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AGING Famiry CAREGIVERS:
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This review examines later life family support for adults with de-
velopmental disabilities from a life course perspective that takes into
account social trends and changes in service patterns and in attitudes of
families. Key issues addressed include: (1) trends affecting family caregiv-
ing, (2) health and social outcomes of life-long caregiving, (3) support
needs of families, (4) family support policies and practices, and (5) rec-
ommendations for a research and policy agenda. Research examining
outcomes of life-long caregiving has shown that most families adapt well
to having a family member with disabilities. However, some families are
at risk for poorer physical and mental health outcomes. These include
cultural minorities and families of adults with behavioral challenges.
Caregiving does seem to have a negative impact on maternal employ-
ment and family income as mothers often give up or cut back on
employment to care for a child with developmental disabilities, who is
more likely to continue living in the family home throughout adulthood
than other adult children. Federal and state initiatives are addressing
issues of family support through both the developmental disabilities and
aging service systems. ©2007 Wiley-Liss, Inc.
MRDD Research Reviews 2007;13:136-142.
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individuals with developmental disabilities throughout

their lives. Over 75% of adults with developmental dis-
abilities live with their families [Fujiura, 1998; Braddock,
1999]. Yet little attention has focused on assessing and promot-
ing the health and well-being of these families. With longer
life expectancies and growing governmental fiscal constraints,
reliance on family caregivers for adults with disabilities will
likely grow. In 1994, Fujiura, Roccoforte, and Braddock pre-
dicted that the demand for family support will outweigh the
supply. A decade later this imbalance continues to increase.

This review examines later life family support for adults
with developmental disabilities from a life course perspective
that takes into account social trends and changes in service
patterns. While the term “family caregiving” primarily refers
to support provided to the adult with disabilities, it is also
common for adults with disabilities to provide support to
other family members. Key issues addressed include: (1) trends
affecting family caregiving, (2) health and social outcomes of
life-long caregiving, (3) support needs of families, (4) family
support policies and practices, and (5) recommendations for a
research and policy agenda.

F amilies have always been the main care providers for

© 2007 Wiley-Liss, Inc.

TRENDS AFFECTING FAMILY CAREGIVING

The demographic trends over the last 50 years in the
US of increased life expectancy, lower fertility rates, and more
dual income families, impact the ability of families to provide
care for individuals with developmental disabilities. The per-
centage of individuals aged 65 years and over has risen from
8.1% to 12.4% and is expected to rise to 20.7% by 2050 [U.S.
Bureau of the Census, 2004 Current Population Reports
Series P25-1104; 2004 American Community Survey].
Between 1950 and 2000, life expectancy has risen from 66 to
74 years for men and from 70 to 79 years for women [Martin
et al., 2002]. The life expectancy for adults with developmen-
tal disabilities has also risen during this period. Reports show
that mean age at death now ranges from the late fifties (for
those with more severe disabilities or Down syndrome) to 71
years for adults with mild to moderate intellectual disabilities
[Pagja et al., 2000; Bittles et al., 2002]. This is compared with
an average life expectancy of 15 years for males and 22 years
for females with intellectual disabilities in 1931 [Carter and
Jancar, 1983]. This aging trend in combination with the low
fertility rate of 1.9 children in 2004 in comparison with 3.6
children in the 1950s [Dye, 2005] results in both an extended
period of caregiving for adults with developmental disabilities
and fewer family members from which to draw support.

Increases in dual careers and single parents contribute to
the caregiving demands faced by parents. From 1993 to 2005
the percentage of women employed in the labor force rose
from 57.9% to 59.3% [U.S. Department of Labor, 2005].
Having dual careers affects not only the parents but also other
family members, such as female siblings who can be sources of
support to parents and to their sibling with a disability.
Increased economic pressures can further stress families. The
number of families living below the poverty line has risen
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from 25 to 37 million from 1975 to
2004 and poor families now comprise
nearly 13% of US families [U.S. Bureau
of the Census, 2004]. Families of indi-
viduals with developmental disabilities
face higher rates of poverty than other
families [Fujiura, 1998] and spend con-
siderable out of pocket costs for the
care of their relative with disabilities
[Caldwell, in press; Fujiura et al., 1994].

