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Families have long been
the cornerstone of

caregiving in the United
States. For twenty-Wve
years, we have quoted the
statistic that 80 percent of
the day-to-day assistance
older people receive is pro-
vided by their families
(U.S. General Accounting OYce, 1977). The
clear salience, prevalence, and centrality of fam-
ily caregiving encouraged the development of a
research literature about the multiple layers of
this phenomenon, including motivations, mean-
ings, and interpersonal and personal experiences
of stress, burden, joy, and unfolding family
dynamics. The public policy implications of a
long-term-care system that is built largely on
voluntary, unpaid, and mostly female partici-
pation have also received signiWcant attention
(Stone, 2000).

The recent emergence of options for com-
pensating family caregivers has raised a host of
new issues. Paying family members for provid-
ing care has brought to the forefront policy
questions about the intrusion of public systems
into family life; ethical and ideological issues
about obligation and accountability; and prag-
matic concerns about health, safety, and qual-
ity of services. In addition, compensating family
members who provide long-term care has added

to the growing dialogue
about economics, family
values, and the nature of
“care work.” Understand-
ing the tensions about
paying family members to
provide care requires an
examination of some fun-
damental assumptions

about care and work. What is the diVerence
between the work people do for love and the
work people do for money? What does society
expect and require families to do for love, with-
out expectation of money? What are the rea-
sonable limits to those expectations? Proponents
of compensating family caregivers argue that it
is a way to strengthen, expand, and sustain the
natural support system. Critics of paid family
care worry that compensation for some of the
work will erode family obligation, create a strain
on the public system, and put older people at
greater risk of abuse and poor care.

In this paper we discuss the dilemmas,
debates, assumptions, and evidence regarding
paid family caregiving. While direct payment
to caregivers is the model of compensation that
brings the debate into sharpest focus, it is only
one of several types of compensation. Several
excellent reviews of programs, policies, and
models for compensation of caregivers are avail-
able (see, for example, Stone and Keigher, 1994;
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Polivka, 2001; Linsk et al., 1992; Simon-Rusi-
nowitz et al., in press). In the broadest sense,
Wnancial supports for caregivers can include
direct payment for services provided, tax cred-
its, unpaid leave, and cash allowances to cover
expenses related to caregiving.

Here we focus only on direct payments to
family members for caregiving work. The preva-
lence of this phenomenon has increased signi-
Wcantly over the past decade, as a direct result
of the consumer-direction movement in home
and community-based long-term care. In a
recent inventory, Doty and Flanagan (2002)
identiWed 139 home and community-based sup-
port programs with some consumer-directed
option; half of these programs oVered the
option to older clients. Consumer direction is
both a philosophy and a practice that empha-
sizes the right and ability of consumers to assess
their own care needs, decide how best to have
those needs met, and evaluate the quality of the
services provided. One of the meaningful ways
that consumer direction has been put into prac-
tice is in care-provision programs in which pay-
ers (either government or private plans) allow
individuals to hire and manage their own work-
ers. A signiWcant majority of older people who
have services that they themselves direct choose
to hire a family member (Doty et al., 1999; Dale
et al., 2003). Consumer-directed long-term care,
then, provides a focus for a review of the issues
and evidence related to paying family caregivers.
For purposes of discussion, we have categorized
the issues as ideological, ethical, professional,
and personal-interpersonal. To provide evidence
on each of the issues raised under these cate-
gories, we rely heavily on two consumer direc-
tion programs in Ohio and on the National
Cash and Counseling Demonstration and Eval-
uation project.

IDEOLOGICAL CONCERNS

AND EMPIRICAL REALITIES

U.S. culture places great importance on the
primacy of the family. However, our public poli-
cies related to caregiving reXect a reluctance to
legislate supports for family care. For example,
the United States was very late among indus-
trialized nations to adopt employment policies
in support of family care. The number of pro-

grams and the amount of public expenditure in
support of family caregiving (for children, older
people, or others who need assistance) are very
low. For these reasons, paying family caregivers
represents a signiWcant shift for U.S. policy: use
of public dollars to support what had been con-
sidered a private and obligatory activity, and the
involvement of government in family life.

