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Consumer Enrollment and Experiences
in the Cash and Counseling Program

Jennifer Schore, Leslie Foster, and Barbara Phillips

Study Context. Consumer direction of Medicaid supportive services raises concerns
about who should be permitted to self-direct, whether consumers should be allowed to
pay family members, whether a self-directed option increases demand for services, and
how to ensure quality. The Cash and Counseling programs contained features designed
to address these concerns.

Demonstration Enrollment. Many consumers used representatives to manage the
allowance on their behalf and others chose to disenroll, suggesting that beneficiaries
were capable of deciding for themselves whether the programs were suitable for them.
Participation among eligible beneficiaries during the demonstration was modest, sug-
gesting that consumer direction did not itself substantially increase the demand for
services.

Consumer Experiences. Most consumers were able to assume the role of employer
without difficulty, many hiring relatives or acquaintances as workers. In each state, more
than 85 percent reported they would recommend the program to others seeking more
control over their care, and more than half said the program had “improved their lives a
great deal.”

Key Words. Consumer direction, consumer choice, long-term care, personal care,
home- and community-based care

Medicaid supportive services, traditionally prescribed by physicians and pro-
vided by home care agencies under nurse supervision, help recipients with
activities such as bathing, using the toilet, meal preparation, and light house-
work. The traditional system of care, while adequate for many recipients, has
been criticized for overmedicalizing services and not being flexible enough to
effectively meet recipient needs. Consumer-directed care, as an alternative to
agency-delivered services, offers a “constellation of services, assistive tech-
nologies, and other supports” over which recipients (or their representatives)
have control. These include: (1) deciding the types of assistance needed,
and (2) if human help is desired, hiring, training, supervising, and paying

446



Consumer Experiences 447

workers, and defining workers’ duties and how and when they are performed.
Consumer direction is based on the premise that, because personal
assistance is low tech and nonmedical, it does not require the intervention
of medical professionals. Rather, consumers should be empowered to make
informed choices about assistance and provided with supports to take
control of it (Doty, Kasper, and Litvak 1996; Eustis 2000; Stone 2000, 2001;
Benjamin 2001).

Consumer-directed care in a publicly funded program like Medicaid
raises many concerns. These include (1) whether consumer direction should
be available to people with cognitive deficits or elderly people, (2) whether
offering an allowance in lieu of agency services itself increases the demand for
services, (3) whether hiring family members results in a reduction in unpaid
care, and (4) in the absence of agency oversight, how to assure care quality,
minimize abuse of the benefit, and ensure that workers are treated fairly (Doty,
Kasper, and Litvak 1996; Kapp 2000; Benjamin 2001; Kane and Kane 2001;
Donlin 2002). On the other hand, supporting choice and control over personal
assistance resonates strongly with “basic American values,” as well as having
the potential to better meet individual needs. Moreover, consumer direction
could address the perennial shortage of personal assistance workers by en-
larging the worker pool; it also might be less costly because agencies would not
be responsible for hiring, training, and supervising directly hired workers
(Eustis 2000; Stone 2000).

This paper describes the experiences of Medicaid beneficiaries who
were eligible for and volunteered to participate in the Cash and Counseling
demonstration and who subsequently were randomly assigned to the evalu-
ation’s treatment group (referred to below as “consumers”). The paper ad-
dresses the following questions about consumer experiences with enrollment
and key program features: Who enrolled? Who went on to receive the
allowance and how promptly? How did they spend the allowance? How
satisfied were consumers with the program? It concludes by examining how
program features addressed key policy concerns about consumer direction in
the Medicaid program.

Data for this paper come from several sources. Evaluation telephone
surveys, program records, and Medicaid data quantify consumer experiences
in the program. The evaluation conducted a baseline interview and two fol-
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low-up telephone interviews with consumers. The follow-up interviews were
at 4-6 months and at 9 months after enrollment; they asked about experiences
in and satisfaction with Cash and Counseling. (Before random assignment,
baseline interviews were conducted with the 3,285 beneficiaries who ultim-
ately were assigned to the treatment group. Their rates of response to the
follow-up interviews were between 88 and 93 percent; Carlson and
Phillips 2003.) Records kept by each program contained consumers’ dates
of enrollment and disenrollment, reasons for disenrollment, and uses of the
allowance during month 8 after enrollment, as well as limited demographic
information. Program staff also interviewed beneficiaries who inquired about
the program to determine why they chose to participate or not to participate.
Medicaid data were the source of estimates of Medicaid spending
before program enrollment, indicators of Medicare coverage, and program
participation rates. (The interested reader is referred to the “Source” note on
each table, which identifies individual data sources for each estimate pre-
sented.)

