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SUMMARY. An increasing number of aging community providers and
consumers support consumer-direction (CD) in long-term care services.
In regard to devolution, consumer-direction goes beyond the usual ap-
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proach of shifting responsibilities from the federal government to state
governments to bring programs “closer to the people.” Consumer-direc-
tion goes even further by placing resources directly in the hands of con-
sumers.

Yet, many questions remain unanswered regarding how to implement
CD personal assistance services in general, and especially for older per-
sons. This article describes the importance of examining views from
multiple key stakeholders involved in implementing CD programs. We
report on three background studies that have informed the Cash and
Counseling Demonstration and Evaluation (CCDE) design and imple-
mentation–policy expert interviews as well as surveys and focus groups
with consumers and representatives. As a fourth data source, we drew
upon experiences in designing the CCDE and initial results from the first
year of implementation. Each of the three studies on its own provided es-
sential information for planning the CCDE. However, when we exam-
ined the studies together, and added CCDE design and implementation
experiences, views expressed by the different stakeholders formed a type
of multi-perspective “dialogue” that expanded our knowledge about im-
plementing CD services. We hope this increased knowledge will help
expand the availability of such services for consumers of any age who
want to direct their own care. [Article copies available for a fee from The
Haworth Document Delivery Service: 1-800-HAWORTH. E-mail address:
<getinfo@haworthpressinc.com> Website: <http://www.HaworthPress.com> © 2002
by The Haworth Press, Inc. All rights reserved.]
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INTRODUCTION

I like being able to have a say in who . . . cares for me. (Elderly Ar-
kansas consumer)

I would be able to hire somebody . . . and pay them. I like that.
(New Jersey representative)

I feel a lot more comfortable with my friends helping me out.
(Adult Arkansas consumer)
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Most people want to have a say in matters that affect their daily lives.
Elders and people with disabilities share this desire, especially when it
comes to how and when they receive help with intimate personal care
such as bathing, dressing, using the toilet, and preparing their meals.
Yet, traditional programs that provide such help often lack a significant
consumer-direction focus that allows or encourages consumers to be in
charge of their services. This paper addresses issues in implementing
consumer-directed services. Our goal is to expand our knowledge about
this important topic by comparing the views of key stakeholders in-
volved in consumer-directed (CD) programs (i.e., people having an in-
terest in such programs). We hope that increased knowledge about
implementing CD programs will help expand the availability of such
services.

Consumer-direction for persons needing assistance with activities of
daily living (ADLs) and other personal care tasks originated over two
decades ago among younger persons with disabilities in the disability
rights and independent living movements (DeJong, Batavia, & McKnew,
1992). More recently, the aging community began to adopt CD princi-
ples that maximize consumer choice and control when a coalition be-
tween the aging and younger disability communities emerged in the
mid-1980s (Simon-Rusinowitz & Hofland, 1993; Ansello & Eustis,
1992). Interest in consumer choice expanded among some aging leaders
in the early 1990s, in part due to a belief that CD care may lead to cost
savings (Simon-Rusinowitz et al., 2000). For many years, people from
the disability community have believed that having more control over
their services would enable them to meet their needs and improve the
quality of their lives for the same amount of money or less than required
by traditional services. The Cash and Counseling Demonstration and
Evaluation (CCDE) is a policy-driven evaluation of these beliefs. The
CCDE is a test of one form of CD services–offering consumers a cash
allowance and information services in lieu of agency-delivered ser-
vices.

On a continuum of CD services offering differing levels of deci-
sion-making, control, and autonomy, a cash allowance is one of the
more unrestricted forms of CD services (Stone, 2000). “Cash and Coun-
seling” enables consumers to purchase services, assistive devices, or
home modifications that best meet their needs. In principle, cash allow-
ances maximize consumer choice and promote efficiency as consumers
who shop for the most cost-effective providers may be able to purchase
more services (Kapp, 1996). In regard to devolution, consumer-
direction goes beyond the usual approach of shifting responsibilities
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from the federal government to state governments. Devolution to states
is designed to bring programs “closer to the people” as states can be
more responsive to individual needs than a more removed federal gov-
ernment. Consumer-direction goes even further by placing resources
directly in the hands of consumers.

We need to know more about how this approach works. The CCDE,
co-sponsored by The Robert Wood Johnson Foundation and the U.S.
Department of Health and Human Services, Office of the Assistant Sec-
retary for Planning and Evaluation, seeks to learn whether this approach
can increase consumer choice and control costs by empowering persons
with disabilities to purchase the assistance they need to be as independ-
ent as possible. This three-state social experiment is taking place in
Arkansas, Florida, and New Jersey Medicaid programs under Section
1115 Research and Demonstration Waivers granted by the Centers for
Medicare and Medicaid Services. Elders (over age 65) and adults (age
18-64) are included in all states. Children with developmental disabili-
ties are included in Florida.

