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New State Strategies To Meet
Long-Term Care Needs

ABSTRACT Consumer-directed long-term care service programs give
participants the flexibility they want, while reducing unmet need for
home and community-based services and supports. States’ efforts to
expand such programs under Medicaid, including those supported by
federal Cash and Counseling demonstration and evaluation grants, are
often hindered by challenges related to costs, staffing and organizational
issues, new infrastructure requirements, and resistance from
stakeholders. Yet states have developed a number of successful strategies
for overcoming these challenges, even in financially trying times. Their
experiences offer valuable insights, guidance, and encouragement to
other states contemplating consumer-directed service expansions.

T
he consumer-directed service deliv-
ery approach gives people with dis-
abilities, as well as their families,
the opportunity to exercise greater
choice and control over thepublicly

funded long-term care services and supports
they receive. The Centers for Medicare andMed-
icaid Services (CMS) recognizes two basic mod-
els of consumer-directed services. The first
model, called employer authority, gives partici-
pants the right to hire, fire, schedule, and super-
vise aides of their choosing (including family
members), instead of relying on the services
of aides arranged by home care agencies. The
second (and newer) budget-authority model
goes further by allowing participants to man-
age a specific monetary allowance; this may
be used not only to employ aides, but also to
purchase related services and goods not other-
wise covered by Medicaid, such as transporta-
tion services, rehabilitation services, assistive
technologies, and installation of ramps and
home modifications.
From the mid-1990s through the early 2000s,

several evaluations reported favorable results.
These included including increased satisfaction
with services and quality of life1,2 when compar-

ing the employer-authority model with profes-
sionally managed, agency-delivered aide ser-
vices. There were similar positive findings for
programs providing individualized budgets to
people with intellectual or other developmental
disabilities.3

The three-state (Arkansas, Florida, and New
Jersey) Cash and Counseling demonstration
and evaluation, launched between 1998 and
2000, encompassed the first large-scale budget-
authority programs incorporating a controlled
experimental design for purposes of evaluation.
The results, published between 2002 and 2005
and widely disseminated,4,5 have proved influen-
tial in bringing about changes in federal law,
regulation, and policy that encourage and facil-
itate the inclusion of consumer-directed services
in state Medicaid programs. State policymakers
nowsee these alternatives to professionallyman-
aged services as desirable—or at least worthy of
consideration.6 FederalMedicaid officials report
that states are increasingly offering them.7

Accordingly, policy research focus has shifted
away fromevaluating the relative effectiveness of
consumer-directed services and professionally
managed services and toward providing techni-
cal assistancewith implementationof consumer-
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directed service options at the state level. Philan-
thropic and federal funding now primarily
supports efforts that enable states to analyze,
share, and learn from their implementation ex-
periences and to obtain specialized technical as-
sistance, such as that provided by the National
Resource Center for Participant-Directed Ser-
vices at Boston College.
In the course of conducting a comprehensive

inventory of publicly funded consumer-directed
service programs, researchers affiliated with
that center identified, as of October 2009, 180
suchMedicaidprograms (both employer author-
ity andbudget authority).8 States oftenhavemul-
tiple programs targeted to different populations
(for example, the elderly, physically disabled
adults, and children and adults with intellectual
disabilities; see Exhibit 1).
Although an estimated 2.8 million Medicaid

beneficiaries receive home and community-
based services,9 there are no reliable national
statistics on enrollment in consumer-directed

service options.10

Systematic program data including enroll-
ment figures on budget-authority programs are
readily available only for the fifteen programs
launched under the RobertWood Johnson Foun-
dation’s (RWJF’s) Cash and Counseling initia-
tives, with additional support from the U.S. De-
partment of Health and Human Services and the
Retirement Research Foundation. These include
programs in the three states (Arkansas, New
Jersey, and Florida) that participated in the ori-
ginal Cash and Counseling demonstration and
evaluation (programs launched between 1998
and 2000) and in the twelve “second-genera-
tion” states (Vermont, Rhode Island, Pennsylva-
nia, West Virginia, Alabama, Kentucky, Illinois,
Michigan, Iowa, Minnesota, Washington, and
NewMexico) that participated in the replication
initiative (programs launchedbetween2004and
2009).
As of October 2009, these programs had

15,000 participants. Even though most of the

EXHIBIT 1

Options For Consumer Direction Available In Medicaid

State-plan optional personal care services benefit
Program participants must need human assistance with tasks such as bathing, dressing, transferring; no federal cost-
control requirements; no enrollment caps permitted: must be open to all who meet financial eligibility and functional
need criteria

