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Payments to Families Who Provide Care: 
 

An Option That Should Be Available 
 

By Lori Simon-Rusinowitz, Kevin J. Mahoney, and A. E. Benjamin
 
The critical role of families, especially women, in providing care to elderly relatives (as well as younger relatives 
with disabilities) is well established. According to the 1990 Survey of Program Participants, 83 percent of 
community-dwelling people with chronic disabilities under age 65, and 73 percent of these individuals over age 65 
rely only on informal (unpaid) care. Assistance with activities of daily living—including eating, bathing, dressing, 
using the toilet, and transferring from bed to chair, for example, as well as varied household tasks—provided by 
informal caregivers is often a key factor in determining whether a person with disabilities can live in a community 
setting or needs to be in an institutional setting (Stone, 1995). Despite this important role, the practice of paying 
relatives who provide this critical care is considered controversial in this country—raising issues of appropriate 
public-private responsibility, oversight, and fears of exploding public costs for services primarily provided for free. 
This article will explore why an option should be available to pay family members who provide care to their 
disabled relatives. While this option may not be appropriate for or desired by everyone, it should be available for 
those who choose it. The discussion begins with a definition of payments to family caregivers and identifies key 
benefits of this policy.  It continues with a review of research on this topic, and concludes with an overview of 
ethical and practical issues in designing such an option. 
 
DEFINITION AND BENEFITS 

Public-sector payments to family caregivers have recently been envisioned in numerous ways — ranging from 
coverage of a limited amount of respite care under Medicare to tax credits to individuals who provide dependent 
care for household members with disabilities. But the way the debate over public payments to family caregivers 
typically unfolds, and the way we will treat it here, is limited to whether family members should be eligible 
providers in state (Medicaid) programs delivering personal assistance services. Such programs generally identify 
unmet needs for these services and then authorize a given number of hours of care to be provided by a homecare 
agency, or in some states, an independent provider. Currently, federal Medicaid policy bars legally liable relatives 
from serving as authorized providers but permits all other relatives to do so. This discussion highlights the following 
key benefits to offering payment to families caring for their relatives: improving gender and class justice by placing 
a monetary value on the labor of a primarily female, low-income workforce; increasing consumer choice and the 
quality of care; and increasing the worker supply. 

 
Although men participate in caring for relatives with disabilities (Harris, 1998), the bulk of caregiving is provided 

by female relatives. According to Osterbusch and colleagues (1987), the “feminized structure of family caregiving 
raises issues of equity because, in order to fulfill what can be viewed as both a private and public responsibility, 
women must often forgo other opportunities and the freedom to make choices that may be critical for their well-
being.”  The financial aspects of caregiving are likely to affect caregivers’ present and future well-being if 
caregivers discontinue or limit their workforce participation (Pavalko and Artis, 1997). Time away from the 
workforce limits one’s ability to support one’s self especially if one is not compensated, however minimally, for 
work one is doing. In addition, caregivers who leave the workforce will be unable to accumulate retirement savings, 
contribute to Social Security, and earn Social Security work credits. 

 
This issue is especially important to consider for people who are most vulnerable to becoming impoverished in 

