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FOUR DECADES OF SCHOLARSHIP and changing
public policy on family and informal caregiv-
ing for older adults have brought us far, but
we have far yet to go. Many issues and con-
cerns raised long ago (Abel, 1986; Brody, 1985;
Kane & Penrod, 1995; Troll, 1982) continue to
confront us today as a result of their complex-
ity and the limitations of scholarship and pub-
lic policy on this important issue.

Modern scholarly interest in family care-
giving dates to the 1960s, when Shanas and
Streib’s (1965) groundbreaking examination of
the “myth of the abandoned elderly” showed
that earlier predictions about the “demise of
the extended family” (Parsons & Bales, 1955)
were greatly exaggerated. Families were not
abandoning their older members, but many
were experiencing substantial challenges in
providing care. Changes in family composi-
tion, community support networks, and labor
force participation all reduced the capacity of
families and other informal support systems to
provide the assistance disabled older adults

needed. Scholars and clinicians began to be-

lieve that older adult care constituted a crisis
for families (Brody, 1966) that led to “caregiver
burden,” a construct that has framed much of
the caregiving research over the past 40 years.
Interest in family caregiving expanded in
the 1970s with studies such as Troll’s examina-
tions of intergenerational family relationships
(Troll, 1971), Cantor’s (1991) hierarchical
model of family care, Archbold’s (1983) inves-
tigations of parent care, and the development
of caregiver-burden measurement tools such
as the widely used Zarit Burden Interview.
This period was also notable for the publica-
tion of self-help books for family caregivers,
including You and Your Aging Parent (Silver-
stone & Hyman, 1976) and The 36-Hour Day
(Mace & Rabins, 1981), and for the founding of
caregiver support organizations such as the
Alzheimer’s Disease and Related Disorders
Association (renamed the Alzheimer’s As-
sociation) and the Family Survival Project
(now called the Family Caregiver Alliance).
The 1980s saw the conducting of the first

national surveys of informal caregivers for

Journal of Social Work Education, Vol. 44, No. 3 (Fall 2008); Supplement.
Reprinted with permission from the American Journal of Nursing 108(9), 16-22 (2008). 17



18 JOURNAL OF SOCIAL WORK EDUCATION

disabled older adults—the U.S. Department of
Health and Human Services” National Long
Term Care Surveys (Stone et al., 1987) and the
AARP/Travelers Foundation (1988) National
Survey of Caregivers. The effect of caregiving
on employment (Scharlach et al., 1991; Sub-
committee on Human Services, 1988) received
increased attention, but not as much as the
even greater effect employment has on fami-
lies providing direct care for older adults
(Scharlach et al., in press). In 1983, hospice
care became reimbursable under Medicare,
enabling terminally ill individuals and their
families to receive in-home nursing care along
with psychosocial support services. In 1989,
Connecticut became the first state to pass leg-
islation that explicitly granted workers the
right to unpaid leave with job protection so
they could care for a seriously ill parent,
spouse, or child.

The 1993 federal Family and Medical
Leave Act made the United States one of the
few countries to grant workers the right to
unpaid leave in order to care for a parent,
spouse, or child with a serious health condi-
tion. At about the same time, the United
Kingdom passed the Carers (Recognition and
Services) Act, which established the right of
family members to have their own needs
assessed when a disabled relative entered the
community care system. The National Alli-
ance for Caregiving was founded in the Uni-
ted States in 1996; in conjunction with AARP,
it conducted the Family Caregiving in the U.S.
national survey in 1997. Several other studies
of caregiving prevalence and needs also took
place in the 1990s, as did a number of inten-
sive, rigorously designed evaluations of inter-

ventions intended to alleviate caregiver dis-

tress (Brodaty et al., 1994; Mittelman et al,,
1995) and more conceptually sophisticated
explorations of the caregiving stress process
(Pearlin et al., 1990). The physiologic and psy-
chological toll of the chronic stress experi-
enced by caregivers was recognized (Kiecolt-
Glaser et al., 1991).

The past decade has brought increasing
attention to aging baby boomers with regard
to both their current caregiving responsibili-
ties and their own future care needs. The 2000
reauthorization of the Older Americans Act
created the National Family Caregiver Sup-
port Program (NFCSP), allocating resources to
providing support services to family care-
givers. Administered by state and local agen-
cies on aging, the NFCSP has been shown in
preliminary evidence to reduce caregiver
knowledge gaps and unmet needs (Dal Santo
et al., n.d.). In 2006, Congress passed, but has-
n’t yet funded, the Lifespan Respite Care Act
to promote development by the states of “a
coordinated system of accessible, community-
based respite care services for family care-
givers of children or adults with special
needs” (Lifespan Respite Care Act of 2006). In
2003, California enacted the country’s first
paid family leave policy, which grants work-
ers who take leave to care for ill or disabled
relatives the right to receive payments
through employee contributions to state dis-
ability insurance funds.

