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Parenting a child with a serious
mental illness, such as schizo-
phrenia or bipolar disorder,

presents major lifelong challenges. To
be sure, parents may provide decades
of extended caregiving, especially

during times when their adult child’s
debilitating psychiatric symptoms
produce ongoing obstacles to social
and occupational functioning and in-
dependent living (1,2). As parents
age, they confront the dual stressors

of having to cope with the challenges
of having an adult child with serious
mental illness while dealing with their
own aging-related changes in health,
such as physical disability and greater
vulnerability to illness (3–5). In addi-
tion, older age is a stage in the life
course when parents become increas-
ingly concerned about the future care
of their son or daughter with mental
illness (6).

Prior studies have largely focused
on the substantial toll of caregiving
(7–9). This body of research suggests
that older parents of adults with seri-
ous mental illness experience, on av-
erage, high levels of burden and ele-
vated general medical symptoms and
psychiatric symptoms (10,11). The
impact of caring for an adult child
with serious mental illness is often
framed in terms of subjective burden,
which is conceptualized as the range
of negative emotional reactions to
caregiving (12,13).

Past research has concentrated
mainly on the negative impact of par-
enting an adult child with serious
mental illness in later life; a more bal-
anced perspective is one that recog-
nizes the potential for personal
growth associated with the caregiving
role. Indeed, although later stages of
the life course may involve unprece-
dented difficulties for parents of
adults with serious mental illness, lat-
er life may also present unique op-
portunities for positive parenting ex-
periences, including personal growth
and a greater awareness of family
strengths (14–16).

In contrast to burden, personal
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Objective: Whereas many studies have examined the long-term toll of
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examined both the subjective burden and personal gains associated with
this parenting role. This study investigated the stressors and resources
related to burden and gains among older parents of adults with serious
mental illness. Methods: The study was a secondary analysis of data col-
lected in the Wisconsin Longitudinal Study. Regression analysis of tele-
phone and mailed responses of 111 parents of adults with serious men-
tal illness was used to examine the stressors and resources associated
with parental burden and gains. Results: Stressors that were positively
associated with subjective burden included the amount of care provid-
ed to a child with serious mental illness; parents and children living in
the same household was also positively associated, although it was not
statistically significant (p=.07). Parents who received more assistance
from an adult child with serious mental illness and those who were sup-
port group members reported less subjective burden and more gains. A
higher number of confidants were also positively associated with gains.
Parents who provided more assistance with activities of daily living to
their adult child reported higher levels of gains. Conclusions: Findings
suggest that recovery-oriented approaches to supporting families in lat-
er stages of life may involve creating opportunities for adults with seri-
ous mental illness to play positive roles in the lives of aging parents and
in helping older parents recognize ways in which successfully coping
with caregiving challenges may lead to personal gains. (Psychiatric Ser-
vices 61:605–611, 2010)



gains associated with caregiving cor-
respond to the degree to which fami-
ly members experience positive trans-
formations as a result of coping with
their relative’s mental illness (17). For
instance, caring for a child with men-
tal illness has led some parents to ex-
perience a deepening sense of self-
awareness and inner strength (16).
Parental caregivers have reported be-
coming stronger, more tolerant, less
judgmental, and more sensitive and
empathetic toward others over time
(18). In addition to targeting caregiv-
er distress, interventions have aimed
to enhance caregiving experiences
(19). Understanding the family’s ex-
perience of personal gains and the
role of the adult with mental illness in
contributing to these gains has taken
on a new significance in light of ef-
forts to transform the mental health
system of care on the basis of recov-
ery principles.

A number of studies have focused
on the relationship between the stres-
sors of caregiving and parental well-
being (20,21). One of the major chal-
lenges for parents of adults with seri-
ous mental illness is providing ongo-
ing support with activities of daily liv-
ing, often referred to as objective
caregiving burden. The research is in-
conclusive on the relationship be-
tween subjective burden and the ob-
jective burden associated with provid-
ing hands-on care and supervision.
Whereas some researchers report that
when persons with mental illness have
a greater need for help with activities
of daily living, their caregivers report
higher levels of subjective burden
(22), others report only a weak rela-
tionship between the amount of assis-
tance or supervision needed by the
family member with mental illness
and the caregiver’s experience of sub-
jective burden (23–25). Living with an
adult child with serious mental illness
may be especially challenging for old-
er parents. In a longitudinal study of
the end of in-household caregiving
among aging mothers of adults with
serious mental illness, Seltzer and col-
leagues (9) found that stress in the
caregiving context predicted the end
of living together and that mothers re-
ported significantly lower levels of
subjective burden after the adult
child’s move out of the house.