Employer authority; i.e. individual providers, exercised at state option since late 1960s, explicitly authorized in federal
regulations published in 1997

Widely used; several large programs (for example, in CA, MI, MA, MO, NY); many smaller programs (for example, NH, VT,
OK, MD)

1915(c) home and community-based services waivers
Waiver participants must be eligible for institutional level of care; federal requirement for “cost-effectiveness” vis-à-vis
cost of institutional care; enrollment caps and programs targeted to different groups permitted

Employer authority available since 1981 (for example, long-standing programs in OR, WA, KS, ME, WI); availability of
budget authority clarified/broadened through Centers for Medicare and Medicaid Services policy guidance, 2002–
2005

In 2002–2003, special federal incentives for states to develop budget-authority programs via Independence Plus waivers
(for example, SC, NC, LA, NH, CT, DE, MD) and/or Real Choice/Systems Change grants (12 Independence Plus grants);
programs have proliferated since 2005

Consumer direction is also available in managed care under combination 1915(a) or 1915(b) and (c) waiver authority (for
example, TX, WI, MN)

1915(j) state-plan “Cash and Counseling” authority
Medicaid beneficiaries must be otherwise eligible for state-plan personal care or home and community-based services
waiver services; enrollment caps permitted

Budget authority created in Deficit Reduction Act of 2005, available as of January 2007; unique in allowing payments in
“cash” directly to program participants

Costs cannot exceed those of services for which participants would otherwise be eligible; approved state-plan
amendments in AR, NJ, FL, OR, AL, CA, TX as of October 2009

1915(i) state-plan home and community-based services
May not be limited to participants eligible for institutional long-term care, but restricted set of services compared to
1915(c) or (j) authority; no federal cost containment requirements; enrollment caps permitted

Employer or budget authority created in Deficit Reduction Act of 2005, available in January 2007; consumer direction
included only in CO, as of October 2009

SOURCE Prepared by Pamela Doty, Office of the Assistant Secretary for Planning and Evaluation, U.S. Department of Health and Human
Services. 2009 Oct.
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twelve second-generation Cash and Counseling
programs were less than three years old at that
time and four were not yet operating statewide,
four already had 1,000 ormore participants, and
seven had enrolled 10 percent or more of the
eligible population.11 Participation rates have
varied across states, in part because several
(Washington, Minnesota, and Vermont) offered
employer-authority programs to certain target
populations before offering them budget-
authority programs. Generally, participation in
CashandCounselingprogramshasgrown faster,
and reached higher levels, in states that pre-
viously offered no or very limited opportunities
for consumer direction and where such pro-
grams were introduced to address complaints
about insufficient access to and quality of exist-
ing services.
Along the way, individual states have faced,

and overcome, a number of challenges to imple-
menting, expanding, and sustaining budget-
authority consumer-directed service options
within their Medicaid programs. In this paper
we draw on experiences from the fifteen pro-
grams launched under the original and replica-
tion Cash and Counseling initiatives to examine
four of the implementation challenges most fre-
quently identified as major by state program ad-
ministrators—and, therefore, the ones for which
theymost often seek external help (such as tech-
nical assistance from consultants with special-
ized expertise and practical advice from experi-
enced program administrators in other states).
These four major challenges are as follows:

(1) adverse budgetary conditions that intensify
demands for cost control and cost-effectiveness;
(2) personnel shortages, conflict, and organiza-
tional and leadership changes within state gov-
ernment that pose special dangers for new pro-
grams; (3) the need to develop new elements of
infrastructure (key program components that
are either unique to or have more complex re-
quirements in the budget-authority model of
consumer-directed services); and (4) resistance
from stakeholders in the status quo, especially
traditional service providers and case managers.
Although other challenges have arisen—such as
curbing fraud and abuse and dealing with in-
duced demand for services stimulated by pro-
gram creation—state officials rarely describe
them as major.
Although none of the major challenges has

proved to be easily addressed or overcome, state
Cash and Counseling program officials have
nevertheless identified a number of successful
strategies and learned important lessons that
could benefit policymakers in other states seek-
ing to implement budget-authority consumer-
directed service options.