This paper uses qualitative information from two sources to provide
context for consumer experiences. The evaluation included site visits with
state program staff and counselors conducted about 18 months after enroll-
ment began. (More detailed descriptions of program operations and site visit
methodology can be found in Phillips and Schneider 2002, 2003, 2004.) In-
formation from the site visits cited in this paper include descriptions of: pro-
gram eligibility criteria and reasons programs declined to use appropriateness
screening; the use of purchasing plans to initiate the receipt of the monthly
allowance; the roles of consumer representatives, program counselors, and
fiscal intermediaries; and program procedures to limit consumer abuse and
neglect, and misuse of the allowance. The site visits were supplemented by a
mail survey of counselors approximately 18 months after each program began
to gather information about their experiences with and impressions of the
program. (Surveys were completed by 224 of 272 active counselors; Carlson

and Phillips 2003.)

WHO ENROLLED IN CASH AND COUNSELING?

Consumer direction has its roots in the disability movement, which histor-
ically has been the domain of nonelderly adults with physical disabilities.
Because consumer direction requires an active role in decision making and
planning, some have questioned its suitability for elderly adults and people
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with cognitive disabilities. The evaluation examined the proportion and types
of eligible individuals who chose to enroll in the Cash and Counseling pro-
grams, as these provide some guidance on the level of demand for the option
and on the types of support participants may need to accommodate different
disabilities. This section describes the types of consumers who decided to
enroll, first presenting program eligibility criteria and enrollment rates as

background.

Eligibility Criteria

Program eligibility criteria were a basic determinant of the types of benefi-
ciaries who enrolled in the programs. The Florida Cash and Counseling pro-
gram required its consumers (adults and children) to be current service recipients
in one of several Medicaid home- and community-based waiver programs
(including such a program for beneficiaries with developmental disabilities).
New Jersey required its consumers to be adults who were current users of (or
who had assessments for) the state’s personal care benefit. Arkansas required
adults only o be eligiblefor its personal care benefit. The three programs did not
screen interested eligible beneficiaries for “appropriateness,” as that would
have been antithetical to the model. Rather, they allowed consumers and their
representatives to decide whether to participate, with the understanding that
they could return to agency care at any time.

Enrollment Targets and Rates

A preference study conducted by the demonstration national program office
during program planning suggested that up to one-third of beneficiaries were
interested in Cash and Counseling (Mahoney et al. 2004). After setting initial
enrollment targets for a 12-month intake period and discovering recruitment
was more difficult than anticipated, the program office extended the intake
period and reduced the target sample sizes to 2,000 adults in each state, plus
1,000 children in Florida. Arkansas, which started enrolling in December
1998, nearly 1 year before New Jersey (November 1999) and 18 months
before Florida ( June 2000), reached its enrollment target in April 2001 (after
28 months of intake). The Florida program met its enrollment target for chil-
dren by August 2001 (after 14 months) and for nonelderly adults by Novem-
ber 2001 (after 17 months). Intake for Florida’s elderly beneficiaries and all
New Jersey beneficiaries was terminated in July 2002 (after 25 and 32 months,
respectively) to allow the evaluation to proceed.
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Participation rates among eligibles suggested that Cash and Counseling
did not itself substantially increase the number of Medicaid beneficiaries using
the Florida waiver programs or the New Jersey personal care benefit, but did
increase benefit receipt somewhat in Arkansas. Florida and New Jersey at-
tempted to minimize such an effect by requiring enrollees to be current pro-
gram users; Arkansas required them to say they would pursue personal care
from an agency if they were assigned to the control group. In addition, federal
requirements specified that the proportions of demonstration enrollees who
were new to the programs were not to exceed historic state-specific values.