Whereas subjective burden tends
to be most associated with the de-
mands of caregiving, personal gains
appear to be associated with parental
resources, in particular parents’ level
of social support. Indeed, research
has begun to raise awareness of sup-
portive resources that promote posi-
tive family experiences in serious
mental illness (15–17). Family mem-
bers of persons with serious mental
illness have demonstrated a pattern
of coping in which they first turn to
other family members and close
friends for support and then seek
help from others with similar experi-
ences (26). In addition to the benefits
derived from confiding in a family
member or close friend, seeking sup-
port from others who are facing sim-
ilar challenges can foster mutually
supportive environments that pro-
mote mastery and growth. Indeed,
support group participation is posi-
tively associated with caregiving
gains among families that care for a
member with mental illness (17).
Furthermore, adults with serious
mental illness can themselves be a
source of support to aging parents.
Greenberg (27) found that when
adults with schizophrenia were able
to reciprocate through the provision
of instrumental and expressive sup-
port, parents experienced less sub-
jective burden.

In this study, we first examined the
factors associated with personal gains
among older parents of adults with
serious mental illness. We then exam-
ined the factors associated with sub-
jective burden, using the same sam-
ple of parents to examine both out-
comes. Because literature suggests
that personal gains are associated
with parental resources (specifically,
level of social support) and that bur-
den tends to be associated with stres-
sors in the caregiving context, we hy-
pothesized that parental stressors
(such as child’s poorer health, greater
parental care provided, and parent
and child living in the same house-
hold) would be most strongly associ-
ated with parental feelings of subjec-
tive burden, whereas parental re-
sources (such as the child’s assistance
to the parent, availability of confi-
dants, and support group member-
ship) would be most strongly related

to personal gains after we controlled
for background characteristics (in-
cluding parent’s age, gender, and ed-
ucation and child’s gender).

Methods
This study involved secondary analy-
sis of data drawn from the Wisconsin
Longitudinal Study (WLS), which is a
random sample of over 10,317 Wis-
consin high school graduates and
their randomly selected siblings, who
have been followed for approximately
50 years (28,29). The WLS sample
was recruited before they became
parents and thus was independent of
their child’s psychiatric diagnosis.
This study therefore does not suffer
from the potential selection biases
that arise in studies that recruit par-
ticipants after their child has devel-
oped a mental illness.

The WLS includes four waves of
data collection from the original re-
spondents, in 1957, 1975, 1993, and
2003–2005, and from subsequent in-
terviews with their randomly selected
siblings in 1977, 1994, and 2005–
2007. In 1957 respondents average
age was 18, and at the subsequent
points of data collection their average
ages were 36, 52–53, and 64–65, re-
spectively. We chose to focus this
analysis on the fourth wave of WLS
data collection, when most respon-
dents were in their mid-60s, because
a major aim of our study was to exam-
ine subjective burden and personal
gains among older parents of adults
with serious mental illness. At this
fourth wave, respondents completed
a one-hour telephone survey and a
self-administered questionnaire. In-
formed consent was obtained for all
study participants. The institutional
review board of the University of Wis-
consin–Madison approved all the
procedures for the protection of hu-
man subjects.

Participants
Using a series of screening proce-
dures in the telephone interview, we
identified 196 original and sibling re-
spondents who were parents of an
adult with serious mental illness
(specifically, bipolar disorder or schiz-
ophrenia) with whom they had tele-
phone or face-to-face contact during
the year before the interview. We ex-
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cluded 34 parents because they did
not return the extended mailed ques-
tionnaire for parents of adult children
with disabilities from which the de-
pendent variables in the study were
drawn. An additional 51 parents were
excluded because they had missing
data on key study variables. Thus this
study is based on 111 parents of
adults with serious mental illness.
These 111 parents were compared
with the 85 parents who were lost to
attrition because of missing items in
the telephone survey or the mailed
questionnaire. There were no differ-
ences between the two groups with
respect to parental age, gender, mari-
tal status, or household income and
the child’s age. However, participants
were more likely than nonpartici-
pants to have adult sons with serious
mental illness versus daughters (χ2=
5.64, df=1, p<.05).