Support systems for family caregivers
have been affected by changes that have made
social work and nursing more managerial than
clinical. Funding and regulatory constraints
and an increased emphasis on individual
accountability have shifted their emphasis to

providing information and referrals rather



than discharge planning and care manage-
ment. In general, families are on their own to a
greater degree than they have been in decades.

Caregiving research has also evolved,
using increasingly sophisticated analytic tools
to address complex conceptual models. For
example, the Resources for Enhancing
Alzheimer’s Caregiver Health project evaluat-
ed interventions designed to reduce caregiver
distress, whereas Medicaid’s ongoing Cash
and Counseling program examines the effect
of long-term care policies and programs on
family caregivers. The advances gained in
understanding have led to family caregiving
now being viewed as a complex process that
affects and is affected by gender, culture,
socioeconomic status, and lifespan develop-

mental processes.

Changing Characteristics of Family
Caregivers

Family caregivers have changed during the
past two decades, reflecting national trends as
well as greater options for care. The four most
recent National Long Term Care surveys
(Spillman & Black, 2005; Wolff & Kasper, 2006)
and three national household caregiver sur-
veys conducted in collaboration with AARP
(AARP & The Travelers Foundation, 1988;
National Alliance for Caregiving & AARP,
1997, 2004), revealed some relatively consis-

tent trends in family life over the past 20 years:

¢ Men have taken on more caregiving
responsibilities, although women still
make up more than 60% of caregivers.

e Like the general population, caregiving
families have become more diverse racial-

ly and ethnically.
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e Fewer caregivers are married than those
20 years ago, and fewer are caring for a
spouse.

e Fewer caregivers live with their care
recipient, and more live at least 20 min-
utes away.

e Caregiving is more likely to be done by
one person, and caregivers generally have

less time for family or friends.

The types of care provided are changing
as well. Today’s primary caregivers frequent-
ly care for persons with high levels of disabil-
ity, rather than shopping, transporting, and
doing household chores for more able older
adults. Approximately 30% of all disabled
older adults receive no human assistance of
any kind, making use instead of assistive de-
vices such as microwave ovens and walkers
(Spillman & Black, 2005).

Who Is a Caregiver?

The 1982 National Long Term Care Survey
estimated that 2.2 million American house-
holds were providing assistance to disabled
elderly relatives (Stone et al., 1987), and the
prevalence now is substantially higher. The
2003 Caregiving in the U.S. survey put the
number caring for someone age 65 or older at
9.5 million households—more than 18 million
adults—and another 4.9 million households—
9.5 million more adults—had done so within
the previous year.

Estimates of the total number of care-
givers vary from 3 million (Mack et al., 2005)
to 52 million (U.S. Department of Health and
Human Services, 1998), with discrepancies
likely arising from differences in the popula-

tions studied and the way caregiving was
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defined. Studies also vary in their selection cri-
teria, such as the age of the care recipient, the
level and type of impairment, and the type
and amount of assistance provided. These dif-
ferences reflect scholars’ and the public’s
ambiguity over who is a caregiver. Indeed, the
2001 AARP Caregiver Identification Study
found that 44% of respondents who were pro-
viding informal care did not identify them-
selves as “caregivers” (Kutner, 2001). Cultural
differences among ethnic groups have also
been found to affect people’s self-identification
as caregivers as opposed to being family mem-
bers simply fulfilling familial roles (Scharlach
et al., 2006a).

Matching Interventions to
Caregiver Needs

To determine what interventions will best
assist a particular caregiver, it is useful to sep-
arate caregivers’ functions into general types:
hands-on care and close supervision, house-
hold care, and care coordination. In addition,
caregivers both give and need social support.
More than one type of care and one kind of
intervention may be needed within the same
care situation.