The proportions of new enrollees never exceeded these historic values,
and relatively modest proportions (5-10 percent) of the eligible adults (and 16
percent of Florida children) enrolled. For example, in Arkansas, just under 9
percent of elderly adults enrolled among an estimated 16,523 eligibles (Brown
etal. 2005). Nevertheless, it appears that some enrollees were interested in the
flexibility of consumer direction, but not in agency-delivered care. In Arkan-
sas, which did not require beneficiaries to already be using the personal care
benefit, two-thirds of the control group members not receiving that benefit
when they enrolled also did not receive any during the year after enrollment
(Dale and Brown 2005). This proportion seems too high to be due entirely to
Arkansas’s worker shortage at the time. In fact, among 46 control group
members who reported on the follow-up survey having no paid care during
the 9 months after enrollment, more than half said they had not sought care
from an agency (not shown).

Consumer Characteristics

Although it was believed that consumer direction would be most attractive to
nonelderly adults with physical disabilities, roughly equal (although modest)
proportions of eligible elderly and nonelderly adults enrolled (Brown et al.
2005). The majority of consumers in all three programs (between 50 and 78
percent) identified themselves as white (Table 1). The New Jersey program
had the highest proportion of consumers identifying themselves as Hispanic
(roughly a third). Representatives for Florida’s nonelderly adult consumers
and children (many of whom were their parents) had high levels of education:
more than half (53-67 percent) had attended college. Under 10 percent of
consumers themselves in Arkansas and about a fifth in New Jersey had done
so; these percentages were higher for nonelderly than elderly consumers.
Overall, consumers in all three programs had high levels of physical
disability and required substantial help with daily living activities. Only a
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minority of consumers (8-14 percent) could bathe independently, although
the proportion was somewhat higher among Florida’s nonelderly adults
(Table 1). Roughly two-thirds of adults required assistance using the toilet;
85 percent of Florida children required such help. Most consumers in the
Arkansas and New Jersey programs and most elderly consumers in the Florida
program (roughly 80 percent) considered their health to be fair or poor (Table
1). In contrast, only 20 percent of children and nonelderly adult consumers in
the Florida program reported their health to be fair or poor, the lower rate in
Florida likely due to the high proportion of enrollees whose program eligibility
was based on participation in the developmental disability waiver program,
rather than on physical health problems.

Consumers’ poor health and need for help with daily living activities
each contributed to high total Medicaid expenditures in the year before en-
rollment. The actual amounts varied widely, from about $7,600 per elderly
consumer in Arkansas to more than $24,000 for nonelderly consumers in New
Jersey (Table 1), reflecting in part sizable differences in the cost of living and in
the proportions who also had Medicare to cover the costs of medical care.
Many of the Medicaid expenditures were for assistance with daily living ac-
tivities. Mean Medicaid spending for waiver program services or personal care
benefits, the generosity of which also varied across states, ranged from just
over $2,000 in Arkansas during the year to nearly $14,000 for nonelderly
adults in Florida.

Again, because of poor health or the need for personal care, nearly all
adult consumers (between 85 and 93 percent) had at least one unpaid care-
giver at enrollment, as did all children (Table 1). The majority of elderly
consumers also had paid caregivers (between 72 and 89 percent); however,
only between about 55 and 60 percent of nonelderly consumers in Arkansas
and Florida and children in Florida had paid help with personal care when
they enrolled.

WHO RECEIVED THE ALLOWANCE AND HOwW
PROMPTLY?

Perhaps the most critical implementation issue is what proportion of treatment
group members received the monthly allowance, the cornerstone of the Cash
and Counseling intervention. Beneficiaries who enrolled and were randomly
assigned to the treatment group had the opportunity to receive the allowance.
Before actually receiving it, however, consumers had to develop purchasing
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plans and begin to make arrangements for implementing them (e.g., by iden-
tifying workers). It is thus also important to know how long it took
them to start receiving it. For those who took relatively longer to start or
who never did, knowing some of the barriers could inform future consumer-
directed options.