Another demographic trend is the
increase in the minority population in
the US. The percentage of non-Hispanic
Caucasians is projected to decrease from
75.6% in 2004 to 54% of the popula-
tion in 2050 [U.S. Bureau of the Census,
Current Population Reports, American
Community Survey, 2004]|. Immigration
has contributed to the growing diversity
in the U.S; from 1990 to 2000 the im-
migrant population grew by about 50%
[U.S. Immigration and Naturalization
Service, 2002]. These minority and
immigrant groups often have greater
challenges in accessing services. In the
National Survey of Children with Spe-
cial Health Care Needs Hispanic and
Black families of children with special
health care needs were more likely than
White Non-Hispanic families to spend
more than 5 hours a week providing
care and Hispanic families were more
likely to report having financial prob-
lems because of their child’s health
[Data Resource Center for Child and
Adolescent Health, 2005].

Minority group families are often
less likely than other families to apply
for and to receive formal services for
their relative [Heller and Factor, 1988;
Heller et al., 1999]. The lower formal
service use by cultural minorities could
be attributed to a greater reliance on
extended family supports, suspicion of
formal services, and cultural beliefs that
families should take care of their own.
Hence, with the changes in demogra-
phy, the service system has to increas-
ingly shape services in culturally and
linguistically competent ways.

HEALTH AND SOCIAL
OUTCOMES FOR FAMILIES
Life-long caregiving for an adult
with disabilities can have long-term ef-
fects on the economic, health, and social
well-being of families. The economic
impact has been noted for both parents
caring for children and for adults with
disabilities. According to the National
Health Interview Disability Supplement
of 1994/1995, families of children with
developmental disabilities were less likely
to take a job, worked fewer hours, were
more likely to quit working, and had

more severe financial problems than
families of other children with disabilities
and families of nondisabled children
[Anderson et al., 2002]. Other studies
of nonelderly family caregivers of dis-
abled or ill family members have found
lower employment and more missed days
of work [Ho et al., 2005] and fewer
hours of maternal employment [e.g.,
Eiman and Cuskelly, 2002]. The lower
economic participation of these mothers
could be attributed to their greater time
demands and lack of child care. As
children move into adulthood the time
demands of caregiving are likely to be
reduced [Heller et al., 1997a]. However,
these families are also more likely to
have their adult child living at home
than do other families, as the “launch-
ing” phase is likely delayed [Seltzer and
Krauss, 1994].

Studies of mothers of adults with
developmental disabilities have also indi-
cated lower rates of employment [Parish
et al., 2004; Seltzer et al., 2001]. Using

With the increasing
number and longer life
span of older adults with
developmental
disabilities, families
are facing longer periods
of caregiving.

the Waisconsin Longitudinal  Study,
Seltzer et al. [2001] found that in mid-
dle age these mothers (but not the
fathers) had lower rates of employment
and when employed reported more
work/family role strain. Parish et al.
[2004] found lower rates of maternal
employment in a job for over 5 years,
lower savings and lower income in
these families. Mothers may delay their
employment as their child with a dis-
ability is less likely to move out of the
family home in adulthood. Little data,
however, exists on the relative economic
impact of severity of the disability, the
time demands of caring for the child
with disabilities, or the differential im-
pact on minority families.

In addition to the economic im-
pact of caregiving, families also ex-
perience health and social impacts. A
Commonwealth Fund Biennial Health
Insurance Survey [Ho et al, 2005]
found that caregivers of a disabled or ill

family member are more likely to
report health problems of their own,
including nearly twice the number of
chronic conditions as noncaregivers.
The gerontological literature is replete
with studies of the health consequences
of caregiving for ill or disabled family
members, including greater heart dis-
ease, higher blood pressure, poorer
immune function, and lower perceived
health status [reviewed in Feinberg
et al., 2006].