their later years—low-wage, minority women (Ozawa, 1993). Low-wage workers are most likely to limit or forgo 
employment for caregiving demands as their “opportunity costs” (i.e., lost or lowered salary) will be less than the 
costs for higher-wage workers. Thus, an opportunity to be paid for some of their caregiving labor (the same wage 
level as unrelated workers) could allow these women to provide needed care for a relative with disabilities while 
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addressing their current and future financial needs. For those low-income people with minimal education, work 
skills, and experience, employment options may be limited. Paying family caregivers will attract some relatives who 
are outside the workforce, not currently assisting their needy family, and draw them into regular paid employment. 
For those family members who are employed, paying them for their personal assistance work will make it easier for 
them to make a commitment to that work, decrease the financial penalty associated with it, and legitimize their work 
at a modest public cost.The ability to hire whomever one wants — including a relative—to provide services can 
empower consumers by maximizing choice and contributing to their satisfaction with services. Initial findings from 
a federally funded study of personal assistance services in California suggest that for outcomes like client safety and 
client satisfaction, those self-directed clients who hired family providers had more positive outcomes than self-
directed clients with nonfamily providers and clients with agency providers. Some clients with family providers had 
concerns about being too reliant on family members for help, but overall the study indicated that family caregiving 
and client well-being were strongly related (Benjamin et al., 1998). Two other studies of homecare clients spanning 
four states found that consumers were happier with their care when they had more control over their services, 
including items such as choosing their own workers (Doty, Kasper, and Litvak, 1996; Bames and Sutherland, 1995). 
A relative may understand a consumer’s ethnic and cultural preferences, may speak the consumer’s native language 
and cook ethnic foods that the consumer enjoys. In addition, consumers may feel safer having a relative in their 
home, rather than a stranger. 

 
Finally, the option to pay family members to provide care for their relatives with disabilities may expand the 

frequently limited personal care worker supply. While some family members would not consider providing 
caregiving services to a stranger, they would become a caregiver for a relative for whom they feel affection or filial 
obligation. In a study of paid family caregivers in Michigan, caregivers explained that the low wages were not 
enough to encourage them to provide services, and they wouldn’t do so unless they truly cared (Keigher and 
Murphy, 1992). One respondent explained: “If the state told me they would pay me to care for somebody else for the 
money I am getting, I would say forget it—for that amount of money for what I’m doing?  There has to be love 
involved because the money certainly wouldn’t make somebody go in and do something like (I do)?’ Preliminary 
findings from the California study suggest that perhaps one-fifth of family members paid to assist clients had not 
done so before entering the program as a paid provider. Thus, they were drawn into service provision at least in part 
by the remunerative nature of the work. There is other evidence, less easily quantified, that regular payment assures 
reliable service provision over time. In the California study, family caregivers seem to have longer tenure in the job 
than unrelated providers (Benjamin et al, 1998). 
 
RESEARCH ON PAYING 
FAMILY CAREGIVERS 

Research on payments to family caregivers has primarily addressed policy and program issues, including the 
extent of such payment programs and their features (Linsk et al., 1986; England et al., 1989; Burwell, 1986), 
attitudes of administrators and policy makers about family payments (Linsk et al., 1986), consumer-directed 
homecare approaches, including family providers (Sabatino, 1990), family payments as an incentive to caregivers 
(Biegel, 1986), and evaluation of specific programs (Whitfield and Krompholz, 1981). Until recently, only one small 
study (Keigher and Murphy, 1992) addressed the views of consumers and their families. The previously mentioned 
report on California’s In-Home Supportive Services Program, which includes many paid family caregivers, 
describes views of consumers and providers about this arrangement (Benjamin et al., 1998). Recent research assessing 
consumers’ preferences for a consumer-directed cash benefit, which permits hiring relatives as workers, offers 
further information from this perspective (Simon-Rusinowitz et al., in press). This discussion briefly reviews 
findings from key research. 

 
While payment to family members who care for relatives with disabilities is still considered controversial in this 

country, this practice is widespread here and abroad. Linsk and colleagues (Linsk, Keigher and Osterbusch, 1988; 
England et al., 1989) surveyed state programs in all U.S. states and territories in 1985 and 1990 to assess the extent 
to which jurisdictions permit public payments for family caregiving. In 1985, thirty-five jurisdictions (thirty-three 
states plus the District of Columbia and Puerto Rico), or 70 percent of those responding, reported permitting some 
type of payment to relatives who provide homecare services. In 1990, thirty-seven jurisdictions (thirty-three states 
plus the District of Columbia and Puerto Rico), or 69 percent of those responding, indicated permitting some form 
of such payments. 