Proportion Receiving the Allowance

The proportion of consumers who began receiving the allowance during the
first year after enrollment ranged from roughly 40 percent of elderly Florida
consumers to about 90 percent of nonelderly Arkansans (Table 2). Nonelderly
consumers in all three programs were more likely than their elderly coun-
terparts to receive the allowance during the year. In Florida, more than 70
percent of children started receiving the allowance during the year. In addi-
tion, consumers who reported at enrollment that it was very important to pay
family or friends to help them were more likely than other consumers to
receive the allowance, other things being equal (Schore and Phillips 2004;
Foster, Phillips, and Schore 2005a, b). In two of the programs, consumers who
identified themselves as black or Hispanic were less likely to receive the al-
lowance, while those who required more care and thus, whose allowances
were greater, were more likely to receive it.

A variety of program features contributed to the differences across states
and age groups in the proportion of consumers who received the allowance
(and how long it took to get it). Arkansas required counselors to help establish
purchasing plans for consumers within 45 days of enrollment (unless pre-
vented by health problems). In contrast, New Jersey’s process for getting
consumers started on an allowance was fairly complex initially, requiring
many steps, and approvals that led to long delays for many consumers and
discouraged some from continuing. The low rate of allowance receipt among
elderly Florida adults was due in part to counselors’ uncertainty about how
much assistance to offer consumers, and to their belief that consumers who
needed a lot of help were inappropriate for consumer direction. Florida limit-
ed enrollment in their program to consumers who were receiving agency
services when they enrolled; therefore, unless consumers were quite unhappy
with their care, they may have felt little urgency to develop purchasing plans.
Elderly consumers, who typically had more trouble with program budgeting
and paperwork than did the representatives developing plans for nonelderly
adults with developmental disabilities, were especially unlikely to ever receive
allowances.
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Time to and Duration of Allowance Receipt

Most consumers took at least a couple of months to start receiving the allow-
ance. Although a high proportion of Arkansas consumers (79-86 percent)
started receiving the allowance within 3 months of enrollment, only about a
third of New Jersey consumers and a fifth of Florida consumers started that
quickly (Table 2). If a consumer disenrolled (or died) before the end of the year
that would have also shorten the duration of allowance receipt and thus the
intensity of the intervention. Between 23 and 49 percent of consumers dis-
enrolled during the year after enrollment; mortality was between 2 and 10
percent, although higher for elderly consumers, as might be expected. In the
Florida and New Jersey programs, among consumers who disenrolled or died,
the majority did so before they started receiving the allowance (70-91 percent
of those who disenrolled or died), compared with only 39-45 percent in Ar-
kansas. The lower percentages for Arkansas are likely related to the fact that
Arkansas consumers were more likely than those in Florida and New Jersey to
start receiving the allowance within the first few months after enrollment.

Proportion Using a Representative to Manage the Allowance

Use of representatives was meant to allow people with all types of disabilities
to participate in Cash and Counseling. Representatives—frequently family or
friends who had been helping consumers before enrollment—typically as-
sisted with developing purchasing plans, recruiting and training workers, and
handling paperwork, among other tasks. (Program representatives are not the
same as proxy respondents to evaluation interviews, although the same person
might have filled both roles for some consumers.) The proportion of con-
sumers using representatives varied across programs and age groups. The
proportion was lowest among nonelderly Arkansas consumers (26 percent;
Table 2). Among nonelderly adult consumers in Florida, 90 percent of whom
had developmental disabilities, 84 percent used representatives.

How DID CONSUMERS SPEND THE ALLOWANCE?

A key argument for consumer direction is that people with disabilities should
be able to hire workers of their own choosing to help with intimate care, food
preparation, and household tasks. Another argument is that personal care
delivered on an agency’s schedule is often not timely and thus inhibits indi-
viduals’ ability to be as independent and productive as they would be if they
could get care when they needed it. The evaluation examined how consumers
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used their allowances to hire workers and set the conditions of their employ-
ment, and to make other purchases.