Critics of paying for family care have voiced
a range of speciWc concerns about how this prac-
tice might undermine social values. If informal
caregivers are paid, critics hypothesize, there
would be a major shift away from caring as part
of normal family responsibility. They suggest
that in this and other ways, payment would
decrease the quality of the caregiving experience
for care recipient and caregiver, with paid services
substituting for unpaid care now provided.
Because family care is the dominant mode of
provision in long-term care, such a shift would
place tremendous burdens on public expendi-
tures. Critics also anticipate that the cost increase
could be compounded by a likely increase in
the number of homecare recipients choosing
this more Xexible beneWt.

To address these concerns, we rely on evi-
dence from recent evaluation studies of con-
sumer-directed programs, in which a high
proportion of consumers have chosen to hire
family members.

In both the Cash and Counseling demon-
stration and the Ohio projects, consumers
received the same dollar allocation that they
would have under the traditional service sys-
tem. This allocation is based on health, func-
tional, and cognitive status. Consumers are then
able to decide on a payment rate for workers,
but the total cost is Wxed. In some instances,
consumers who directed their own care used a
higher rate than that paid to agencies; in other
cases, the rate paid in consumer-directed care
was lower.

In the Ohio programs and in Cash and
Counseling there were diVering policies on
who could be a paid worker. Some programs
did not allow spouses to be paid, while oth-
ers did. All programs paid worker compensa-
tion, unemployment insurance, and Social
Security taxes. Training needs were determined
by the consumer.
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Data from the National Cash and Counsel-
ing Demonstration and Evaluation found sig-
niWcant increases in the satisfaction levels of
both consumers and caregivers (Foster et al.,
2003a; Foster et al., 2003b). Consumers in the
demonstration, about 80 percent of whom
hired family members, reported large and con-
sistently higher rates of satisfaction compared
to a randomized control group (Dale et al.,
2003;Foster et al., 2003a). For example, more
than 90 percent of the demonstration’s con-
sumers older than 65 were very satisWed with
their relationship with their paid caregiver, com-
pared to close to 80 percent for the control
group (Foster et al., 2003a). Just over one-
quarter of control group members felt
neglected by their paid caregiver, compared to
11 percent of demonstration consumers. When
comparing consumers who hired family mem-
bers to those who hired nonfamily workers,
Wndings showed signiWcantly higher satisfac-
tion rates (99 percent versus 91 percent) for
those with family workers (Simon-Rusinowitz
et al., in press). Interviews with caregivers also
showed large and signiWcant diVerences in favor
of the option of hiring family members.
Demonstration program caregivers’ reports of
satisfaction showed them to be signiWcantly
more satisWed with overall care arrangements
and signiWcantly less worried about whether
the care recipients had enough help in their
absence (Foster et al., 2003b).

There did not seem to be any negative eVects
on the overall relationship between the paid fam-
ily caregiver and the consumer. In response to
questions such as whether the caregiver and care
receiver get along very well and whether the cur-
rent relationship is better than at enrollment,
there were no diVerences between the two
groups (Foster et al., 2003b). Caregivers par-
ticipating in the demonstration program were
signiWcantly more likely to talk with consumers
about personal care needs, and the program con-
sumers were signiWcantly more cooperative. Pro-
gram caregivers also reported signiWcantly lower
emotional strain and signiWcantly higher satis-
faction with life. In combination, these data
indicate that there is no evidence in the demon-
stration that family relationships are negatively
aVected by the payment option.

Data from the Cash and Counseling and
from the Elderly Service Program consumer-
directed project in Ohio indicate that when con-
sumers are able to pay family members and oth-
ers, the number of hours of care provided by
family members decreases slightly (Foster et al.,
2003b; Kunkel and Nelson, 2003). The Cash
and Counseling study found no change in the
number of days that family care was provided
(six days per week) but about a 6 percent
decrease in the number of care hours provided
by family members in comparison to the con-
trol group. Preliminary data from the Ohio sites
have shown that nearly half the consumers
reported an increase or no change in the num-
ber of unpaid care hours after implementation,
with about half reporting a reduced number of
hours; the overall average decrease was about
two hours per day.