Yet, several studies examining the
health status of parents of adults with
developmental disabilities report that
their physical and mental health status is
similar to that of the general population
[Chen et al., 2001; Seltzer et al., 2001].
A study conducted in the UK showed
that having a child with intellectual dis-
abilities had no significant impact on
mortality [Hill-Smith and Hollins, 2002].
They suggested that the additional care-
giving challenges faced by these parents
may have prolonged their motivation to
stay healthy.

Singer’s [2006] meta-analysis of
studies examining depression in mothers
of children with developmental disabil-
ities indicated that these mothers had
higher levels of depression than other
mothers. However, in the one reported
study of mothers caring for adult
children [Seltzer et al., 1988], depression
was not significantly higher for these
mothers. One explanatory theory is the
“adaptational” theory [Townsend et al.,
1989] that predicts that caregiving be-
comes less stressful over time, because
of increasing stability in routines, a re-
duction in behavioral problems, greater
acceptance of the family member and
greater reciprocity in caregiving with
the child with disabilities. Heller et al’s
[1997b] study found that children with
developmental disabilities living at home
provided companionship support to their
parents and help with household chores.
This support could be particularly im-
portant as parents experience greater
frailty and or widowhood. Additionally,
mothers of adults with developmental
disabilities are also more likely than
other mothers to experience low rates
of social participation [Seltzer et al.,

2001].

Context of Care

Various contextual factors influ-
ence the health and well-being of fami-
lies of adults with developmental dis-
abilities, including child characteristics,
socio-economic status, minority cultural
context, and extent of social support
networks [Greenberg et al., 1997;
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Heller et al., 2000; Hong et al., 2001;
Orsmond et al., 2003; Magana et al.,
2004; Orsmond et al., 2006]. In addi-
tion, access to and use of formal services
can influence family outcomes [e.g.,
Heller and Factor, 1993; Heller and
Caldwell, 2006; Caldwell, 2006].

Child  characteristics  associated
with lower levels of maternal psycho-
logical well-being include the diagnosis
of autism [Abbeduto et al., 2004;
Blacher and Mclntyre, 2006; Singer,
2006] and the presence of challenging
behaviors [Heller and Factor, 1993;
Pruchno et al., 1996; Magana, 1999;
Orsmond et al., 2006]. Blacher and
Mclntyre [2006] found that young
adults with autism had more behavior
problems than those with cerebral palsy
(CP) or Down syndrome and their
mothers had higher stress and depres-
sion. The diagnosis, however, did not
account for variance in maternal well-
being after controlling for behavioral
problems.

Social resources of the family can
serve as protective factors. Mothers who
have more social support, family cohe-
sion, and active coping tend to have
lower burden [Seltzer and Krauss, 1989;
Heller and Factor, 1993; Heller et al.,
1994; Greenberg et; al, 1997; Heller
et al., 1997a; Magana, 1999] and depres-
sion [Blacher et al., 1997; Greenberg
et al.,, 1997; Magana, 1999]. Within the
family, supports from other siblings to
the adult with disabilities [Seltzer et al.,
1991] and to the mother [Pruchno,
2003] have been associated with higher
maternal well-being. Support from the
adult with disabilities can also contrib-
ute to maternal caregiving satisfaction
[Heller et al., 1997b].