This article describes the importance of examining views from key
stakeholders involved in implementing CD programs. We report on
three studies that have informed the CCDE design and implementation.
These studies included a variety of methodologies and distinct sample
groups to assess diverse views from key stakeholders. As a fourth data
source, we drew upon experiences in designing the CCDE and initial re-
sults from the first year of implementation. While these three studies
and CCDE experience speak about a cash allowance, many issues that
are addressed are applicable to other types of CD programs.

BACKGROUND

Implementing Consumer-Directed Programs

Consumer-directed programs that encourage maximum consumer
choice and full participation in community activities are a shift in focus
for programs serving older persons, which have traditionally been more
paternalistic in nature and focused on a more limited goal of keeping
older persons in their own homes and out of nursing homes. Increased
choice and control is likely to increase satisfaction with care and quality
of life (Ansello & Eustis, 1992; Doty, Kasper, & Litvak, 1996; Kapp,
1996; Simon-Rusinowitz & Hofland, 1993). Although an increasing
number of aging community providers and consumers support more

98 DEVOLUTION AND AGING POLICY



consumer control and choice within service delivery, many questions
remain unanswered regarding how to implement CD personal assis-
tance services (PAS) in general, and especially for older persons (Doty,
Kasper, & Litvak, 1996; Kapp, 1996; Mahoney, Estes, & Heumann,
1986; Simon-Rusinowitz & Hofland, 1993). For example, researchers
are exploring appropriate approaches to assessing consumers’ prefer-
ences regarding their services and assuring high quality services in CD
programs–critical implementation issues (Davis, Schneider, Kunkel, &
Applebaum, 2001; Geron, 2000; Degenholtz, Kane, & Kivnick, 1997).

Views of Key Stakeholders Involved in Implementing CD Programs

Consumer-direction is an innovative approach that could challenge
the way long-term care is delivered. While many service providers and
consumers have been excited by CD, as with any system change, there
has been resistance to the concept. For example, service providers who
felt threatened about losing clients to the cash option were likely to ex-
press doubt about and resistance to this program. According to Green
and Kreuter’s health promotion planning model (1999), people will ap-
preciate and support health innovations and policies if they can see
clearly how such efforts address their concerns and contribute to the
quality of their lives.

This model stresses the principle of participation to ensure the in-
volvement of the people intended to benefit from a proposed program.
Green and Kreuter (1999) describe a “social assessment” process that
involves gathering information from multiple sources to expand the un-
derstanding of people regarding the quality of their own lives. They ex-
plain that lay people may view health from different perspectives than
do professionals. Professionals tend to focus on the objective indicators
of health, while lay people tend to emphasize subjective indicators such
as social, emotional, spiritual, and cultural dimensions of health (Green &
Kreuter, 1999). All perspectives are necessary for successful program
planning. This principle was clearly demonstrated by the CCDE back-
ground research. The perspectives of policy experts as well as those of
consumers and/or their representatives (relatives or friends), expressed
in surveys and focus groups, guided program planners in designing the
project. These varied perspectives were sometimes supportive of one
another, while at other times there was tension among them.

The social assessment process includes two imperatives. The first is a
pragmatic imperative: Joint participation is necessary when tackling to-
day’s complex health problems. Community members have insights
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and knowledge that professionals may not have. Also, community in-
volvement may encourage community buy-in to program innovations.
The second is a moral imperative: including community members in the
planning process shows respect for potential program participants.
Green and Kreuter (1999) emphasize the importance of planning with
community members, rather than for communities. While Green and
Kreuter’s planning process has been applied extensively in the health
promotion field, its application to an aging and disability social experi-
ment is new to our knowledge.

The Key Stakeholders

To represent key stakeholders in designing CD services, we gathered
information from multiple perspectives and used a variety of methodol-
ogies. First, we interviewed 20 policy experts from the aging and dis-
ability arenas. Participants included state program administrators and
leaders in home- and community-based services from multiple settings.
Next, we conducted focus groups and surveys with consumers and/or
representatives in the Demonstration states who would be eligible to
participate in the CCDE. The experts were able to contribute insights
about the political and health care provider climate, and consumers/rep-
resentatives added a dimension that enabled program planners to design
a CD program that could serve them well. Views from additional stake-
holders came from the fourth data source in this study, actual CCDE ex-
periences in designing the Demonstration and first year implementation
data. This source brings firsthand experiences of Demonstration state
staff, policymakers, traditional personal care agencies, and the project
management team (composed of the project funders, project directors,
evaluation specialists, and others).