Hiring workers

Most Cash and Counseling consumers used their allowance to hire workers.
Except for Florida’s children and nonelderly adults, between roughly 80 and
90 percent of those receiving an allowance used part or all of it to hire workers
(Table 3). Arkansas and New Jersey consumers used roughly three-quarters of
the allowance, on average, to pay workers. In contrast, just over 60 percent of
Florida children and nonelderly adults used their allowance to hire workers.
The rates are lower primarily because not all consumers in these two groups
needed or qualified for personal care. Florida’s developmental disability
waiver programs included a range of support services in addition to personal
care, and some Florida consumers had care plans that included only supplies,
equipment, or therapy. Nonelderly adults in Florida were also more likely
than other groups to be able to perform personal care without help (see Table
1), and most children under a certain age, whether they have disabilities or not,
typically receive help from their parents with bathing and dressing. Thus, no
personal care was needed or authorized for them. They used just under half
their allowances to pay workers, consistent with their lower rate of hiring.

Nearly all consumers who hired workers (89-100 percent) received as-
sistance with personal care or housework (Table 3). Somewhat fewer (73-93
percent) received help with routine health care, such as taking medications.
Between 46 and 76 percent had workers who provided transportation. The
latter two tasks are of particular interest because agency workers are typically
precluded from transporting clients or helping them with health care or med-
ications. Many consumers reported that their workers helped them on week-
ends and evenings, times when agency workers often are unavailable (Schore
and Phillips 2004; Foster, Phillips, and Schore 2005a,b). As noted, a key
criticism of agency-delivered personal care has been its inability to provide
consumers with care at the times it is needed.

Many consumers hired family members, often parents or adult children.
Among nonelderly adult consumers who hired workers, between 14 and 36
percent hired a parent; similarly, 29 percent of children with paid workers had
at least one who was a parent (Table 3). Many elderly consumers who hired
workers hired an adult child (47-59 percent). Despite a general tendency
toward hiring relatives, 22-38 percent of adult consumers who hired workers
employed at least one who was unrelated to them. Most of these unrelated
workers were friends or neighbors of the consumers (Schore and Phillips 2004;
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Foster, Phillips, and Schore 2005a, b). Among children with workers, just over
40 percent had workers who were unrelated, some of whom were actually
professionals, such as therapists (Table 3). A substantial proportion of con-
sumers (29-50 percent) hired workers with whom they lived.

Between 10 and 30 percent of consumers reported that they tried to hire
workers but were unable to do so (Table 3). Among those who eventually
succeeded in hiring a worker, between 19 and 46 percent said they found
hiring difficult.

Other Uses of the Allowance

Cash and Counseling permitted consumers to use their allowances to pur-
chase goods and services that would promote their independence or to pur-
chase them more efficiently than Medicaid could. For some consumers, some
types of equipment might take the place of human assistance. Other consum-
ers might purchase less expensive services unencumbered by Medicaid rules
(e.g., using a housecleaning service, rather than paying a personal care worker
to clean house). Either would free up funds for additional goods or care.

According to program records, 8 months after enrollment, the rates at
which consumers used their allowances to purchase goods or services varied
markedly across age groups, states, and types of purchases. Roughly half of
Arkansas consumers purchased personal care supplies (such as incontinence
supplies), compared with between 5 and 24 percent of Florida consumers and
about 1 percent of New Jersey consumers (Table 3). Nearly a third of non-
elderly adult consumers in Florida used their allowance to purchase commu-
nity services such as day care or housecleaning, but rates of use for this purpose
were markedly lower for other groups. Eleven percent or fewer consumers
purchased equipment to assist with mobility, communication, safety, or
housework. Sizable proportions (32-59 percent) did, however, opt to take
some of their allowance in cash for incidental expenses that were difficult to
invoice (such as taxi services). Arkansas and New Jersey limited these amounts
to 10 percent of the allowance; Florida’s limit was 20 percent.

How SATISFIED WERE CONSUMERS WITH CASH AND
COUNSELING?

Consumers were highly satisfied with Cash and Counseling and their care
arrangements. The latter is particularly important because it was a major
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program goal. Very few consumers or workers reported being exploited, and
counselors reported that fraudulent use of the allowance was extremely rare.