While the slight reduction in unpaid hours
of care might be used to argue that family sup-
port is being eroded by paid hours of care, there
are other interpretations of these data. For indi-
viduals with high levels of need, who may be
receiving up to twenty-four hours of care per
day, it is logical that paid hours of care might
reduce the unpaid hours of care, since there are
a Wnite number of hours per day. More impor-
tant, we might suggest that a reduction in unpaid
hours of care actually attests to the value of the
program: The consumer’s services needs are
being met, and the caregivers are getting some
respite. Perhaps the discussion should focus not
on whether paid hours of care substitute for
unpaid care, but on how paid family care sup-
ports and sustains the caregiving network.

One factor that could prove to be a limitation
in analysis of the Cash and Counseling project
and the Ohio programs is that consumer access
to all of these was limited. Consumers were
required to demonstrate Wnancial eligibility and
need based on level of disability. Because the vast
majority of older people who reside in the com-
munity are not eligible for Medicaid or other
public programs, the potential pool of program
participants is restricted. Additionally, of those
eligible to participate, approximately 11 percent
chose Cash and Counseling (Foster et al., 2003a).
In one of the Ohio programs, about 10 percent
of the eligible group have chosen to participate
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in consumer direction. In a telephone survey of
Medicaid personal care clients in New Jersey,
researchers (Mahoney et al., 2002) found that
about 40 percent were potentially interested in
a cash option, but older people were 2.7 times less
likely than the younger clients to be interested in
this option. In addition, in all of the consumer-
directed demonstrations, even consumers who
do choose to hire their own workers do not
always hire a family member. Taken together,
the Wndings suggest that these programs do not
bring consumers “out of the woodwork” to use
services they would not otherwise seek.

ETHICAL CONCERNS AND

EMPIRICAL REALITIES

Some of the concerns about paid family care-
giving are related to the values of beneWcence
and avoidance of maleWcence, the desire to do
good and to do no harm. These values trans-
late into a heavy emphasis on protection and
minimizing risk for those receiving publicly
funded services—which critics call well-inten-
tioned but paternalistic. In the early days of
homecare, some suggested that in-home ser-
vice recipients would be at greater risk of receiv-
ing poor quality care. Worker fraud, abuse, and
neglect were expected to be a much greater
problem in the home when compared to the
nursing home setting, because there was only
limited agency supervision in that venue. Iron-
ically, this same logic has been expanded to sug-
gest that family and other non-agency-based
workers present a higher degree of risk than
agency- based workers. Anecdotal reports from
providers and homecare program administra-
tors have identiWed concerns about fraud and
poor quality provided in consumer-directed
programs (Blaser, 1998). In a survey of state-
contracted homecare agency administrators,
Linsk and colleagues (1992) found that fraud
and abuse were the most frequent concerns
about paying family members. The concerns
ranged from potential exploitation of the sys-
tem and of the consumer to failure to provide
the services that were paid for.

Findings from studies of the previously men-
tioned demonstration projects and from an eval-
uation of the California In-Home Supportive
Services Program show no signiWcant diVer-

ences in safety risks between clients receiving
agency-based services and those using consumer-
directed services. On many variables, consumers
under the self-directed model have better health
and safety outcomes. For example, in the Cash
and Counseling demonstration program there
were no diVerences in accident rates or falls, but
consumers with self-directed care were signiW-
cantly less likely to have bedsores or to have seen
a doctor because of a cut or burn (Foster et al.,
2003a). The project also reported large and sig-
niWcant reductions in the proportion of con-
sumers with self-directed care reporting helpers
arriving late or failing to arrive at all and in rates
of theft. A study of the California program, the
largest consumer-directed option in the coun-
try, reported no diVerences on a series of health
and safety measures that examined such areas
as abuse, harmful behaviors, theft, injury, and
neglect (Doty et al., 1999).