Various stakeholders had different roles in this process. Policy ex-
perts were asked to raise issues and concerns about implementing CD
services, and speak about the perspectives of consumers, providers,
payers, and policymakers. Thus, policy experts’ comments represent
their own views as well as predictions about these four constituencies.
Consumers and representatives were asked to share their preferences
about a CD cash option. Program planners then considered the informa-
tion provided by these studies to find solutions to the concerns and pref-
erences raised by policy experts, consumers, representatives, and others.
These various roles illustrate how a “dialogue,” or even some tension,
among key stakeholders became part of the program planning and de-
sign process.
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METHODS

Descriptions of the Three Studies1

Policy Expert Interviews. Telephone interviews were conducted with
20 policy experts from the aging and disability communities. The re-
search questions were designed to assess implementation issues when
adopting a CD approach to aging services and to address issues as they
relate to consumers, providers, payers, and policymakers. Nine partici-
pants had experience specifically in aging issues; ten participants de-
scribed working with both elders and younger persons with disabilities;
and one participant had experience only with disability issues. Policy
experts were affiliated with the federal government (2), state govern-
ment (1), universities (7), other research settings (2), national associa-
tions (3), one private foundation, and one health insurance company.
Three experts were private consultants. Interviews were conducted be-
tween September 1996 and August 1997. The interviews ranged in
length from 25 to 125 minutes, and averaged 76 minutes. Refer to Si-
mon-Rusinowitz et al., 2000, for a detailed description of the policy ex-
pert study.

Telephone Surveys. Surveys with consumers and representatives
were conducted in Arkansas, New York,2 New Jersey, and Florida.
Medicaid personal care clients were randomly selected from the total
Medicaid personal care clients in those states. The sample size and re-
sponse rate for each state were: Arkansas (n = 491, 34%), New York (n =
493, 31%), New Jersey (n = 683, 60%), and Florida (n = 743, 50%).3

A 139-item instrument was developed to measure consumer and rep-
resentative perceptions of a cash option. The survey assessed consum-
ers’ satisfaction with current PAS, perceptions about the cash option,
and demographic and background variables, as well as representatives’
perceptions and demographics. Telephone interviews took place be-
tween April and November 1997. On average, interviews lasted 40 min-
utes. If respondents felt unable to answer survey items themselves, they
provided the interviewer with the name and phone number of a repre-
sentative responder. Items were worded so it was very clear to represen-
tatives when they were answering for the consumer and when they were
providing their own opinions. Refer to Simon-Rusinowitz et al., 1997;
Mahoney et al., 1998; Mahoney et al., 2002; and Desmond et al., 2001
for detailed descriptions of the telephone surveys.

Focus Groups. Focus groups with consumers and representatives
were conducted prior to the telephone surveys to guide survey develop-
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ment. In addition, a series of focus groups was conducted after the sur-
veys to help explain survey findings.

Eleven focus groups with a total of 96 participants were conducted in
Westchester County and New York City, NY, and in Tampa, FL, in late
1996 and early 1997. These groups were conducted to: determine con-
sumer satisfaction with current Medicaid personal care, introduce the
concept of the cash option, gauge consumer and representative reac-
tions to the program features, determine consumer and representative
reactions to the cash option tasks, and determine if there are certain de-
mographic characteristics that affect one’s desire to participate in the
cash option. Focus group participants included adults with physical dis-
abilities under age 65, elders over age 65, and representatives who assist
in decision-making with consumers who are unable to make all deci-
sions for themselves. A second series of 16 focus groups, with a total of
95 consumer and representative participants, was conducted after the
telephone surveys to obtain further explanation of survey findings. Re-
fer to Simon-Rusinowitz et al. (in progress) for a full discussion of fo-
cus group findings.

Implementation Data. Initial observations from CCDE planning ac-
tivities and experience from the first year of implementation in Arkan-
sas were considered in this study, including preliminary findings from a
survey of early Arkansas consumers who had been in the cash option for
nine months (Brown & Foster, 2000). Survey participants included 194
individuals who enrolled in the Arkansas demonstration between its in-
ception (December 1998) and June 1999, were randomly assigned to re-
ceive the cash allowance, and completed a nine-month follow-up inter-
view between September 1999 and March 2000. The telephone survey
had a 90% response rate. It included descriptive information about cash
option consumers and well as consumer outcomes in four areas: pro-
gram participation; uses of cash, goods, and services; hiring of care-
givers; and satisfaction.

Procedures for the Secondary Analysis

In this secondary analysis, we began by identifying and examining
common themes expressed by different stakeholders across the data
sources. (In this retrospective analysis, each data source did not neces-
sarily address each topic discussed.) We noted that in many cases, pol-
icy experts and consumers had different perspectives about CD princi-
ples–exhibiting a tension between the differing perspectives. They ex-
pressed different views about whether consumers would be willing to
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participate in CD services, whether consumers would be able to manage
CD services, and whether CD services could be successfully imple-
mented.

Each of the three background studies on its own provided essential
information for planning the CCDE. However, when we examined the
studies together, and added CCDE design and implementation experi-
ences, views expressed by the different stakeholders formed a type of
multi-perspective “dialogue” about CD. In this dialogue, for instance,
policy experts sometimes expressed concerns, and the issues about
which they were concerned were then “resolved” by consumers and
program planners during the often-challenging program development
phase of the CCDE. At the same time, ideas for CD implementation
were often expanded as a result of comparing views from the stakeholders.