Measurement
We examined two dependent vari-
ables: subjective burden and personal
gains. Personal gains was assessed by a
scale adapted from Pearlin (30) and
used in a previous study of family care-
giving in mental illness (17). The scale
comprises ten items that assess the de-
gree to which respondents experienced
positive change as a result of coping
with their child’s mental illness (for ex-
ample, “How much have you gotten a
better idea of what is important in
life?” and “How much have you be-
come aware of your inner strengths?”).
Respondents indicated their response
to each item on a 4-point Likert scale
(from 0, not at all, to 3, a lot). Individ-
ual items were summed to obtain a
personal gains score, with higher
scores indicating more personal gains
(Cronbach’s α=.95).

Subjective burden was measured
by Zarit and colleagues’ Burden In-
terview (31), a measure derived from
studies on the impact on families car-
ing for adults with mental disorders
living in the community (32,33) and
used in numerous studies to assess
the caregiver’s perception about or
appraisal of the burdens associated
with the caregiving role (including
time demands, financial strains, lack
of privacy, and adverse health conse-
quences) (9,10,34). Each of the 29
items is answered with use of a 3-

point Likert scale ranging from 0,
not at all true, to 2, extremely true.
Individual items were summed to de-
rive a total score, with higher scores
indicating greater burden (Cron-
bach’s α=.87).

Parental stressors. This study meas-
ured three potential stressors associ-
ated with characteristics of the adult
child with serious mental illness.
First, parents rated their child’s over-
all health on a 5-point scale ranging
from 1, very poor, to 5, excellent. Sec-
ond, parents reported on a 4-point
Likert scale (from 0, none, to 3, a lot)
the extent to which their child need-
ed help in eight activities of daily liv-
ing (such as preparing meals, trans-
portation, money management, and
help with taking medications). For
those tasks for which the adult child
needed help, a follow-up question
asked whether the parent helped with
the task. The amount of parental help
provided was a count of the number
of daily living tasks with which the
parent reported providing assistance.
Because few parents helped with
more than three activities of daily liv-
ing, each respondent was categorized
as providing no help with tasks of dai-
ly living, scored 0; helping with one
task of daily living, scored 1; helping
with two tasks, 2; or helping with
three or more tasks, 3. Finally, par-
ent-child living arrangement was
measured by a single item indicating
whether the adult lived with his or
her parent (0, living apart; 1, living in
the same household).

Resources. Three measures of so-
cial support were included as indica-
tors of parental resources. The
child’s contributions to the parent’s
life was adapted from the patient
contribution module of the Family
Burden Interview Schedule (35).
Using a 4-point Likert scale (0, not at
all, to 3, a lot), respondents indicated
how much assistance their adult
child with mental illness provided to
them during the past 30 days in nine
areas, such as preparing meals, help-
ing with household chores, listening
to the parent’s problems and provid-
ing advice, and providing compan-
ionship. Items were summed and a
mean was computed to derive a total
score, with higher scores indicating
that the adult child provided a

greater degree of help to the aging
parent (Cronbach’s α=.90). Number
of confidants was measured by sum-
ming two items in which the respon-
dent indicated whether he or she
had a family member, friend, or both
for sharing private feelings and con-
cerns (0, no confidants; 1, one confi-
dant; 2, two confidants). A high score
of 2 confidants indicated that the re-
spondent had both a family member
and a friend with whom he or she
could confide. Finally, parents were
asked to indicate whether they were
members of a support group (1,
members; 0, nonmembers).

Four background characteristics
were included as control variables:
the parent’s gender (0, female; 1,
male), education (0, some college; 1,
college graduate), and age, measured
as a continuous variable, and the
child’s gender (0, female; 1, male).

