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Do Consumers Get Good Quality Care in a Consumer-
Directed Program? Experience from the Cash & 
Counseling Demonstration and Evaluation. 
 
Mrs. Hernandez needs personal care as she had a stroke three years ago.  She needs 
some help bathing, dressing, cleaning, doing laundry, and preparing meals.  In the Cash 
& Counseling option, she could receive cash every month to pay for help with these tasks, 
and she could choose the services and the workers.  For example, Mrs. Hernandez could 
use her money to pay her granddaughter to help her bathe and dress in the morning and 
prepare some meals.   Mrs. Hernandez could also use the money to buy some special 
equipment like a shower chair and microwave oven that will make her more independent.  
She, rather than an agency, can make these decisions about her needs and care. 

Introduction 
For many years, persons from the disability community have suggested that if people like 
Mrs. Hernandez had more control over services, their quality of life would improve. The 
Cash & Counseling Demonstration and Evaluation (CCDE) has tested this belief, 
comparing cost, quality and satisfaction of Medicaid consumers receiving traditional 
personal care services with those receiving a consumer-directed cash option.1  

Despite the pleas from the disability community for increased access to consumer 
directed services, policymakers have consistently expressed concern that consumers may 
not receive good quality services. They worry that consumers may not obtain the best 
workers or the best items or services for their needs, or that the use of the cash will be 
subject to fraud or abuse. With these concerns in mind, the evaluators of the CCDE 
program studied several measures that compared the quality of care received by clients in 
the traditional agency-based program, versus care received by clients who directed their 
own services. These issues were explored through telephone surveys with consumers and 
workers, consumer focus groups, and in-home interviews with consumers, their paid and 
unpaid caregivers, and program representatives. The purpose of this issue brief is to 
discuss specific comparisons including: the type and timing of tasks performed by 
workers, the health and satisfaction outcomes of clients, and reported instances of fraud 
or abuse.  

Background 
Typically personal assistance services (PAS) have been financed by public or private 
third-party payers in one of three ways: 1) cash benefits (payments to qualified clients or 
their representative payees); 2) vendor payments (a case-manager determines the 
types/amounts of covered services, and arranges for and pays authorized providers to 
                                                 
1 The CCDE, co-sponsored by the Robert Wood Johnson Foundation and the U.S. Department of Health 
and Human Services, Office of the Assistant Secretary for Planning and Evaluation, operated under section 
1115 Research and Demonstration waivers granted by the Centers for Medicare and Medicaid Services 
(CMS). Data collection for the CCDE has been completed and all evaluation reports are available at 
www.cashandcounseling.org. 
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deliver the services); and 3) vouchers (clients use funds for items from a restricted list of 
authorized purchases). In the United States, most existing public programs that finance 
personal care services follow the vendor payment model where the program purchases 
services for consumers from authorized vendors (i.e., service providers or equipment 
suppliers). 

Cash allowance programs have typically been small because they involve “state-only” 
funds. States cannot use Medicaid to fund cash allowances that permit clients to purchase 
their own services because of federal restrictions on direct payments to clients. Until 
recently, the prohibition on cash payments to Medicaid clients had rarely been 
questioned. However, many policymakers are taking a fresh view of this issue, as state 
program officials have increasingly come to share the concerns of disability rights 
advocates who want programs that promote consumer choice (such as a consumer-
directed cash benefit program) rather than those that may foster dependency in the name 
of consumer protection and/or public accountability (Litvak et al., 1990; Litvak et al., 
1991; Litvak, Zukas, & Heumann, 1987, Velgouse & Dize, 2000).  In theory, consumers 
who purchase their own services, and thus make choices about and control the type, 
timing and amount of service they receive, can better customize their services to their 
own needs. Also, consumers who shop for the most cost-effective providers may then 
(through such savings) have funds to purchase additional services (Kapp, 1996). 

Since 1998, the CCDE model offered a cash allowance along with information services to 
clients so they can purchase the personal care services, assistive devices, or home 
modifications that best meet their individual needs. Information services that are provided 
to consumers include assistance with cash management tasks such as hiring, training, and 
managing workers as well as locating resources, and assisting with payment 
responsibilities2. Participants in the CCDE have included adult and elderly Medicaid 
recipients in Arkansas, Florida and New Jersey (some with developmental disabilities), as 
well as children with developmental disabilities in Florida.  