Cultural minorities may have dif-
ferential responses to lifelong caregiving
for members with developmental dis-
abilities, as they are more prone to
experience daily hardships, including
racism, discrimination, poor English
literacy, adaptation to immigration, and
poverty. Several studies found poorer
physical and mental health outcomes for
Latina [Blacher et al., 1997; Magana
et al., 2002; Magana et al., 2004;
Blacher and Mclntyre, 2006; Magana
and Smith, 2006] and Black [Magana
and Smith, 2006] mothers of offspring
with developmental disabilities. On the
other hand, other studies [Pruchno
et al,, 1996; Valentine et al., 1998]
did not find poorer socio-emotional
outcomes for Black mothers after con-
trolling for socio-economic variables.
Blacher and Mclntyre [2006] found
that Latina mothers of young adults

with developmental disabilities reported
higher depression and lower morale, but
also a higher positive impact from their
child than did White mothers. Using
the National Health Interview Survey,
Magana and Smith [2006] found that in
comparison with other older Black and
Latina mothers, those caring for a child
with developmental disabilities had
higher rates of arthritis. Also, the Latina
caregivers had more heart disease while
the Black caregivers had more diabetes.
Among mid-life Latinas, depressive
symptoms were higher. The impact of
daily caregiving on the health of minor-
ity women warrants greater attention.

Roles Within Families: Fathers,
Siblings, and Grandparents

Most of the literature has focused
on mothers with only a few studies
examining the roles of fathers, siblings
or grandparents of adults with develop-
mental disabilities. Yet these other
members play important roles in the
lives of family members with develop-
mental disabilities.

Minority families or
families of adults with
behavioral challenges are

at risk for poorer physical
and mental health
outcomes.

Fathers

A consistent finding is that fathers
are less likely to be primary caregivers
across the lifespan than mothers. Several
studies have found higher caregiving
burden for mothers versus fathers of
children [Kazak, 1987; Beckman, 1991]
and of young adults with a disability
[Hallum and Krumboltz, 1993]; whereas
some found little differences in burden
[Essex et al., 1992; Bruce and Schulz,
1994]. Heller et al. [1997a] found that
fathers of children and adults with intel-
lectual disabilities spend less time in
caregiving tasks, offer fewer types of
supports, perceive less burden than
mothers and are less affected by behav-
ioral challenges of the child. Essex et al.
[1999] study of older mothers and
fathers found that mothers faced more
problem, which focused coping and
were less pessimistic about the future.
Having a son versus a daughter with
developmental disabilities was more

stressful for older fathers but not for
mothers. Although family caregiving is
predominately a woman’s task, fathers
play a significant role in providing sup-
port, particularly financial support
[Heller et al., 1997a]. Often fathers
assume more responsibility after their
wife becomes incapacitated or dies, of-
ten choosing to continue caregiving
[Gordon et al., 1996]. Yet the fathers
are mostly neglected in research on
families and on family support services.

Siblings

Siblings provide the most long-
lasting relationships for adults with de-
velopmental disabilities and provide con-
siderable social support to them [Krauss
et al., 1992]. Research focused on the
impact of having a sibling with devel-
opmental disabilities on other siblings
has found mixed results with some not-
ing more behavior problems and depres-
sion and others failing to find such dif-
ferences or finding positive impacts
[Rossiter and Sharpe, 2001; Stoneman,
2005]. Adult siblings tend to maintain
high levels of involvement with their
sibling with disabilities across the life
course [Zetlin, 1986; Seltzer et al.,
1991]. When parents are no longer able
to provide care for their child with dis-
abilities or die, siblings are likely to
assume responsibility (including coresid-
ing with them) [Krauss et al., 1996;
Pruchno et al., 1996; Freedman et al.,
1997; Greenberg et al., 1999; Heller
and Kramer, 2006]. Yet most siblings
are not included in family discussions of
future plans for their siblings with dis-
abilities [Krauss et al., 1996; Heller and
Kramer, 2006]. No research has exam-
ined the perspectives of adults with dis-
abilities toward their siblings.