Hands-on care and close supervision involves
physically demanding care responsibilities,
and family caregivers have been found to ben-
efit from various types of respite care (Dal
Santo et al., 2007) and from customized train-
ing and assistance (Mittelman et al., 1995).
Household care, including housework, meal
preparation, shopping, transportation, and
other basic tasks, may be eased by technologic
developments such as microwave ovens, assis-

tive devices, and programs such as grocery

and meal delivery and paratransit services.
Care coordination involves obtaining informa-
tion about resources; arranging for, monitor-
ing, and paying for care; and responding to
unmet needs—all responsibilities that might
be made less burdensome with assistance
from the NFCSP (Scharlach et al., in press).
Social and emotional support is provided to
some extent by all caregivers. In addition,
caregivers themselves may experience emo-
tional distress as a result of, for example, con-
flict with other family members, compassion
fatigue, or changes in the care recipient’s abil-
ity to function. Caregivers experiencing emo-
tional effects are especially likely to utilize
some form of counseling (Dal Santo et al,,
2207). Cognitive behavioral psychoeducation-
al support groups, for example, have been
shown to be very effective in reducing anger
and depression in family caregivers who are
caring for older adults with dementia
(Gallagher-Thompson et al., 2003).

The Family Context

The caregiving literature generally has consid-
ered family caregivers to be independent
actors who provide unilateral assistance to
objectified, dependent care recipients. But the
care recipient’s ability to perform “self-care”
and give other tangible and intangible contri-
butions to caregivers and other family mem-
bers belies the ageist view of disabled older
adults as objects requiring care. Actually, the
care process is embedded within complex
relationships and historic patterns of behavior
and involves the entire social support net-
work. Nearly half of disabled older adults
have multiple family helpers (Wolff & Kasper,



2006), especially among nonwhites and His-
panics (Pinquart & Sorenson, 2005). Moreover,
there is ample evidence that older adult
impairment reverberates throughout the fam-
ily system and that families can be a source of
support as well as a source of additional stress
for both caregivers and care recipients (Schar-
lach et al., 2006b; Semple, 1992).

The costs and benefits of caregiving are
determined not only by the care recipient’s
needs, but also by family relationships and
norms (Archbold et al., 1990). These result
from lifelong structural factors, including
hierarchies of privilege associated with gen-
der, social class, sexual orientation, race, and
ethnicity. Moreover, in contrast to the familiar
emphasis on caregiver burden, caregivers fre-
quently say that the rewards exceed the costs
involved (Kane & Penrod, 1993; Scharlach,
1994), contending that caring for a loved one
affirms personal and family values, strength-
ens family bonds, teaches life lessons, and cre-
ates stories and myths that contribute to per-
sonal resilience and development. For some
families, maximizing benefits such as these
may be more important than minimizing care-
giver distress.

Care recipients also experience costs as
well as benefits. Although caregiving scholar-
ship seems to be more concerned about the
effect of care on the caregiver, caregiver char-
acteristics clearly influence the care recipient’s
well-being. For example, while caregiver em-
ployment has primarily been considered to be
a problem for the caregivers, their care recipi-
ents are more likely to experience difficulties
such as service problems and unmet care

needs (Scharlach et al., in press).
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Integrating Caregiver and Long-Term
Care Policies

Caregiving and long-term care policies current-
ly are separate, with caregiving public policy
measures set out in Title III-E of the Older
Americans Act, the Family and Medical Leave
Act, and state caregiver programs, and long-
term care policy primarily controlled by Med-
icaid, Medicare, and state and local community-
based long-term care programs. In practice,
however, policy and programs are inseparable.
Indeed, the explicit rationale behind Title III-E
and other caregiver support policies and pro-
grams is to enable families to provide care for
people with disabilities, thereby reducing the
likelihood of their needing more intensive resi-
dential care, which has associated public ex-
penditures (Administration on Aging, 2004).
The Centers for Medicare and Medicaid Serv-
ices (CMS) established a Caregiver Workgroup
that meets quarterly and includes representa-
tives of caregiver, aging, and disease-specific
organizations; federal agencies; employers;
and others. However, fragmented service de-
livery systems, conflicting financing models,
and inadequate continuity of care hamper pol-
icy integration.

Long-term care policies, such as Medicaid
policies on home care, inevitably affect care-
givers. Some community-based long-term
care programs, such as adult day care, have
been found to have a greater effect on care-
givers than on older adult participants.
Moreover, current federal and state efforts to
“rebalance” the long-term care system by re-
ducing access to nursing home care, prompt-

ed by cost-saving efforts and the Supreme
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Court’s 1999 Olmstead decision (Olmstead v.
L.C.) requiring states to place qualified people
with mental disabilities in communities rather
than institutions, likely will increase demands
on families and other informal supports.
Rebalancing plans envision providing in-
creased support to community-based long-
term care services, but cost-saving expecta-
tions and prior experience in deinstitutionaliz-
ing people with chronic mental illness suggest
that these measures may not be able to offset
the added stress on families and communities.