Quality of Care under the CCDE Model  

Access to Care 
An important aspect for assessing quality of care is whether consumers are receiving care 
at all. Policymakers are concerned about the shortage of long-term care workers which 
leaves many elders and adults without needed care. CCDE experience indicates that the 
ability to directly hire family members and friends expands this limited labor supply. At 
the nine-month follow-up survey of the seven participant groups described above (elderly 
and adult consumers in all three states and children in Florida), in six of the groups 
treatment group members were significantly more likely than control group members to 
be receiving paid care. Only for elderly participants in Florida were differences not 
statistically significant, although results were similarly positive for the treatment group. 
For example, at the 9-month follow-up survey, half of new recipients in the CCDE 
control group (i.e. those assigned to receive agency services) in Arkansas lacked any paid 
care, while the majority of cash option clients had hired at least one relative (Dale et al., 
                                                 
2 For a detailed description of the CCDE design, see Mahoney, Simone, and Simon-Rusinowitz, 2000.  
 



 4 

2003).  As a first step, it is important to acknowledge that consumer direction, and the 
ability to choose and hire one’s own worker, especially family members, enhances the 
consumer’s ability to receive any care at all.  

Type, Timing and Quality of Assistance 
In interviews conducted with Arkansas consumers, they described quality of care based 
on how well their own specific needs were met, and as a function of the interaction 
between themselves and their directly-hired caregivers, which they frequently described 
as a negotiated and evolving relationship.  Overall, consumers who chose the cash option 
preferred directly-hired caregivers (often family members) as compared to agency 
workers because they found their directly hired workers to be more reliable and sensitive 
to their specific needs (San Antonio, et al., 2005).  

Consumer interviews revealed a wide range of tasks performed by directly-hired workers. 
These workers provided personal care, monitored physical health and gave medication, 
and provided treatments which required close knowledge of and experience with the 
consumer, or training from a health professional.  Directly-hired caregivers also 
scheduled and provided transportation to a doctor’s office or hospital if worrisome 
symptoms emerged, and coordinated services and care for the consumers. The focus on 
process that emerged from consumer interviews showed how a caregiver’s training and 
skills are developed as the consumer’s needs change.  For example, Mr. Green’s wife and 
son have cared for him for 55 years since his brain injury occurred after a seizure, 
gradually changing their care to meet his changing needs.3   

Consumers receive medication from their directly-hired caregivers including insulin 
shots.  Mr. Leon’s directly-hired non-family caregiver learned from a visiting nurse how 
to give him shots.  Consumers receive a variety of other medical treatments from their 
directly-hired caregivers including skin care, physical therapy, and breathing treatments.  
Mrs. Dixon’s directly-hired family caregiver cleaned and dressed her surgical wound.  
Mrs. Fuller’s representative helped her aunt re-learn to take food and liquids by mouth 
instead of through a stomach peg, and to take her own medication. 

Medical professionals also recognized the high quality of care received by consumers. 
Mrs. Green described a physician’s praise of her care of her husband: “… the doctor was 
well pleased, because he said we are actually keeping him living…”  Referring to the 
special responsibility she felt as both a caregiver and a spouse, she added, “I don’t feel 
that way, though, just keeping him living, after all he’s my husband, and a father.”  

Consumer Satisfaction 
Telephone survey results confirmed focus group and interview findings about consumers’ 
satisfaction with the consumer-directed cash option. Consumers in all three states 
reported that they were highly satisfied with the care they received from their directly-
hired caregivers, including family and non-family workers (Carlson, et al., 2004). 
Informal caregivers for children with developmental disabilities in Florida (83% were 
mothers) who participated in the cash option were almost twice as likely (42% vs. 22%) 

                                                 
3 Although all descriptions and consumer comments reflect participant  interviews, names have been 
changed throughout to protect the anonymity of participants.  
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to report that they were “very” satisfied with their child’s overall care arrangements, and 
far less likely (14% vs. 37%) to report that they were dissatisfied (Foster, et al, 2004).   

In their sub-analysis of Arkansas consumers, Simon-Rusinowitz, et al (2005) found that 
consumers were especially satisfied with their directly-hired family members.  Increased 
satisfaction with family workers may be related to additional survey findings that paid 
family workers were more likely to work non-traditional hours, twice as likely to provide 
care on weekends, and they were significantly more likely to assist with numerous tasks, 
such as giving medication.  

Some family members had received formal training. For example, consumer interviews 
revealed that Mrs. Rose’s daughters received hospital training to learn how to provide 
skilled care at home (Eckert, San Antonio, & Siegel, 2001). However, survey results 
revealed that directly hired workers were less likely than agency workers to have formal 
training in personal care or routine health care. Despite the limited training of some 
directly hired workers, almost all of the adult and elderly (>95%) clients surveyed (with 
both family and non-family directly-hired workers) thought that their worker had the 
necessary knowledge to care for them (Dale, Brown, Phillips, & Carlson, 2005).  

Consumer Health Outcomes 
Notwithstanding consumers’ subjective reports of satisfaction with their arrangements, 
some policymakers and program administrators have expressed concern that the CCDE 
treatment group, i.e., those who had hired their own workers, would experience more 
negative health effects than their control group counterparts. However, when evaluating 
the impact of the consumer-directed cash option on the possibility of adverse health 
outcomes and injuries for the elderly across the three CCDE states, Carlson et al. (2004) 
concluded that “we found no measures for which the incidence of problems was 
significantly greater for the treatment group and a few measures for which the treatment 
group was significantly less likely to report such problems.”   