Grandparents

A growing number of children live
with grandparent caregivers and many
of these children have developmental
disabilities. In 2000, 5.8 million chil-
dren lived with grandparents, and 39%
of grandparent caregivers had cared for
their grandchildren for more than 5
years [U.S. Bureau of the Census,
2000]. Grandparents caring for children
with disabilities face heightened needs
compared with other grandparent
headed families. In studies conducted in
New York City these grandparents
reported receiving less social support,
higher levels of depression, role strain,
financial strain, and life disruption than
other grandparent caregivers [Burnette,
2000; McCallion et al., 2000]. In addi-
tion to demands because of the child’s
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disability, and fewer formal supports
available to them [Kolomer, 2000],
these grandparents had to deal with spe-
cialty educational, medical, and social
service agencies, which were difficult to
negotiate. This research needs to be
expanded to include other locales and
populations to better understand needs
of these families and ways to support
them.

Families have unmet needs for supports
to maintain caregiving

Among family caregivers of adults
with developmental disabilities, 711,478
(25%) are over the age of 60 years and
another 984,207 (35%) are aged 41-59
years, the boomer generation [Fujiura,
1998; Braddock et al., 2005]. Many of
these families receive few formal serv-
ices and face long waiting lists for
family support and residential services.
An estimate of 73,828 families waiting
for residential services [Prouty et al.,
2006] is an underestimate as many states
do not have waiting lists. Thompson
[2004] found that 78% of adults aged
18 years and older in the US who
receive long-term care at home get all
their care exclusively from unpaid fam-
ily and friends.

Families caring for adults with de-
velopmental disabilities have reported
high unmet needs for respite services,
case coordination, transportation, recrea-
tional services, and information regard-
ing housing, financial plans, and guardi-
anship [Heller and Factor, 1993; Heller
et al., 1999; Pruchno and McMullen,
2004]. Feinberg et al. [2006] warns of
greater pressure on the health care sys-
tem if families’ needs for medical and
psychological support are unmet.

POLICIES AND PRACTICES

While most adults with develop-
mental disabilities live with families,
family support policy has not emerged
as a national priority in the United
States. Only about 5% of developmental
disabilities funding is allocated for fam-
ily support though it has increased in
the past decade [Rizzolo et al., 2006].
Aging populations and increasing de-
mands for long-term services are influ-
encing policymakers to consider policies
that support families to avoid more
costly institutional placements. A broad
policy agenda is suggested below, from
developing supports within the develop-
mental disabilities service system to
forging coalitions with other aging and
disability groups to advance legislation
for family caregivers.

Consumer-Directed Supports

Early family support programs
within the developmental disabilities
system emerged in the late 1970s and
early 1980s. This movement embraced
ideals of maximizing flexibility and
meeting the needs of the family as a
whole [Agosta and Bradley, 1985]. Many
states  developed  consumer-directed
family support programs, which pro-
vided families with cash subsidies or
individualized budgets. Currently, these
types of programs exist in 22 states
[Rizzolo et al., 2006]. Research from
several programs has indicated that fam-
ilies in consumer-directed programs are
more satisfied with services, have fewer
unmet needs, and fewer out-of-pocket
expenses for disability services [Heller
et al., 1999; Caldwell, 2005]. Caregivers
report reduced feelings of stress and
burden, greater self-efficacy, better
access to healthcare, more opportunities
for employment, and improved social
and leisure opportunities [Zimmerman,
1984; Meyers and Marcenko, 1989;
Herman, 1991, 1994; Heller et al., 1999;
Caldwell and Heller, 2003; Caldwell,
2005]. Individuals with disabilities expe-
rience benefits in community participa-
tion and employment [Heller et al.,
1999]. Among lower income families
benefits include better mental health of
caregivers and self-determination of
individuals with disabilities [Caldwell,
2005]. Furthermore, Heller and Cald-
well  [2005] found that consumer-
directed supports decreased institutional
placements over a period of 8 years.