Analysis
Bivariate correlations were comput-
ed with the Pearson product-mo-
ment correlation coefficient to exam-
ine the intercorrelations between the
study independent variables (specifi-
cally, background characteristics,
parental stressors, and parental re-
sources) and the dependent variables
(subjective burden and personal
gains). To test our primary hypothe-
ses, we ran two separate multiple re-
gression analyses with subjective bur-
den and personal gains as the de-
pendent variables. Analyses were cal-
culated with SPSS software, version
17. Given the relatively small sample
and large number of predictors, pre-
liminary analyses were conducted to
reduce the number of independent
variables in the model. Because the
background characteristics were con-
ceptualized as control variables and
were not significantly correlated with
the dependent variables, and be-
cause dropping them from the model
did not substantively change the
findings, we excluded them from the
final regression models.

Results
Characteristics of parents 
and adult children
The parents of the adult children
with serious mental illness had a
mean±SD age of 63.9±3.5, and 62%
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(N=69) were mothers. With regard
to marital status, 69% (N=77) of the
parents were married, 19% (N=21)
were divorced, and 12% (N=13)
were widowed. A majority (N=69,
62%) had at least some college edu-
cation, and 38% (N=42) earned a
college degree. The median income
for the parents was $46,248, reflect-
ing the retirement status of most re-
spondents.

The average age of the adults with
serious mental illness was 37.7±5.8.
Forty-one percent (N=45) were
women, and only 23% (N=25) were
married at the time of the survey.
Most adult children had a primary di-
agnosis of bipolar disorder (N=76,
69%). They began having mental
health problems when they were
18.1±8.8 years old and were diag-
nosed as having a serious mental ill-
ness at age 22.5±8.08. Almost three-

quarters (N=80, 72%) of the adults
had at least weekly contact with their
parents by telephone or in person;
most (N=82, 74%) lived in independ-
ent settings (such as apartments or
houses). The characteristics of this
sample are similar to those found in
other studies of adults with serious
mental illness (24,36).

Correlations
Table 1 reports the correlations be-
tween the measures of parental stres-
sors and resources and subjective
burden and personal gains. The
child’s contributions, the parent’s
number of confidants, and the par-
ent’s support group membership
were each positively and significantly
correlated with personal gains for the
parent. Also, parents who provided
more help to their child with mental
illness reported more gains than par-

ents who were less involved in help-
ing their child. A finding of interest is
that the amount of help the parent
provided was significantly correlated
with the amount of assistance the
child provided to the parent, suggest-
ing reciprocity in the relationship.
Parental reports of better overall
child health and support group mem-
bership were significantly correlated
with lower levels of subjective bur-
den, whereas the amount of parental
help was significantly correlated with
higher subjective burden. There was
no significant correlation between
subjective burden and personal
gains.

Effect of stressors and 
resources on personal gains
The results of the regression analysis
are shown in Table 2. The overall re-
gression model accounted for 32% of
the variance in personal gains. Con-
sistent with the bivariate relation-
ships, parents who provided more as-
sistance to their child with daily tasks
experienced higher levels of gains
than those who were less involved in
assisting their child.

In terms of resources, parents who
reported that their adult child with
mental illness provided more assis-
tance to them (with chores or with
emotional support) experienced high-
er levels of personal gains. Consistent
with our expectations, having more
confidants was significantly associat-
ed with experiencing a higher level of
personal gains. Finally, parents who
participated in a support group re-
ported significantly higher levels of
gains.
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TTaabbllee  11

Correlations of stressors, resources, personal gains, and subjective burden among parents of adult children with serious
mental illness

Variable 1 2 3 4 5 6 7 8

1. Child’s overall health — 
2. Amount of parental help for child –.29∗∗ —
3. Parent-child living arrangement .01 .42∗∗∗ —
4. Child contributions to parent .05 .28∗∗ .40∗∗∗ —
5. Number of confidants .14 –.01 .01 .08 —
6. Support group membership .11 .13 .27∗∗ .19∗ –.01 —
7. Subjective burden –.22∗ .27∗∗ .14 –.12 –.16 –.21∗ —
8. Personal gains .07 .26∗∗ .13 .39∗∗∗ .35∗∗∗ .22∗ –.03 —