The distinction between family caregiv-
ing and formal care is even becoming ambigu-
ous with the advent of Cash and Counseling
and other Medicaid waiver programs that
allow disabled adults to use Medicaid funds
to pay family members for providing care that
otherwise might be provided by paraprofes-
sionals. Policymakers will have to determine
whether informal caregivers who provide
skilled or semiskilled care are entitled to basic
worker protections, including time off, dis-
ability insurance, and adequate compensa-
tion, and whether they will be expected to
meet basic standards in the amount and qual-
ity of care they provide.

Although the goal of integrating caregiv-
er and long-term care policy seems rather
straightforward—providing for adequate
older adult care and well-being without un-
due hardship for family members—it includes
challenging policy dilemmas that involve
societal norms about family members’ roles
when an older adult relative is ill. A number
of recent efforts (Eckenwiler, 2007; Levine,
2006; World Health Organization, 2002) have

documented unresolved issues such as:

¢  Whether adequate long-term care is a
right, and, if so, of whom—all older adults
or only those who meet certain criteria?

¢ How much care families should be expect-
ed to provide. As of 2005, 30 states had fil-
ial responsibility laws requiring adult chil-
dren to provide care to impoverished par-
ents. Section 4400 of the California Family
Code, for example, allows elderly parents
to sue their adult children for financial
support (Wise, 2002).

¢ How much caregiver distress is too
much? Is relief from distress a right of all
caregivers, or only of those who suffer
tangible or intangible costs that reach
some vaguely defined sociocultural level?
Should caregivers who experience “un-
due hardship” be entitled to some form of
residual compensation?

¢ Whose needs predominate when care
recipient well-being conflicts with caregiv-
er well-being? Recent public policies, such
as the CMS’s New Freedom Initiative, the
Health Insurance Portability and Accoun-
tability Act, and the Cash and Counseling
program, are increasingly recognizing the
rights of persons, including those with dis-
abilities, to make decisions, control re-
sources, and protect the privacy of their
health information, but they pay little or no
attention to their potential effect on families.

Promising Private-Sector
Developments

A central emphasis in caregiving and long-
term care policy for the past 25 years has been
on convincing Americans that they will need

long-term care but cannot expect the govern-



ment or their families to provide it. Never-
theless, private-sector responses to the needs of
caregivers and disabled older adults have
received relatively little scholarly attention.
Family caregivers are directly affected by
private-sector initiatives such as efforts to
organize and regulate the home care work-
force, the development of private long-term
care insurance products, employer sponsor-
ship of elder care programs and benefits, and
the dramatic growth in assisted living facilities.

Technologic innovations may ease caregiv-
ing by making information more accessible and
reducing the need for hands-on care. New Web
sites offering information and social network-
ing for family caregivers include www.caregiv-
ing.com, www.caring.com, www.care.com, and
www.strengthforcaring.com; some evidence
suggests that online caregiver support can
reduce caregiver strain and depression (Beau-
champ et al., 2005). Videophones and other
devices that enhance communication between
caregivers and care recipients and among mul-
tiple caregivers (Parker Oliver et al., 2005) are
promising advances, as are technologic instru-
ments and devices that can be used at home
(Smith, 1996). “Smart homes” reduce the need
for hands-on care with supportive features such
as stoves that shut themselves off, toilets cus-
tomized to individual hygienic needs, mobility
supports such as handrails that adjust automat-
ically to the correct height, and home monitor-
ing systems. (See “Technology and Web-Based
Support” on p. 75.)

Looking Ahead

Families are changing at a dizzying pace.

Changes in family composition, cultural
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diversity, geographic mobility, and societal
norms, coupled with increasing numbers of
older adults living with high levels of disabil-
ity, are changing how caregiving for older
adults is balanced among families, informal
networks, and formal supports. Social policy,
practice models, and empirical research have
not kept pace with these changes. This coun-
try has yet to develop a comprehensive, inte-
grated, long-term care system that views
informal caregivers both as care partners and
as service recipients in their own right.
Moreover, recent policy changes designed to
reduce government expenditures put families
at risk for having to take on even greater care
responsibilities.

For better and for worse, communication
and technologic interventions are gradually
replacing some forms of direct human contact.
It is still unclear whether older adults and
their caregivers will become more isolated or
whether new social contracts within families
and between families and society will arise,
rooted in the belief that even disabled older
adults have a contribution to make, that they
deserve to have their basic needs met, and
that families should not be solely responsible
for meeting those needs.

We have come a long way in the past 40

years. We still have a long way to go.
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