The Medicaid Home and Com-
munity-Based Services (HCBS) waiver
has been increasingly used to finance
family support. Currently, approximately
57% of family support in developmental
disabilities services uses the HCBS
waiver [Rizzolo et al., 2006]. Ideologi-
cal and structural barriers within the
Medicaid program pose difficulty in
providing flexible supports that target
the joint needs of individuals with dis-
abilities and families [Caldwell, 2005].
Instead of focusing on families, the
trend within the recent consumer-
directed supports has been to target
individuals with disabilities but allow
family caregivers to become paid em-
ployees. One extensive survey of con-
sumer-directed programs in the United
States identified 139 programs of which
80% permitted hiring family [Doty and
Flanagan, 2002]. Research from the
Cash and Counseling demonstrations
found that the ability to pay family
members was one of the most desirable

features of consumer direction [Simon-
Rusinowitz et al, 2001; Mahoney
et al., 2002]. Nearly half of employees
in the Cash and Counseling demonstra-
tions and consumer-directed programs
nationally, have been family members
[Benjamin et al., 1999; Dale et al,
2005]. Furthermore, positive benefits
othiring family members include increase-
d service satisfaction and greater commu-
nity participation [Benjamin et al., 1999;
Caldwell and Heller, 2003; Foster et al.,
2005]. While these programs targeted
individuals, capped amounts of cash
strengthened the financial stability of
families [Simon-Rusinowitz et al., 2005].

Federal Family Support Initiatives:
Collaboration Across Aging and
Disability

Growing recognition of the need
for collaboration across the aging and
developmental disabilities service sys-
tems has led to the development of
joint efforts rather than solely creating a
parallel network of services. Beginning
in 1987, amendments to both the DD
Assistance and Bill of Rights Act (PL.
100-142) and the Older Americans Act
(PL.89-73) and formal joint agreements
at the national and state levels created
an infrastructure jointly addressing the
needs of older adults with developmen-
tal disabilities and their families. The
1987 amendments to the Developmen-
tal Disabilities Assistance and Bill of
Rights Act (PL. 100-142) required state
developmental disabilities planning coun-
cils to review and comment on the an-
nual plan prepared by the state aging
agency and to include the state aging
agency as a member of the council. It
also fostered capacity building through
collaboration between University Affili-
ated Programs in Developmental Dis-
abilities and university-based gerontol-
ogy centers.

The 1987 amendments to the
Older Americans Act (PL. 100-175)
and subsequent reauthorizations ex-
panded access to aging network services
for older adults with developmental dis-
abilities and their family by: (1) target-
ing older adults with severe disabilities,
(2) allowing disabled dependent adults
under age 60 to be served at congregate
meal sites, and (3) encouraging outreach
to older families caring for adults with
developmental disabilities at home.

In 1989, the Administration on
Developmental Disabilities (ADD) initi-
ated an agreement with the Administra-
tion on Aging (AoA) to: (1) promote
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training on aging and developmental
disabilities, (2) allocate funds for dem-
onstrations, and (3) encourage state
aging and developmental disabilities
agencies to establish memoranda of un-
derstanding. The AoA’s family support
program, The National Family Care-
giver Support Program (NFCSP),
enacted under Title III-E of the Older
Americans Act Amendments of 2000,
has funded states to serve caregivers of
adults age 60 and older and grandparent
caregivers of minor children. While the
initial NFCSP neglected to cover aging
caregivers of adults with developmental
disabilities, language included in the
2005 reauthorization will hopefully
expand coverage to this population. In
addition to the NFCS program, AoA
and the Centers for Medicare and Med-
icaid (CMS), in 2003, jointly developed
the Aging and Disabilities Resource
Centers (ADRCs), coordinated, “one-
stop” informational centers. Currently
there are 43 ADRCs (AoA, 2005) of
which at least 14 specifically target fam-
ilies and individuals with developmental
disabilities.