∗p<.05
∗∗p<.01

∗∗∗p<.001

TTaabbllee  22

Results of final regression models of personal gains and subjective burden of
parents of adult children with serious mental illnessa

Variable Personal gains (β) Subjective burden (β)

Parental stressor
Child’s overall health .06 –.10
Amount of parental help for child .22∗ .24∗

Parent and child in same household –.14 .19b

Parental resource
Child contributions to parent .33∗∗∗ –.20∗

Number of confidants .33∗∗∗ –.14
Support group membership .17∗ –.25∗∗

a Personal gains model, R2=.32, F=8.20, df=6 and 104, p≤.001; subjective burden model, R2=.21,
F=4.64, df=6 and 104, p≤.001

b p=.07
∗p≤.05

∗∗p≤.01
∗∗∗p≤.001



Effect of stressors and 
resources on subjective burden
As shown in Table 2, the overall re-
gression model accounted for 21% of
the variance in subjective burden.
Among the parental stressors, parents
who provided help to their adult child
with a greater of number of daily liv-
ing tasks reported significantly higher
levels of subjective burden. There
was a trend for parents who lived with
their child to report higher levels of
subjective burden than were reported
by parents who lived apart. In terms
of resources, the child’s contributions
to the parent’s life were negatively
and significantly associated with sub-
jective burden. Parents reported low-
er levels of subjective burden when
their adult child provided higher lev-
els of instrumental and emotional
support. Parents who were members
of support groups, such as the Na-
tional Alliance on Mental Illness
(NAMI), reported, on average, lower
levels of subjective burden.

Discussion
In this study we identified factors as-
sociated with subjective burden and
personal gains among older parents
of adults with serious mental illness.
The stressors that were positively as-
sociated with subjective burden in-
cluded the amount of help the parent
provided to the child with activities
of daily living, often referred to as ob-
jective burden, and living together in
the same household. These findings
are consistent with past research
(9,22), and they underscore the po-
tential lifelong challenges of coping
with a child’s mental illness. Howev-
er, findings from this study also con-
tribute to the growing evidence of
the role of adults with serious mental
illness as a source of support to their
aging parents. The adult’s contribu-
tions to their aging parent’s life ap-
peared to be particularly important
in reducing burden and increasing
gains. Receiving help from an adult
child with serious mental illness not
only may be an important source of
tangible support for aging parents
but also may serve to promote per-
sonal gains, as parents witness their
child with mental illness assume in-
creasing responsibility within the
family. Furthermore, the positive and

significant association between the
amount of help the parent provided
to the child and the amount of sup-
port the adult child provided to the
parent suggests a degree of reciproc-
ity in the relationship between aging
parents and their adult child with
mental illness that has rarely been
discussed in the literature. It may be
especially rewarding for older par-
ents when reciprocal relationships
are formed with adult children with
serious mental illness who showed
little capacity to reciprocate during
earlier stages of their illness.

Findings from this study have im-
plications for recovery-oriented serv-
ices that strive to improve the self-ef-
ficacy and self-esteem of persons with
serious mental illness as well as en-
hance the coping abilities of family
members. According to Anthony (37),
recovery is a way of living a satisfying,
hopeful, and contributing life beyond
the catastrophic effects of mental ill-
ness. Gingerich and Mueser (38) as-
serted that families often play a criti-
cal role in supporting persons with se-
rious mental illness in the process of
recovery. Thus mental health inter-
ventions that facilitate reciprocity be-
tween persons with serious mental ill-
ness and their family members may
serve the dual purpose of helping
persons with serious mental illness
engage in meaningful life activities
while also reducing feelings of subjec-
tive burden and promoting feelings of
personal growth among the family
members who care for them.

The finding that support group
membership was positively related to
personal gains and negatively related
to subjective burden emphasizes its
value for older parents of adults with
serious mental illness. Participation in
support groups (such as NAMI)
through education and mutual sup-
port encourages parents to become
advocates for their loved one, fight
the stigma of mental illness, and take
on various leadership roles. Thus it
was not unexpected that family mem-
bers who participated in support
groups would report greater personal
gains (such as learning new skills, de-
veloping a greater inner strength, and
developing new friendships). Also,
support groups provide a forum for
sharing their child’s journey of recov-

ery from mental illness, which may
help parents become more aware of
their own growth and development
through their personal journey in
coping with their child’s illness.