Consumer Satisfaction with Program Services

Consumers made extensive use of program counseling and fiscal intermediary
services and were very satisfied with them. Counselors provided a range of
services, including advice on how to set up the purchasing plans and how to
recruit and train workers. Younger and older consumers reported similar rates
of use of counseling services. In all states and age groups, 80 percent or more of
users of counseling services found them to be helpful. In particular, between
90 and 99 percent were satisfied with the counselors’ help in preparing pur-
chasing plans. Most consumers (more than 85 percent of allowance recipients)
reported using fiscal intermediary services to perform bookkeeping functions,
such as preparing paychecks and withholding employer taxes for workers
hired with the allowance, complex tasks that require some knowledge of tax
law. It is therefore not surprising that the majority of consumers preferred to let
program fiscal intermediaries take responsibility for these tasks. Moreover, use
of the fiscal intermediaries in no way limited consumer control over the funds,
which were monitored and subject to the same program rules regardless of
who performed bookkeeping. A high proportion of consumers (86-98 per-
cent) were satisfied with the bookkeeping assistance they received (Schore and
Phillips 2004; Foster, Phillips, and Schore 2005a, b).

Consumer Satisfaction with Cash and Counseling

The overwhelming majority of consumers were highly satisfied with Cash and
Counseling. Between 85 and 98 percent reported that they would recommend
the program to others seeking more control over their care, and more than half
of those who received the allowance said that the program had “improved
their lives a great deal”—for example, by allowing them to choose personal
care workers. Although most consumers were pleased with the programs, a
substantial minority chose to leave them. Between 16 and 38 percent volun-
tarily disenrolled during the year after enrollment. In general, the most com-
mon reasons given for leaving were (1) the belief that the allowance was not
enough to cover care needs, (2) difficulty managing employer responsibilities
(such as hiring and firing workers), and (3) deciding they were satisfied with
traditional agency care after all (Schore and Phillips 2004; Foster, Phillips, and
Schore 2005a, b).
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Counselor Perceptions of Abuse, Neglect, and Fraud

A major concern expressed about consumer-directed home care is that con-
sumers might be exploited or abused by family members or hired workers.
Other concerns have centered on whether consumers would misuse the al-
lowance, even though only expenditures consistent with their purchasing
plans were allowed. To identify potential problems, counselors periodically
contacted consumers and their representatives in person and by telephone,
and both counselors and bookkeepers reviewed consumer spending. As a
result, program counselors reported very few cases of abuse, neglect, or fraud.
For example, only one of 37 New Jersey counselors reported any incidents of
financial exploitation, and that incident was for a single consumer (Schore and
Phillips 2004; Foster, Phillips, and Schore 2005a,b). One other New Jersey
counselor reported one case of self-neglect. (There was no independent ver-
ification of these low rates, however.) Counselors agreed that representatives
selected by consumers acted in the consumers’ best interest in all but a handful
of cases (Schore and Phillips 2004; Foster, Phillips, and Schore 2005a,b).
Thus, it appears that consumers and their families, with assistance and over-
sight from counselors, fiscal agents, and representatives, were able to manage
their own care responsibly and safely.

DISCUSSION

Asnoted, consumer-directed personal assistance in a publicly funded program
raises some policy concerns. Cash and Counseling program features were
meant to address these concerns; consumer experiences suggest the extent to

which they succeeded.

Appropriateness Screening Did Not Appear to Have Been Necessary, although Use of
Representatives Was Common

Use of representatives or surrogate decision makers is common in public
consumer-directed programs (Flanagan 2001; Tilly and Wiener 2001). At least
40 percent of Cash and Counseling consumers in each state used represen-
tatives. Program staff also believed that people would self-select once they
understood the responsibilities and risks. In fact, each of the programs ex-
perienced substantial rates of voluntary disenrollment. Consumers with a
variety of disabilities who remained in the programs were highly satisfied with
the care arranged and paid for with the allowance. The programs could also
terminate consumers and return them to traditional Medicaid services if the
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program seemed unsuitable, but this seldom happened (Schore and Phillips
2004; Foster, Phillips, and Schore 2005a, b).