  Fall 1998 71 



Reprinted with permission from Generations, 22:3, pp 69-75, Fall 1998.  Copyright 1998 American Society on 
Aging, San Francisco, California.  www.asaging.org. 

 
On a federal level, the Veterans Administration’s HouseBound Aide and Attendance Allowance Program 

provides a cash benefit to veterans with disabilities so they may pay whomever they choose to provide personal 
assistance, including a relative. A 1987 evaluation of this program reported 220,000 veterans in this program (Grana 
and Yamishiro, 1987). Finally, many advanced industrial societies have publicly funded programs that provide cash 
benefits to people with disabilities to allow them to purchase personal assistance and other disability-related 
services. Some of these programs (in Germany and the Netherlands, for example) provide cash benefits directly to 
consumers while others offer payments directly to caregiving families (Linsk et al., 1992; Cameron and Firman, 
1995). 

 
In 1985, Linsk and colleagues studied payments to family caregivers in the Illinois Community Care Program to 

guide Illinois policy makers and leaders in determining whether this caregiving arrangement should be expanded, 
modified, or discontinued. The study consisted of a mail questionnaire completed by seventy-six (of the program’s 
177) homecare agency administrators (who were responsible for hiring and supervising paid family caregivers) and in-
depth interviews with nineteen policy experts (Linsk et al., 1992; Simon-Rusinowitz, 1987). This research assessed 
respondents’ views about the policy’s impact on homecare agencies, consumers, and government agencies and 
found varying levels of policy support with respondents speaking to both advantages and disadvantages of paying 
family caregivers. In regard to the impact on homecare agencies, respondents focused on agency problems such as 
difficulty monitoring and training family workers; however, they acknowledged advantages such as easing worker 
shortages in difficult-to-serve areas and finding workers for “hard to serve” clients. 

 
The majority of respondents saw advantages of the policy for consumers and their families, including better 

quality care, improved consumer satisfaction, and economic benefits for consumers and families. Respondents 
expressed concern, however, about possible negative impacts from mixing business and family relationships and 
family conflicts affecting caregiving. When asked about the policy’s impact on government agencies, the majority 
spoke about potential negative effects including increased government costs due to what were termed policy abuses 
(those mentioned were consumers “coming out of the woodwork” to claim the benefit and paid care substituting for 
care previously provided without pay) and relatives accepting pay without providing services. Conversely, some 
respondents who had experience with paid family caregivers were unconcerned about these problems and described 
consumers as typically wanting to maintain their independence, asking for as little help as possible, and sometimes 
refusing services offered. 

 
In summary, while respondents were generally reluctant to support such a policy their comments reflected 

contradiction and confusion about the outcomes of paying family caregivers. At times the same individuals spoke 
enthusiastically about both policy benefits and disadvantages. In addition, respondents generally focused upon the 
problem case that created a lasting fear. One agency administrator’s explanation typified many respondents: “When 
the situation works well, it works well, but the few times problems occur they are ‘horrible?” When asked about the 
frequency of major problems, this respondent estimated two cases out of five thousand. The authors concluded that 
the option to pay family caregivers should be expanded and encouraged further research to test various models in 
which this arrangement could be offered. 

 
As background research for the Cash and Counseling Demonstration and Evaluation (CCDE), the University of 

Maryland Center on Aging has conducted telephone surveys and focus groups with Medicaid personal care 
consumers in Arkansas, Florida, New Jersey, and New York to assess their preferences for a cash benefit that allows 
them to hire their own worker versus traditional agency-delivered services (Simon-Rusinowitz et al., in press; 
unpublished data). Each survey asked whether specific program features would make consumers interested in the 
cash option, including the ability to “hire whomever you wanted to provide services, even a friend or relative?’ A 
range of 86 percent to 93 percent of respondents (in all four states) who were interested in the cash option indicated 
that this feature contributed to their interest in this option. 
  