Data on quality of service also indicate that
consumers hiring family members report bet-
ter care. For example, among consumers hiring
family members, the Cash and Counseling
demonstration reported large and signiWcant
reductions in the proportion of consumers feel-
ing neglected or being rudely treated by work-
ers. These sizable diVerences also were evident
in satisfaction rates in the delivery of care (Fos-
ter et al., 2003a). Findings from the California
study found self-directed consumers of care to
be more satisWed with the quality of their work-
ers and the services provided (Doty et al., 1999).
Preliminary results from the Ohio demonstra-
tion suggest that consumers who directed their
own care rated the quality of services highly, at
a level equivalent to those receiving agency-
based services (Kunkel and Nelson, 2003).

A Wnal area of concern involved fraud on the
part of the consumer or their family. The three
sites participating in the Cash and Counseling
demonstration invested considerable resources
in monitoring the development of the service
plan and in reviewing expenditures. Using social
service professionals in a support and monitor-
ing role with consumers and a systematic book-
keeping system to assist and review expenditures,
the eVort found minimal auditing concerns.

These demonstration programs clearly sup-
port the notion that consumers can make good
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decisions about their own care, even when fam-
ily members are providing that care. Paid fam-
ily workers did not abuse the system, exploit
the consumer, or fail to provide good services.
Consumers hiring primarily family members
were healthier, safer, and are more satisWed with
services. Program funds appeared to be spent
according to plan.

Based on evidence from consumer direction,
we can argue that paying family caregivers pro-
vides an “acid test” for the notion that beneW-
cence and lack of harm can only be achieved in
a formal, public system. The success of the con-
sumer-employed family caregiver arrangement
suggests that the values of health and safety
might be reframed in ways that engage, and
give primary voice to, the consumer of services,
moving us from paternalism to participation
(Polivka, 2001), with no loss of good care and
no increased harm.

PROFESSIONAL CONCERNS

AND EMPIRICAL REALITIES

One of the issues facing programs in which
consumers can choose whom to hire is how to
manage the beneWt. Programs that use public
resources require monitoring and accountabil-
ity for both services and expenditures. In most
instances, programs use a variant of the home-
care case-manager model. In this model, indi-
viduals—usually called consultants, support
coordinators, or consumer-directed case man-
agers—serve as a resource to consumers in devel-
opment of their service plan and then assist the
program in monitoring program activities. Typ-
ically, support coordinators are experienced in
the traditional long-term-care system and have
had professional training. Shifting from this ori-
entation to one in which the services are driven
by consumer demand can be a programmatic
challenge. As Polivka (2001) has written, “the
largely unquestioned rationale is that profes-
sionals, those assessing needs, should make the
decisions about care because they have the train-
ing and experience necessary to know what is
best for the consumer.”

Focus groups conducted with case managers
working in one of the Ohio demonstrations pro-
vide some insights into the types of concerns
faced by health and social service professionals.

These case managers, who also operated in the
traditional system, expressed some a priori con-
cerns about consumers who employed family
members (Nelson et al., 2002). Several case man-
agers wondered whether services could be deliv-
ered by family members in a way that is
comparable to those provided in the existing sys-
tem. One case manager asked, “What if the client
is happy and the worker is not doing a thing?”
Other concerns included consumer diYculty in
understanding the materials, consumers unwill-
ing or unable to take on responsibility for direct-
ing their services, and concerns about the factors
motivating family members to accept payment
for caregiving. A focus group with consultants
working in the Cash and Counseling demon-
stration also identiWed how diYcult it was to
shift between traditional case management and
this new and diVerent role in consumer-directed
programs (Applebaum et al., 2001).

Observation of demonstration participants
suggests that consumers have been able adjust
to their new roles. Consultants and case man-
agers have described a range of cases in which
the consumer and the family became accom-
plished managers of their care situation. Con-
sumers were able to be more involved in their
services. For example, in the Ohio demonstra-
tion, results of an independent audit found that
program consumers were much more likely than
traditionally managed clients to know who their
case manager was. In addition, these consumers
were very satisWed with the availability of advice
from the case manager.