One of the unexpected findings in
this study was the positive association
between the amount of help the par-
ent provided, often referred to as ob-
jective burden, and the parent’s per-
ceptions of personal gains. To our
knowledge, the relationship between
objective caregiving burden and per-
sonal gains among parents of adults
with serious mental illness has not
been examined in prior research.
One plausible explanation for these
findings is that the very stressors that
tax parental caregivers may paradox-
ically challenge them to develop ad-
ditional internal and external re-
sources to cope successfully. This is
in line with the concept of stress-re-
lated growth, which refers to the
positive life changes that people
make as a result of their struggles to
cope with negative events and ad-
verse situations (39–42). High levels
of stress-related growth character-
ized by improved relationships with
family and friends, a clearer sense of
one’s own strengths and resilience,
and changed priorities and values
have been documented among peo-
ple facing a variety of stressful situa-
tions, including health problems
(such as heart attacks and cancer),
sexual assault, and bereavement (43).

There are emerging qualitative re-
ports of family members of persons
with serious mental illness who indi-
cate that giving care increased their
feelings of resilience, improved their
sense of self-worth, enhanced coping
effectiveness, and provided them
with a greater sense of purpose in life
(18,44,45). As Marsh and colleagues
(16) have pointed out, many families
emerge from coping with the chal-
lenges of caregiving with a renewed
sense of resiliency and personal
strength. This may be especially true
for older parents, who may have
adapted to caregiving challenges over
time by acquiring the resources and
skills needed to cope effectively with
their child’s mental illness.

Our study had a few limitations. Al-
though the design of the WLS cir-
cumvents many limitations associated
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with self-selected samples, there are
two ways in which the initial recruit-
ment procedures of the WLS might
affect the generalizability of our find-
ings. First, the racial composition of
the WLS (99% white) reflects the
composition of the Wisconsin popula-
tion in the 1950s. Second, because all
of the original respondents and the
vast majority of sibling recruits (93%)
completed high school, they were
better educated than the general pop-
ulation of Wisconsin 18-year-olds in
the 1950s, because 25% of 18-year-
olds in Wisconsin at that time did not
complete high school.

In addition, parents of children
with disabilities completed the sup-
plemental interview and self-adminis-
tered questionnaire on their caregiv-
ing experience only if they had at least
one telephone or face-to-face contact
with their child in the year before the
interview. Ninety-one (91%) of the
respondents had at least monthly
telephone or face-to-face contact
with their son or daughter with men-
tal illness, and 53% had contact sever-
al times a week or more. Thus, al-
though there was considerable vari-
ability in the frequency and type of
contact between the parents and their
child with mental illness, the general-
izability of study findings is limited to
parents who continue to be involved
in the life of their child.

Another study limitation is the use
of parental reports of a child’s diagno-
sis. It is possible that parents may
have underreported the incidence of
their children’s mental illness because
of the stigma associated with a mental
illness diagnosis. Our sample was lim-
ited to those who self-identified as a
parent of an adult with serious mental
illness, and we confirmed this status
through an extensive set of follow-up
questions.

Nevertheless, the randomly select-
ed community-based sample is a ma-
jor strength of this study. In addition,
the study sample of parents in their
mid-60s provides a rare opportunity
to examine the subjective burden and
personal gains experienced by par-
ents of adults with serious mental ill-
ness in later stages of the life course.
Future replications of this research
should include larger samples of old-
er parents with varying degrees and

types of contact with their adult chil-
dren with serious mental illness to
further investigate the heterogeneity
in the experience of burden and gains
among this unique group of parents.

Conclusions
Little research attention has been giv-
en to the experiences of older families
coping with the challenges of serious
mental illness. Only a small number
of evidence-based interventions de-
scribed in the published literature
specialize in supporting aging parents
of adults with serious mental illness.
However, families—in particular, old-
er parents—often provide a critical
safety net of community support to
adults with serious mental illness,
which may become compromised as
parents grow older (46,47). Empirical
evidence about the strengths and vul-
nerabilities of families coping with se-
rious mental illness in later life is
needed to inform recovery-oriented
services that can address the needs of
older families.
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