FINDINGS

It’s offering you the same options that you’re getting. The only dif-
ference is that you’re in charge. (Florida elder)

This section reports results from the four data sources that illustrate
the need to compare multiple views among stakeholders regarding CD
services. Policy experts, consumers and their representatives, and Dem-
onstration staff expressed differing views about the topics discussed in
this article. These contradictory views could have presented barriers in
designing the CCDE had we not examined the responses of all involved.
Stakeholders’ concerns and eventual solutions to those concerns about
consumers’ ability to manage CD services, fraud and abuse, consumer
training, and worker shortages are presented and summarized in Table 1.

Stakeholders’ Concerns About Consumers’ Ability to Manage CD Services

Experts were concerned about allowing individuals who could not
manage CD tasks independently to participate in the CCDE. Although
project implementers initially shared this concern, they decided that
they did not want to exclude any individuals who could benefit from the
program. Implementers looked for ways to be inclusive and decided to
allow a surrogate or representative for individuals who need assistance
with decision-making. The CCDE includes all consumers interested in
the cash option, regardless of disability level, and allows representa-
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tives to assist consumers who cannot manage all consumer tasks inde-
pendently.

Policy experts expressed further concerns about how to identify
whether consumers can manage CD services because procedures to as-
sess consumers’ skills in managing CD services were not clearly de-
fined. Their thoughtful statements illustrated this difficult issue. “There
is also the question of how you determine the skill levels of the consum-
ers in managing CD services. . . . ” “An issue also is how you determine
for whom CD services are appropriate and desired, and for whom they
are not.” Using a representative addresses these issues.

Policy experts, consumers, and representatives were concerned
about the need to serve consumers with a variety of needs, preferences,
and impairments. They discussed differences in the level of interest in
CD, specifically the cash option, depending on consumers’ demo-
graphic and background characteristics such as age. Experts pointed out
that consumers evolve and their needs change; thus, there is a need for
multiple, flexible programs (8).4 “People evolve through their lives. They
have different wants and needs . . . programs should reflect the ability to
evolve.”

Differences in Interest Level by Age Groups. Policy experts predicted
that consumers and providers might be resistant to CD services for el-
ders. Experts reported that payers and policymakers’ paternalistic think-
ing has made it difficult for them to accept an independent living philos-
ophy for elders who have a wide range of health care needs (17). One
expert added, “The potential for a more unstable health care condition
of older people has been the rationale [of policymakers] for using agen-
cies rather than a CD approach.”

Contrary to the view that elders would be uninterested in CD ser-
vices, survey data revealed that a substantial proportion of elders over
age 65–one-third to one-half–were interested in this approach to ser-
vices. Many older focus group participants expressed interest in the
cash option and felt they would have no problem handling the tasks. “I
think it would be great . . . I would have the control over who was going
to come into my home, and what they were going to do . . .” (Florida el-
der). In addition, preliminary findings indicate that 73% (n = 194) of
Arkansas CCDE participants were elderly (which mirrors Arkansas’ el-
igible personal care population since about three-fourths of the partici-
pants are elderly) (Brown & Foster, 2000). This experience is consistent
with an evaluation of the California In-Home Supportive Services, a
CD program, in which more than half of the participants were elderly
(Benjamin & Matthias, 2001; Doty et al., 1999).
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TABLE 1. Implementation Issues for Consumer-Directed PAS Programs: Comparing Stakeholders’ Views and Experi-
ences. Background Research to Support the Cash and Counseling Demonstration and Evaluation

Summary of Findings

Key Issues Policy Expert Views Consumer/Representative
Survey Results

Consumer/Representative
Focus Group Results

Experiences in CD
Programs

Concerns about consumers’
ability to manage CD services
and the need for flexible
programs to meet diverse
consumers’ preferences.

• Concerned about excluding
individuals who could not
manage CD tasks.

• Predicted that older
consumers may not want
CD services.

• Expressed need for flexible
programs to include diverse
consumers.

• One-third to one-half of elders
were interested in CD
approach.

• AfricanAmericanandHis-
panic consumerswere more
interested inC&Cthanwere
Caucasians.

• Many older participants
expressed interest and felt
they would have no problem
handling tasks.

• African American and His-
panic participants felt their
cultures have strong family
networks and emphasize
caring for family members.

C&C Experience:
• Created role of a representa-

tive for consumers needing
help with employer tasks.

• Preliminary findingsshow that
73% of AR C&C Demonstra-
tion consumers are elderly.

• Consumers who knew
someone to hire as a
worker have done best in
the cash option. Finding
a worker may be easier in
a community with strong
family networks.

CA IHSS Experience (Doty
et al., 1999):
• Over half of consumers in

the evaluation were elders
(over 65).

Concerns about family decisions
truly representing consumers
accurately.

• Concerned that family
decision-making may not
represent consumer
accurately.

• A family member or friend
completed the survey for
17% of consumers.

• Representatives were
able to differentiate be-
tween their views and
views of consumers.