PERSONAL/INTERPERSONAL ISSUES: 
CARE AS A COMMODITY

The caregiver–care recipient relationship can
be emotional, intense, and challenging, whether
the individual providing services is a family
member or not. “Care work” is an inherently
problematic concept in U.S. culture. How can
something so clearly emotional in content and
motivation as “care” be considered “work”?
“Paid caregiving” is similarly incongruous. If
care is something we give, from the heart,
doesn’t the introduction of payment demean
that dimension of the relationship? These ques-
tions are magniWed when the person being paid
for care work is a family member.
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These diYcult philosophical concerns can be
better tackled when put into cultural context and
translated into more speciWc questions. When
considering the cultural values that shape the
debate, we Wnd that the deep concern over main-
taining lines between the work we do for love
and the work we do for money, between “care”
and “work,” is unique to the United States. Linsk
and colleagues (1992) document the “remark-
able worldwide expansion of provisions in sup-
port of caregivers,” and the prevalence of policies
of government compensation for family and
other informal care providers that has been wide-
spread for a number of years. Whereas, as noted
earlier, in the United States we have placed
greater value on the separation of government
and family as a reXection of the value we place on
the primacy of the family. That the introduction
of public dollars into the private family domain
of caregiving would cause concern in the United
States is, therefore, predictable.

We can address that concern more directly
in the form of two speciWc and interrelated
issues: how and whether payment changes the
relationship between caregiver and care receiver,
and the diYculties old and frail consumers may
have in taking on the role of employer of their
own family members. Does payment change
the caregiver–care recipient relationship? Prob-
ably so. However, the assumption that these
changes must be negative has not been borne
out by the demonstration projects. In focus
groups and phone interviews, consumers con-
sistently talk about the sense of empowerment
that they get from being in charge of their own
workers and their own services. They also con-
sistently report that hiring their own worker—
very often family members—makes them feel
more secure and more in charge of their lives.
They were more conWdent that their workers
would show up. They were hiring people they
knew, people who knew them and their pref-
erences, people they trusted.

In exchange for receiving services from a
trusted worker, these consumers are able to give
them something tangible in return: money. The
demonstration programs typically arrange for
the workers’ paychecks to be sent to the con-
sumers, who, as employers, can hand them to
their employees. This practice helps to make

roles and responsibilities clear and helps to even
out the balance in relationships between the
caregiver and the care receiver. Empowered con-
sumers seem to be successful at managing their
workers, giving feedback, and making sure that
their services are being provided in the best way
possible. Earlier discussion in this paper pointed
out that fraud and abuse were not signiWcant
problems in consumer-employed provider mod-
els. This Wnding, and the overall sense of
empowerment and responsibility voiced by con-
sumers, supports the notion that consumers,
even when they are old and frail, can manage
their workers successfully, even with the overlay
of family dynamics.

Caregivers also appreciate role clarity and
recognition of their work. Linsk and colleagues
(1992) found that family caregivers were the
most positive (compared to policy makers, pro-
gram administrators, agency service providers,
and consumers) about programs that compen-
sated family care. Even though they sometimes
felt overwhelmed by their caregiving responsi-
bilities, the family caregivers appreciated the
program for helping their family member stay
at home. Caregivers also reported that they felt
the program supported the family, acknowl-
edged their work, and had positive eVects on
family relationships (1992: 217). Some caregivers
suggested that payments allowed expression of
love and caring (1992: 221), illustrating that
sometimes there is no diVerence in the work
we do for love and the work we do for money.

CONCLUSION

Families have long been the bedrock of long-
term care, and all indicators suggest that they
will continue to be so in the future. Despite this
strong foundation, societal changes in such areas
as longevity patterns, workforce participation,
and family composition suggest that caregiving
will grow in both importance and diYculty.
Social policy in support of family care must con-
tinue to evolve.

This paper contributes to the growing liter-
ature that indicates that paying family members
works. Empirical evidence from well-designed
research demonstrates that recipients of paid
family care are more satisWed, as are the care-
givers. Anecdotal concerns about neglect, safety,
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and negative eVects on family relationships have
been dispelled in the studies now available.
Although the policy debates about paying fam-
ily members will continue, this work reinforces
earlier studies in concluding that caring for love
and money is possible, and, for some, desirable.
Compensating family workers, and having con-
sumers hire and manage their own workers, can
be good for consumers, family members, and
the long-term-care system overall. �
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