While the survey asked about hiring a “friend or relative” the focus group discussions explored preferences of 
consumers and surrogates for either option.  Contrary to the primarily positive views of elderly consumer-family 
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dyads reported by Keigher and Murphy (1992), the idea of hiring a relative to be one’s worker drew mixed 
responses from focus group participants in New York and Florida. Older and younger consumers saw both benefits, 
such as being able to reward a young relative for providing assistance, and possible problems, explaining “It’s like 
buying a car from a relative. When it goes wrong, you’re kind of caught?’ Parents of children with developmental 
disabilities overwhelmingly supported the idea of hiring a relative, explaining that they would trust a relative more 
than a stranger and would feel better being able to pay relatives rather than impose on them for care.  As the CCDE 
unfolds, we will learn more about which consumers arc interested in hiring relatives as their providers, as well as 
those who are unlikely to choose this option. 
 
EXAMPLES OF ETHICAL 
AND PRACTICAL ISSUES 

One way to see how a public program that allows payments to family caregivers would work is to examine a real-
life example, highlighting how ethical and practical decisions actually play out. Such an example is provided by the 
CCDE, set to get under way in the full of 1998. In the four demonstration states, recipients of Medicaid personal 
assistance services (personal care clients in Arkansas, New Jersey, and New York and home- and community-based 
services waiver clients in Florida) enter the system much as they did prior to the demonstration. They receive an 
assessment (or reassessment) that takes account of existing formal and informal supports (including care regularly 
provided by family members), and thus identifies unmet needs for personal assistance services. Unmet needs serve 
as the basis for a care plan, which spells out the number of approved hours of service that the consumer is entitled to 
under the Medicaid program. For the demonstration, consumers who have passed through a screening process are 
then given the option of receiving agency-delivered services (the traditional approach) or their cash equivalent. 
(Consumers who are not totally capable of self-direction are given the opportunity to select a representative 
decision-maker to act on their behalf.) Interested clients will then be randomly assigned to the cash treatment group 
or the traditional system, the control group. The evaluation will measure effects of the cash option on the number 
and type of personal assistance services received, quality of care, consumer satisfaction, and costs, along with 
impacts on formal and informal caregivers. 

 
Consumers in the cash treatment group begin by developing a plan for use of the cash. This plan must be 

approved by their counselor.  In general, this Medicaid money can be used for (and only for) personal assistance 
services in-eluding personal care assistants, home renovations, and assistive devices. This is where the possibility of 
payment to family caregivers comes in. If consumers choose to use some or all of their funds to hire personal care 
assistants, they are responsible for hiring, scheduling, training, managing, and potentially firing such assistants. 
Traditional Medicaid rules forbidding the hiring of (legally responsible) relatives are removed, so the clients can hire 
whomever they wish. 

 
Three aspects of the CCDE support consumers and mitigate against potential problems with hiring family 

members as personal care workers. These include (1) the availability and in some cases requirement of services of 
fiscal intermediaries, who can play a vital role in assuring that workers are not open to exploitation, mitigating 
against the possibility of fraud and abuse; (2) a range of supportive counseling services—including assistance in 
locating workers and providing back-up available to consumers as needed and wanted; and regular monitoring. 
 
ADDRESSING THE CONCERNS 

Despite such safeguards, those who, like Jean Blaser in the accompanying article, oppose paying family 
caregivers worry about several key issues: exploding demand for benefits, poor quality service, fraud and abuse, and 
worker exploitation. We conclude with an examination of these concerns. 
 