• One focus group respondent
stated that she would
“change her mother's mind”
in order to convince her
mother to agree with her
daughter’s choices.

• The nine-month CCDE report
shows that about half of AR
participants are repre-
sented by family or friends.

• This issue needs to be
studied further.
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TABLE 1 (continued)

Key Issues Policy Expert Views Consumer/Representative
Survey Results

Consumer/Representative
Focus Group Results

Experiences in CD
Programs

Concerns about fraud and
abuse.

• Concerned that consumers
unable to manage tasks
could be vulnerable to
fraud, abuse, and neglect.

• Providers fear liability
based on bad decisions
made by consumers.

• Concerned that even rare
cases of fraud/abuse
could cause bad publicity.

• Respondents were aware
of cash option challenges
and most (3/4) stated
they would want training
and/or assistance with
employer tasks.

• Some felt they could handle
employer tasks, others
were interested in training
or assistance.

• Early implementation
experience in ARshows that
fears of fraud and abuse
were unwarranted.

• CA IHSS (Doty et al.,
1999) evaluation generally
supports this experience.

Concerns about level and
type of training needed.

• While some believed that
training is important,
some were concerned
that too much training
could make a CD program
seem overly complicated.

• Most consumers/representa-
tives (80%) said they would
like a fiscal intermediary
(FI) to help handle book-
keeping tasks.

• Participants were willing
to be trained or assisted
with tasks.

• Some saw contact with
peers as a means to
problem solving.

Almost all AR
consumers have used
anFItohandle book-
keeping tasks.

Concerns about worker
shortages.

• Concerns about availability
of trained service providers,
quality of care, and obtaining
backup services.

• Consumers and representa-
tives also acknowledge
need for help in finding
workers and backup workers.

• Respondents wanted to
pay their workers more
than agency wages.

• Respondents wanted to
pay their workers more
than agency wages.

In AR, 78% of cash option
paid workers are relatives.
In the CA IHHS evaluation,
almost half of the paid
workers in the CD model
were relatives and about a
quarter were friends/
neighbors.
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On the other hand, focus group discussions provided an explanation
of why some older consumers were not interested in the cash option.
For example, older consumers may not have been as interested initially
as younger consumers since older consumers reported being more satis-
fied with current PAS than younger consumers. Many believe PAS en-
ables them to remain in their homes. “I couldn’t live in my apartment if I
didn’t have a homemaker,” stated one Florida elder. A New York repre-
sentative demonstrated the centrality of this desire for elders to be able
to remain in their homes by saying, “The best thing about it (the cash
option) is being able to keep your loved ones . . . in their own surround-
ings.”

The focus groups revealed a possible explanation for the higher rate
of younger consumer interest in the cash option. Younger consumers
sometimes see PAS operating for agency convenience, not consumer
needs. As one Florida consumer under age 65 stated, “Most nursing
agencies want you to be home every day. Homebound you can’t go to
school. . . . So if you’re trying to advance yourself . . . the system is re-
ally working against you. . . .”

Differences in Interest Level by Ethnic/Racial Groups. Following up
on experts’ statements about the need for flexibility in PAS to include
all interested consumers, survey data revealed ethnic and racial differ-
ences in consumers’ levels of interest in CD programs. According to
survey data, African American and Hispanic consumers were more in-
terested in the cash option than were Caucasians. Multivariate analyses
demonstrated that consumers’ race/ethnicity predicted their interest in
the cash option in Arkansas, New Jersey, and New York. Focus group
participants offered preliminary explanations of why African American
and Hispanic consumers were more interested in the cash option than
were Caucasians. African American and Hispanic participants felt their
cultures tend to have stronger family networks and emphasize caring
for family members. “. . . They are more caring. They got that family
value . . . when it comes to sticking together, mostly they are really
tight” (New Jersey African American representative).

Some believed that the cash option could bring much-needed jobs (as
PAS workers) to African American and Hispanic communities. “It
would be an income for someone else . . . some want to work and really
need to work and can’t get a job simply because they are African Ameri-
can and not a graduate or college student . . . ” added an African Ameri-
can representative in Arkansas. Experience in Arkansas indicates slightly
higher participation among African Americans than expected from the
racial composition of the eligible personal care client population.
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Concerns About Family Decisions Truly Representing Consumers

Experts pointed out that family members’ participation in managing
CD services could raise questions about the extent to which the con-
sumer is actually directing the care. This issue was seen as a barrier to
implementing CD services (7). “The preference and plans made . . . by
any family member on behalf of the person with the disability might not
be what they want.” “A barrier is . . . disagreements . . . within fami-
lies.” Background research results and early CCDE implementation re-
ports show that a significant proportion of consumers had representatives
who completed their surveys (17%, n = 2140 in background research,
and 50%, n = 194 in early CCDE implementation findings), demon-
strating that this could be an important concern. Survey results indicate
that representatives often expressed different views when speaking for
consumers vs. when speaking for themselves, indicating that they were
able to differentiate between their own views and the views of consum-
ers. To the contrary, one focus group respondent stated that she would
“change her mother’s mind” in order to convince her mother to agree
with her caregiving daughter.