Concerns about Increasing the Number of Beneficiaries Using Waiver Programs or
Personal Care Benefits Appear to Have Been Largely Unfounded, in Part Due to
Program Design

Two Cash and Counseling programs limited enrollment to beneficiaries who
were already receiving (or had already been assessed to receive) services. The
third did not have this constraint, but it had to abide by the federal demon-
stration requirement capping the proportion of enrollees who could be new
service users. Participation rates among eligible beneficiaries during the dem-
onstration period were relatively low, suggesting consumer direction may not
increase waiver program or benefit use markedly in any case. However, the
very low rate of agency care use following enrollment among Arkansas control
group members new to the personal care benefit suggests some who were
not interested in agency care, or who were not able to get it due to worker
shortages or lack of nearby agencies, were attracted to the consumer-directed
option.

Allowing Consumers to Hire Relatives Was Critical to the Success of the Program

There is a long-standing debate in community-based long-term care policy
about whether it is appropriate to use public funds to pay family or others who
would provide care without pay (Simon-Rusinowitz, Mahoney, and Benjamin
1998; Doty et al. 1999; Benjamin, Matthias, and Frank 2000; Tilly, Wiener,
and Cuellar 2000; Benjamin and Matthias 2001). Those who consider it ap-
propriate point to unpaid caregiver burnout and their foregone wages, while
those who consider it inappropriate believe that it increases costs by substi-
tuting paid for unpaid care and diminishes traditional familial caregiving
values. In 1999, more than 80 percent of the 139 publicly funded consumer-
directed personal assistance programs in the United States allowed consumers
to hire relatives other than those who are legally liable (e.g., spouses and
parents of dependent children; Flanagan 2001). In each Cash and Counseling
program, at least 60 percent of consumers who hired workers hired at least one
relative. Family (and friends) represented a labor pool unavailable to agencies,
many of which experienced severe worker shortages during the demonstra-
tion. Moreover, consumers who hired nonrelatives were more likely to report

having difficulty hiring.
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Concerns about Abuse or Neglect of Consumers, Fraudulent Use of the Allowance, or
Abuse of Workers Did Not Appear to Materialize

Ensuring the health and safety of vulnerable consumers and the quality of their
care without agency oversight is a major concern for consumer direction.
Regulations for agency-delivered home care have been developed over many
years to try to ensure care quality through requirements concerning agency
structure and worker training and supervision (Doty, Kasper, and Litvak 1996;
Kapp 2000). However, there is disagreement about how to define care quality
in consumer-directed models and how to assess it. Should the uniform pro-
fessional standards of agency-based care apply? Or are the consumer’s opin-
ions of how well care is provided more germane and appropriate to the
nontechnical nature of personal assistance (Benjamin 2001)? In 1999, most
U.S. consumer-directed personal assistance programs (74 percent) required
workers to have specific qualifications; nearly half (45 percent) required some
type of worker training; and most (88 percent) conducted quality monitoring
activities, such as case management, consumer satisfaction reviews, and pro-
gram evaluations (Flanagan 2001).

There was no evidence from consumers, counselors, or state program
staff that participation in Cash and Counseling led to any adverse effects on
consumers’ health or safety. (This is consistent with the evaluation of the
California In-Home Supportive Services program, which also found that con-
sumer direction had no deleterious effect on care quality or consumer safety;
Doty et al. 1999.) Cash and Counseling programs oversaw consumer safety
and care quality primarily through regular counselor contacts with consumers
by telephone and in person. Subtle behavior changes or other cues during
telephone contact could prompt a home visit by a counselor. Reports of con-
sumer abuse were rare, and consumers were highly satisfied with the program
and their care arrangements. Moreover, another paper in this volume (Carl-
son et al. 2007) demonstrates that Cash and Counseling had no deleterious
effect on objective, care-related outcomes for consumers (such as decubiti or
injuries incurred while receiving care).

Critics of consumer direction are also concerned about the welfare of
workers in the absence of collective bargaining and agency protection from
abusive caregiving situations. Reports by program counselors of worker abuse
were rare. (The programs did not, however, have formal procedures to receive
worker complaints, so if workers did have complaints, they may have gone
unreported.) On the other hand, workers themselves reported being very sat-
isfied with their wage and working conditions (see Foster, Dale, and Brown 2007).
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