Exploding demand. Often the most basic fears regarding public payments to family caregivers center around a 
perceived “out-of-the-woodwork effect” (wherein people not currently receiving paid personal care would come 
forward to request it because of the appeal of a cash option).  Policy makers are particularly concerned as they 
realize that the majority of community-dwelling elderly who need assistance to perform basic activities of daily 
living receive all their help from informal (unpaid) sources (Stone, 1995). Policy makers and program administrators 
reason that payments to family caregivers could lead some, even many, of these individuals to substitute paid for 
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unpaid care. Policy makers worry that such possibilities would have massive effects on government budgets. But, 
looking carefully at this case example, we see that care plans are constructed to meet unmet need. Existing support 
from family, neighbors, and friends is taken into account when the number of hours the public program will pay for 
is determined. It is only after the publicly funded care plan is set that family members enter into the picture as one 
option for providing this needed care. 

 
Quality issues. Another set of worries revolves around the quality of care family members might provide. Many 

people would describe typical family caregivers as being especially knowledgeable of the needs of their relatives 
and motivated largely by a concern for their well-being. But some fear the exception to this rule, while others 
question the amount or types of training and supervision family caregivers receive. Much of this concern dissipates 
after hearing the results of the evaluations of California’s In-Home Supportive Services program. According to a 
report to the state, “the dominant and practically only variable influencing consumer evaluations of provider 
reliability is the provider/client relationship. Family members and friends are simply more reliable than strangers 
independent of client functional level and all context of care variables and provider characteristics” (Barnes and 
Sutherland, 1995, page 5). 

(And we must also keep in mind that paying family caregivers is but one option under the CCDE.) 
 
Fraud and abuse. Another variant of the above theme is concern over fraud or abuse. Admittedly, fraud and 

abuse go on to some (one would hope minor) extent under the status quo, and such problems are hardly peculiar to 
family caregivers; but this concern does deserve attention. The ways the CCDE states have chosen to mitigate 
against possible abuses are to put effort into initial training, provide numerous avenues for consumer feedback and 
refine plans for monitoring outcomes. Financial exploitation will certainly be lessened by the availability of fiscal 
intermediaries to handle (or monitor) the check writing and recordkeeping. 

 
Attempts to prohibit paying family providers seems based primarily on concerns about potential for fraud and 

abuse, which are largely based on anecdotal evidence. While family fraud is probably exaggerated, the extent of 
family dedication and sacrifice is often minimized, and that applies equally to family members who are paid. The 
“family fraud” view also tends to overlook existing fraud and abuse among agency workers. 

 
Worker exploitation. Finally, public payments to family caregivers could lead to worker exploitation if there were 

no safeguards (but this would be true in the case of any individual care-giver for that matter). Under the CCDE 
programs, consumers are required to pay at least the minimum wage and to honor all other labor laws. Fiscal 
intermediaries will make sure that all taxes are properly withheld and paid. New York State is even pioneering 
efforts to assure that workers hired under the CCDE program will receive such benefits as healthcare and vacation 
comparable to what they would have received working for local agencies delivering personal care. 

 
On the more positive and proactive side, CCDE programs offer some potential for improving the worker’s lot. In 

the surveys conducted prior to the start of the demonstration, a majority of the Medicaid personal care clients who 
were interested in the cash option said they thought it was important to be able to pay their workers a more 
competitive salary (Simon-Rusinowitz et al., in press). Furthermore, recent exploratory research (Keigher and Luz, 
1997) provides preliminary evidence that independent providers can gain great(er) satisfaction from working directly 
for the consumer rather than having to respond to the priorities of an agency supervisor. 
 
CONCLUSION 

Despite the careful planning the CCDE states have done to operationalize one of the  
ultimate forms of consumer direction and to mitigate against potential problems, some incidents are inevitable.  This 
is a cost of freedom.  (Although we all know that most of these problems also occur under the status quo.)   
 
     The cash option (and payment to family caregivers) is not for everyone.  The rigorous evaluation connected with 
this demonstration will shed a great deal more light on all these issues – helping policymakers determine if these 
program options are valued and viable.  And as many of the concerns about family caregiver payments really apply 
to any independent (non-agency-based) providers, this information will help clarify when, where and why public 
policy should differ for independent providers who are family members and those who are unrelated.  
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