Concerns About Fraud and Abuse

Policy experts were also concerned that consumers would not be able
to handle CD tasks and therefore could be vulnerable to fraud and
abuse. Experts reported that providers fear they may be liable for bad
decisions made by consumers directing their own care (4). “. . . Agencies
didn’t want to provide services to people . . . because they were afraid
that if the worker didn’t show up that the person would be at risk. Then,
the agency would be at risk.” In addition, the New Jersey CCDE man-
ager reported this issue as a major concern expressed when training
consultants to assist consumers.

Experts also discussed payers’ fears about client safety. They fear
that people will be taken advantage of or be neglected. Experts pre-
dicted that payers and policymakers might resist implementing CD pro-
grams due to these fears about client and provider safety (11). “Even if
fraud and abuse are very rare, one single case can cause so much dam-
age. . . . ” They added, “States need to think through . . . how to ensure
quality . . . [policymakers] also don’t want to be [in the headlines] with a
scandal.” The New Jersey CCDE manager’s experience presenting this
new program option throughout the state also illustrates the extent of
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this concern. His often-repeated experience was, “I say cash, they say
fraud.”

Experts reported that payers and policymakers also have concerns
about accountability for cash payments and legal liabilities associated
with CD programs (21). Among these concerns, “Payers will be con-
cerned with . . . how the money is spent.” One expert added, “[Payers]
want to reduce administrative involvement but . . . they don’t want to let
go of the strings.”

Experts were also concerned about whether consumers would pay
their workers’ taxes. They believed that consumers are limited in their
knowledge of how to be an employer (19). “You have to take on this
consumer role . . . in a time of great stress and impaired capacity.” Thus,
“Consumers [need] training [in] how to manage services [and] deal with
the tax and liability issues.”

Experts also warned that consumers should be aware of their vulner-
ability and need to be willing to assume the risks associated with man-
aging their own care (6). “When you assume personal responsibility
you also have to assume risk and that gets into who is liable for prob-
lems that may occur.”

Survey data show that both consumers and representatives interested
in the cash option system seem to be aware of the challenges and poten-
tial difficulty in those tasks. In all four states surveyed, more than
three-fourths of consumers and representatives interested in the cash
option stated that they would want training or help with payroll taxes,
deciding how much to pay a worker, and doing a background check on
the worker. Consumers’ and representatives’ strong desire for help or
training demonstrates their willingness to handle consumer tasks appro-
priately.

First-year implementation data from Arkansas demonstrate that these
fears of fraud and abuse are exaggerated. The majority of consumers
have representatives and use fiscal intermediaries. There have been no
reported cases of fraud and abuse. There was one instance of consumer
self-neglect and that was addressed by requiring a representative for the
consumer. Consumers report satisfaction with their services–93% stated
they would recommend the program to others, and 82% reported that
the cash option has improved their lives. None considered themselves to
be worse off. The Arkansas experience is consistent with findings from
an evaluation of the California In-Home Supportive Services program
(IHSS), which reported that consumers in a CD program had higher rat-
ings of client satisfaction, empowerment, and quality of life than con-
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sumers receiving traditional services (Doty, Benjamin, Mathias, & Franke,
1999).

Concerns About Level and Type of Training Needed

Stakeholders suggested that consumer training could address con-
cerns about fraud and abuse, including liability for payroll taxes and
misuse of the cash benefit. Most (80%) survey respondents said they
would like to use a fiscal intermediary to help in handling payroll taxes,
and would like training and support to help decide on pay, conduct
background checks on workers, and interview workers.

Focus group findings added further support to survey results about
consumers’ and representatives’ willingness to seek assistance with CD
tasks. Participants had some concerns about finding and interviewing
workers. Handling payroll tasks elicited the greatest concern and widest
range of reactions. Participants with financial experience thought they
could do payroll tasks with no training. One Florida participant stated,
“I never worked outside the home, but I handled the money . . . I’m very
interested in it (the cash option).” Those who were unsure about their
abilities to handle payroll tasks willingly expressed their desire for
training and support.

Experts speculated that too much training could be a barrier to imple-
menting CD. In addition to the cost of training, one expert stated, “We
could kill [this movement] by making it feel complicated, by suggesting
that you have to have some sort of an advanced course in personal man-
agement. That you need to know so many things.”

Concerns About Worker Shortages

Experts reported that in a CD program, consumers and providers of-
ten have concerns about the availability of trained service providers and
obtaining emergency backup services. Experts predicted that this would
also be a concern in the independent provider setting (2). “. . . We are
wrestling with a shortage of backups and the nonexistence of a pool of
capable personal assistants.”

Another potential barrier to the availability of competent personal as-
sistants is that independent providers have unique implementation is-
sues such as being responsible for their own working conditions,
adequate wages, benefits, and job security (8). “It’s interesting about all the
workers’ issues coming up around CD . . . I think a lot of [agencies] use

110 DEVOLUTION AND AGING POLICY



on-call labor pools who are poorly paid and get no benefits and are con-
strued as working for themselves.”

