of-pocket medical expenses
when a spouse develops a disability. Therefore, a spouse’s disability may be particularly
stressful financially for aging parents of adults with severe mental illness, given that they
may have fewer financial resources in reserve during their retirement years.

We also found among aging parents whose spouse develops a disability that there was a
trend to report lower levels of social participation among parents of adults with
developmental disabilities or severe mental illness. Aging individuals with multiple
caregiving responsibilities likely have less discretionary time and may have little choice but
to reduce their social activity. However, a growing body of evidence indicates the
psychological benefits of remaining socially active during the retirement years (33). Service
providers should develop targeted outreach efforts aimed at individuals with multiple
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caregiving responsibilities to ensure that they do not become socially isolated. As the
population of the United States ages, many members of the National Alliance on Mental
IlIness (NAMI) now face spending their later years caring for both an adult child with
mental illness and an ailing spouse. NAMI’s Family-to-Family psychoeducation program,
which often becomes a source of social support for participants, could be adapted to better
serve individuals with multiple caregiving responsibilities by incorporating information on
resources for aging caregivers and how to access the resources.

This study had several limitations. First, the sample was drawn from Wisconsin and thus
underrepresents the ethnic and racial diversity found in the U.S. population, which reduces
the generalizability of the findings. Second, the study lacks comprehensive data on the
chronic nature of the spouse’s disability, given that no questions about the chronicity or the
severity of the illness were asked. Therefore, it is not known how much help the respondent
provided to the disabled spouse and whether that information may have had an additional
effect on the outcome measures. Third, we also do not know the exact year when the spouse
became disabled. Knowing the year of onset could have allowed us to estimate the effect of
the duration of caregiving on a caregiver’s well-being.

In spite of these limitations, the study had many strengths, including the fact that it featured
a random community-based sample not selected because of the disability status of the adult
child or aging spouse. Also, the longitudinal nature of the data allowed us to control for
prior levels of well-being for most measures.

Conclusions

The study focused on an emerging and growing number of aging caregivers whose
retirement years present additional responsibilities for the care of a disabled spouse as well
as continuing care of an adult son or daughter with disabilities. Our findings suggest that this
group of caregivers is vulnerable because of the additive effects of stress associated with
caring for both an adult child with disabilities and a spouse with disabilities. Aging parents
of adults with severe mental illness are particularly vulnerable, and the study findings draw
attention to the importance of targeting this group and intervening at the time a spouse is
beginning to show health declines. Such intervention may help to mitigate the deleterious
effects of caregiving for multiple family members on the health and well-being of the
primary caregiver.
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