The potential for fraud and abuse 
Policymakers often worry that cash option consumers will use their cash benefit for 
purposes other than personal care, and forego needed services. They are especially 
concerned about a consumer from a dysfunctional family who, for example, hires a 
relative with substance abuse problems and the worker squanders the cash benefit on 
drugs or alcohol. Comparisons of client health and satisfaction outcomes, as well as 
CCDE experience to date, offer no support for this concern. While it is possible that a 
dysfunctional family could participate in the cash option, the CCDE states have 
incorporated a system of “checks and balances” (i.e. consumer representatives, 
bookkeeping services, as well as monitoring by counselors and fiscal intermediaries) to 
prevent and monitor such abuses. Contrary to policymakers’ concerns about consumers 
who hire a family caregiver going without needed care, family workers tend to provide 
care beyond the hours for which they are paid (Simon-Rusinowitz, et al 2005).  

Directly-hired workers experience and views 
Directly-hired workers develop their expertise through their experience as well as 
through feedback from the consumer.  From the worker’s point of view, a statement 
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drawn from focus groups with paid family workers indicates their experience and 
confidence in caring for their relatives (Zacharias 2003, 2004 a,b). As they explained: 
“we’ve had these family members all these years and we know what has to be done on a 
daily and hourly basis.”  In light of a concern that some family members might feel 
coerced into being a paid worker, especially with a labor shortage, focus groups also 
explored paid family workers’ views about their positions. For some, this choice was 
influenced by the belief that it would be difficult finding a personal care worker willing 
to work for relatively low wages.  For others, there were no other family members 
available or willing to be a caregiver. But all of these focus group participants wanted to 
be the personal caregiver, and they did not report feeling obligated to accept this role. 
Many caregivers spoke in religious terms and reported feeling “blessed” to be able to 
provide care to a loved one. 

Use of Cash to Purchase Assistive Goods and Devices 
An added advantage for consumers who chose to direct their own services was that they 
were able to set aside funds from their CCDE budget for planned purchases of goods and 
services that would substitute for or enhance the direct human assistance they received 
(Meiners et al., 2004). Despite the evidence that a large number of program participants 
had made purchases of devices and home and vehicle modifications prior to enrolling in 
the CCDE program, when asked about their experiences purchasing equipment and 
assistive goods and services under their previous care plans, focus group participants 
expressed negative attitudes about their earlier experiences.  In one state, consumers 
related instances when they didn’t even attempt to obtain an item they perceived as 
needed for their care: “I know that I could not get a microwave through them or a heating 
pad because that’s not part of the program, they don’t pay for stuff like that,” as well as 
instances when a needed item was denied: “I tried to get a box spring and mattress and 
Medicaid would not do nothing”.  

In contrast to their previous experience, consumers reported in focus groups that they 
were highly satisfied with the flexibility provided by the consumer-directed cash option. 
The cash option allows services normally received by the consumer from their personal 
care worker to be unbundled; customized to allow for the strengths and preferences of 
both the consumer and their workers.  One result of this flexibility is that people who 
relied on paid assistance were able to buy important services like transportation and 
laundry a la cart with their cash allowance.  

A related issue that arose in focus groups was the importance of the choice and selection 
of the correct piece of equipment or service that exactly met the individual consumer’s 
needs. Participants, as well as state program consultants, explained that items available 
through other programs may appear similar, but if not exactly suited for a particular 
consumer, the worth to the consumer was greatly diminished. For example, emphasizing 
the concept of consumer choice, one consultant explained, “The type of vacuum cleaner 
that they purchased was something easy for them to maneuver.”  It was also a primary 
assumption of the CCDE program that consumers given control of their budgets could 
and would shop for the best deal available, and consumers provided evidence of their 
concern about relative costs…“I went shopping and compared the prices of the computers 
and I got the model and the number and I submitted it...”   
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In some cases consumers went beyond simply shopping for the best deal and provided 
their own or other’s labor to supplement the value of the purchase. An Arkansas 
consumer related: “I got a ramp for my wheelchair.  My son didn’t charge me the labor.” 
The focus group participants were clearly concerned with obtaining the best product for 
their needs, while maximizing the value of their budget dollars. In essence, when they are 
given the choice, consumers were motivated to obtain those items that best enhance their 
quality of care, just as they were motivated to hire the particular workers who provide the 
services that they need.  

Conclusion 
The experience of consumers who participated in the consumer-directed CCDE has been 
quite positive, and the quality of care received by these consumers has been equal to or 
superior to that received by consumers who received traditional services. Clients who 
hired their own workers reported equal or superior health and satisfaction outcomes. To 
date in the CCDE experience, cases of fraud or abuse have been rare. We hope that these 
findings will inform policymakers about benefits of a cash option consumer-directed 
personal care program and encourage them to make this option more widely available for 
those who choose it.   
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