Experts pointed out that independent providers might find it difficult
to coordinate the employment and tax regulations of the multiple pro-
grams in which an individual might participate (4). “Trying to coordi-
nate [program rules] with a multi-problem individual who might cross
over many programs . . . the providers might feel that they are at risk if
they do things around CD rather than the regulation that the payer defined.”

Surveys revealed that most consumers and representatives also ac-
knowledge a need for help in finding workers and emergency backup
workers. In fact, worker shortages have created difficulties in all three
Demonstration states. Both surveys and focus groups showed that re-
spondents wanted to pay their workers more. Consumers interested in
the cash option were significantly more likely than those uninterested in
the cash option to consider being able to pay their worker more money
an important program feature.

DISCUSSION AND RECOMMENDATIONS

This section reviews new ideas about implementing CD services
learned from the various perspectives reported in this study and makes
recommendations about implementing CD programs.

Views from Multiple Stakeholders

The process of considering differing views from a variety of stake-
holders resulted in a creative solution addressing concerns about con-
sumers’ abilities to manage CD services. Policy experts raised issues
about identifying those consumers capable of managing CD services
and focused on screening out consumers not able to be self-directing.
CCDE program designers, in efforts to develop a solution to these po-
tential problems, also acknowledged these issues. Their concerns were
threefold: they did not want to exclude consumers who wanted to try a
CD program; they were under pressure to meet enrollment require-
ments for the Demonstration; and they were worried about burdensome
appeals/lawsuits from consumers who were told they could not partici-
pate. Hence, they chose an approach that would include all consumers,
regardless of their abilities to be completely self-directing–the use of
representatives. While this concept has been accepted in the develop-
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mental disabilities community for many years, it is new to CD programs
and the aging community.

Investigate Messages to Change Attitudes of Some Stakeholders

Despite findings that many elders are interested in CD and are man-
aging CD services, some stakeholders maintain their beliefs that elders
are not interested in or capable of managing a CD program (Benjamin &
Matthias, 2001; Brown & Foster, 2000; Mahoney et al., 2002). In de-
signing their outreach and enrollment programs, the CCDE states have
had to consider these beliefs about elders when determining who would
be most effective in outreach and enrollment efforts. As previously
mentioned, CD programs for elders are fairly new, and acceptance of
this approach requires a paradigmatic shift from thinking about elders
in a traditional, paternalistic manner (i.e., elders are frail and need to be
taken care of) to being open to the possibility that some elders and their
representatives may be interested in the choice and autonomy offered
by a CD program. Clearly, it will be important to select outreach work-
ers who are open to this concept for all consumers, including elders.

Stakeholders’ concerns about fraud and abuse have been cited as an-
other barrier to implementing CD programs. Information from the mul-
tiple data sources revealed many solutions or “antidotes” to consumer
fraud and abuse. In response to policy experts’ concerns, several CCDE
features (i.e., training, representatives, and fiscal intermediaries) were
designed to help deter fraud and abuse. Early implementation experi-
ence in Arkansas demonstrates that widespread fraud and abuse have
not materialized. Survey and focus group data indicated that the major-
ity of consumers and representatives were interested in and willing to
participate in training to learn necessary employer skills and planned to
utilize a fiscal intermediary service for payroll tasks. Representatives
provide support for the most vulnerable consumers who are unable to
manage all employer tasks independently; training empowers consum-
ers and representatives with needed skills; and the fiscal intermediary
limits the amount of cash in consumers’ hands, while assuring that em-
ployer and employee taxes will be paid. In addition, all consumers, in-
cluding those with representatives, are monitored by CCDE consultants.

CCDE as One Solution to a Shortage of Qualified PAS Workers

Policy experts, state CCDE staff, and consumers and representatives
have all expressed concerns about the shortage of qualified PAS work-

112 DEVOLUTION AND AGING POLICY



ers in an economy with low unemployment. This labor shortage is creat-
ing problems for agencies and consumers who try to hire independent
workers. The perspectives from different stakeholders about this issue
have led to several key social marketing messages that present the cash
option as one approach to addressing the worker shortage.

First, survey and focus group data indicated that consumers and rep-
resentatives are attracted to the idea that they can pay their workers
more than they receive while employed by agencies. Consumers and
representatives were acutely aware of the difficulty of finding and keep-
ing good workers, and wanted to be able to pay competitive wages.

Second, consumers are likely to be attracted to the idea that they may
receive services sooner in the cash option than in traditional services,
especially if they are in a location that is difficult to serve. Agencies are
not always able to serve their consumers immediately due to the worker
shortage, especially those in rural areas who require much travel time
for staff.