Future Planning Supports

Concern over the future security
of their relative with developmental dis-
abilities when they are no longer able
to provide care is a source of anxiety
for aging caregivers. Informational, psy-
cho-social, and service system barriers
prevent more than half of families from
making concrete plans for the future
[Heller and Factor, 1993; Freedman
et al.,, 1997]. Key aspects of planning
typically include financial and legal
planning, future living arrangements, and
vocational and recreational supports.
Several initiatives have been developed
to assist aging families in planning for
the future [Susa and Clark, 1996;
Etmanski, 1997; Botsford and Rule,
2004; Heller and Caldwell, 2006]. One
intervention, which adopted a peer sup-
port model and included adults with
developmental disabilities in the plan-
ning process was successful in assisting
families to complete letters of intent,
take actions on residential planning, and
develop a special needs trusts [Heller
and Caldwell, 2006]. This intervention
also led to decreased caregiving burden
and increased opportunities for daily
choice-making of individuals with dis-
abilities. New interventions are recog-
nizing the importance of including sib-
lings in the planning process, as in the
future they are likely to assume caregiv-
ing responsibilities.

140

Towards a National Family
Caregiver Support Agenda

Over 30 pieces of legislation have
been introduced in the 109th Congress
that would address needs of family care-
givers [National Family Caregiver Asso-
ciation, 2006]. One area of proposed
legislation concerns caregiver tax credits
of up to $3,000 tax credit for qualified
caregivers. These proposals were con-
tained in the Long-Term Care and
Retirement Security Act (S. 1244 and
H.R. 2682), Improving Long-Term
Care Choices Act (S. 1602), and the
Ronald Reagan Alzheimer’s Break-
through Act (S. 602 and H.R. 1262). A
second concentration of legislative ac-
tivity includes enhancement of the
Family and Medical Leave Act (FMLA).
Enacted in 1993, the FMLA provides
covered employees up to 12 weeks of
unpaid leave a year for the birth of a
child, adoption of a child, personal
medical leave, or to care for an imme-
diate family member with a “serious

Federal and state
initiatives are addressing
issues of family support

through both
developmental disabilities
and aging services.

health condition.” One likely barrier for
many families is that the leave is cur-
rently unpaid. Several bills have been
introduced to provide partial or full
wage replacement through payroll taxes
or state grants or to expand the qualifi-
cations for leave and definitions of fam-
ily. The Healthy Families Act (S. 1085
and H.R. 1902) has also been proposed,
which would mandate employers with
fifteen or more employees to provide 7
days of paid sick leave per year for
employees to use for themselves or to
care for a family member. The US lags
behind other industrialized countries in
paid leave policies. More than 96 other
countries mandate annual paid leave
and over 139 countries provide paid
sick leave [Pandya et al., 2006]. Finally,
a third recently passed legislation is the
Lifespan Respite Care Act (S. 1283 and
H.R. 3248), which authorizes funding
for state grants to develop coordinated
systems of respite. Respite illustrates
another common area where caregiver
needs transcend age and disability groups.

SUMMARY

With the increasing number and
longer life span of older adults with
developmental disabilities, families are
facing longer periods of caregiving.
Support for these families is small rela-
tive to support for adults living in out
of home settings. Most families adapt
well to having a family member with
disabilities. However, some families,
such as minority families or families of
adults with behavioral challenges are at
risk for poorer physical and mental
health outcomes. Caregiving does seem
to have a negative impact on maternal
employment. Federal and state initia-
tives are addressing issues of family sup-
port through both disabilities and aging
services.

CHALLENGES FOR THE
FUTURE

A broad agenda is suggested to
advance support for families of adult
relatives with developmental disabilities.
Continued efforts need to expand flexi-
ble, consumer-directed supports. Special
attention will need to focus on the
health and social needs of aging care-
givers, particularly those living in pov-
erty and also who are from minority
cultural backgrounds. This includes
efforts to assess needs of family caregiv-
ers, improve access to services, and
increase sensitivity to cultural and lin-
guistic competence. More research is
needed to address the efficacy and effec-
tiveness of various policies and practices
including consumer directed family sup-
ports, psycho-educational supports, and
respite programs on the well-being of
families and adults with developmental
disabilities. Finally we need to expand
our research to incorporate the perspec-
tives of people with disabilities re-
garding their families and the type of
support they want to receive for them-
selves and their families. H
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