Home care agencies are important stakeholders in the CCDE, and
state CCDE staff have worked to gain cooperation from these agencies.
As predicted by policy experts and state CCDE staff, home care agen-
cies initially viewed the cash option as a threat to their businesses. Yet,
agencies were having difficulty serving clients due to labor shortages.
Consequently, they have responded positively to marketing messages
that encourage them to refer “hard to serve” consumers to the cash op-
tion. Consumers may be difficult to serve for a number of reasons (e.g.,
location, need for evening and weekend hours not usually offered by
agencies), and these consumers may have their needs met in a more sat-
isfactory manner by hiring workers independently.

Hiring consumers’ relatives and friends as PAS workers is a way to
expand the worker supply as this approach taps new worker sources
who may not have entered the PAS labor force. Many of these new PAS
workers will provide personal care for a family member out of devotion
and caring, but would not have otherwise done so. Early findings about
cash option participants in Arkansas indicated that the majority of con-
sumers (78%) have hired relatives as paid workers; 15% hired a friend,
neighbor, or church member; and few have hired strangers. There is
also the possibility that paid relatives and friends will find this work sat-
isfying and continue in the workforce when their relatives/friends no
longer need their services. This approach to expanding the PAS worker
labor force is potentially attractive to agencies, program administrators,
and policymakers.
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Ethnic/Racial Differences in Interest in Consumer-Directed Programs

The policy experts clearly stated the need to design programs flexible
enough to meet the needs of diverse consumers. (They were not asked
to comment on differing levels of interest in CD by racial/ethnic groups,
and no experts raised this issue.) The telephone surveys revealed that
African American and Hispanic consumers and representatives were
more interested in the cash option than Caucasian consumers. In fol-
low-up focus groups, African American and Hispanic consumers and
representatives indicated that their cultures tend to have strong family
networks that emphasize caring for one another. It is reasonable to con-
clude that consumers from closely-knit families and communities
would have an easier time than consumers with fewer connections in
achieving the first, critical step in a CD program–locating and hiring a
worker. Thus, the strong networks of African American and Hispanic
consumers may contribute to their increased interest in the cash option.
Yet, the experience in Arkansas indicates only slightly higher participa-
tion among African American consumers than expected from the racial
composition of the eligible personal care population, and less than ex-
pected based on preference study findings. We need to learn more about
this issue.

Appropriate Levels of Consumer/Representative Training

Stakeholders were concerned about offering appropriate levels of
training for consumers and representatives. Determining the “right”
amount of training requires balancing the need to teach CD skills (i.e.,
performing employer tasks) with the need to keep the program manage-
able. As policy experts astutely indicated, making the program feel
overcomplicated could kill it. Yet, the temptation to teach consumers
and representatives as much as possible is great since consumer training
is an important “antidote” to the major fraud and abuse concerns ex-
pressed by policymakers, program administrators, and others.

Recent focus groups with Florida case managers demonstrated some
difficulties that occur when a program seems complicated. While they
were complimentary about Florida’s training materials, consultants
thought the program was complicated and required a great deal of time
to learn. As they felt burdened by their existing caseloads, they were
overwhelmed at the prospect of learning a new program option that
would add to their responsibilities. The case managers believed that
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consumers, particularly frail elders, would be overwhelmed by the pro-
gram. These training issues need further attention.

Conclusion and Research Recommendations

Investigating the views of key stakeholders has revealed significant
implementation issues for conducting CD programs, in general, and
specifically cash allowance programs, and at least three areas for further
research. This study has emphasized the need for investigating the role
of representatives in CD programs, ethnic/racial differences in consum-
ers’ interest in CD, and effective training for consumers, representa-
tives, and consultants. First, we need to understand better the role of
representatives and examine whether they are truly representing con-
sumers. How do representatives learn their role? How is the effective-
ness of this role assessed? These questions have implications for
numerous aspects of program design and evaluation, including training
programs for participants and quality assurance priorities. A program
cannot be truly consumer-directed unless representatives are eliciting
consumers’ views.

Second, we are just beginning to learn about the role of race and eth-
nicity in preferences for CD programs. Finally, in regard to training, we
need to learn more about behavior-change efforts in regard to helping
some professionals achieve a paradigm shift from a focus on depend-
ency in a traditional home care model to a focus on consumer empower-
ment in a CD model. We also need to learn more about effective
training for consumers and consultants to teach necessary skills while
avoiding an overly complicated program. We look forward to learning
more about these important issues as the CCDE continues and in fol-
low-up research.

NOTES

1. The three studies are described in detail in reports and publications from each
project. Interested readers can refer to the citations in this section to identify individual
reports/publications.

2. New York was a Demonstration state early in the CCDE.
3. This survey consisted of Florida elders (age 65 and older) and adults with physi-

cal disabilities (age 18-64 years). Adults and children with developmental disabilities
were surveyed separately.

4. The number in parentheses indicates the number of statements related to each
topic addressed by the experts. Not all experts commented on each topic; however,
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some experts provided multiple, distinct comments related to a topic. Thus, the number
of comments may exceed the number of experts interviewed (20).
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