Study Data
Our principal data sources include the original
Cash and Counseling demonstration and evalua-
tion implementation report12 and the Cash and
Counseling replication report.13 These published
sources summarize states’ implementation ex-
periences based on states’ final grant reports
and semistructured interviews with state offi-
cials. They are supplemented by the authors’
own observations, as well as those of other ex-
perienced federal and state officials and techni-
cal assistance contractors.14

Four Major Challenges To Budget-
Authority Programs’ Success
CONTROLLING COSTS Since 2008, a national eco-
nomic crisis has put severe pressure on state
budgets. During this latest and lowest down cy-
cle in what knowledgeable observers have often
referred to as the “roller-coaster” budgetary
conditionswithwhich statesmust contend, state
officials clearly cannot afford to ignore the
budget consequences of implementing new
programs.
The evaluation of the original Cash and Coun-

seling programs found that in all three states,
costs for personal assistance services were sig-
nificantly higher for program participants than
for those receiving only traditional services
(p < 0:01). In Arkansas and New Jersey, tradi-
tional services included only agency-delivered
aide services, whereas in Florida, traditional ser-
vices included other services that a professional
case manager could authorize (such as adult day
services, or “habilitation,” and associated trans-
portation services for adultswith intellectual dis-
abilities). Because experimental program parti-
cipants’ individual budgets were based on the
expected cost of the services towhich eachwould
otherwise have been entitled, the difference was
primarily attributable to the lower likelihood of
traditional services users’ receiving all author-
ized services.
For example, in Arkansas, participants in the

comparison group, permitted to access only
agency-delivered personal care, received only
two-thirds of their authorized aide services.
The shortfall was attributable to problems with
recruiting and retaining aides, which left many
traditional providers chronically short of work-
ers, especially in rural areas. The greater diffi-
culty obtaining authorized services experienced
by traditional service program recipients in both
Arkansas andNewJerseywas, in turn, associated
with greaternursinghomeuse. The impact of the
Cash and Counseling alternative on spending
was particularly large and long-lasting in Arkan-
sas, where, within three years, reduced nursing
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home use generated sufficient savings to off-
set participants’ higher personal assistance
spending.15

Even so, Arkansas officials had to find ways to
cut costs associatedwith their Cash and Counsel-
ing program, called Independent Choices, to en-
sure budget-neutrality under the terms of the
research and demonstration authority: a Medic-
aid Section 1115 waiver, which did not take into
account savings fromreducednursinghomeuse.
The solution was to reduce payments for the
budget management support services provided
to program participants. These costs, represent-
ing the administrative overhead of Cash and
Counseling, were originally equal to the over-
head costs of traditional agency providers. Ar-
kansas was able to reduce them without adverse
effects on program participants, who continued
to receive sufficient counseling and financial
help to manage their budgets. Because direct
costs were the same for traditional agency-
provided services and for Independent Choices’
cash-and-counseling services, but the final cost
of agency overhead was roughly three times
greater for the former, theper unit cost of service
delivered was lower under Independent Choices.
For this and other reasons, Arkansas officials

are convinced that in the long term, the Cash and
Counseling service delivery mode generates
cumulative savings; at the same time, it does a
better job of ensuring that program participants
actually receive enough services to address their
most pressing needs.16 After nine years, the
state’s official 1115 waiver closeout budget-
neutrality cost report credited Independent
Choices with $5.6 million in savings—even
though savings resulting from reduced nursing
home use were excluded.17

We emphasize Arkansas’ successful cost con-
tainment efforts because the state’s officials have
been willing to share in great detail what they
learned about cutting costs without compromis-
ing improved access to and quality of paid care.
Arkansas officials continue to periodically re-
view and update comparative cost analyses of
Independent Choices and regular state-plan per-
sonal care services, including related patterns of
use and cost for other Medicaid expenditures.
This ongoing activity has helped ensure contin-
ued support from state policymakers for initia-
tives currently under way to further expand
consumer-directed service options.
Outside the context of Section 1115 research

and demonstration waivers, states do not always
expect budget-neutrality for consumer-directed
service options. In fact, only the three states that
participated in the original 1115 waiver demon-
strations were required to meet a federally im-
posed budget-neutrality test, and all three now

operate their programs under Medicaid state-
plan authority with no such requirement.
States can choose to offer home and commu-

nity-based long-term care services under one or
more of several Medicaid statutory authorities.
The types of services (consumer-directed and
other) that may be covered and the extent of
consumer direction permitted vary (see Exhi-
bit 1). Arkansas has always provided personal
care services under the state plan as an entitle-
ment to all who qualify, as legally required, and
made the Cash and Counseling alternative simi-
larly available.
However, many other states have elected to

cover home and community-based services un-
der Section 1915(c) home and community-based
services waiver authority, subject to enrollment
caps. Targeted exclusively to people who qualify
for institutional care, such coverage typically
consists of aprofessionallymanaged serviceplan
that, on average, may cost as much but no more
per person served than institutional care. Pro-
fessionally managed and consumer-directed ser-
vicesmaybe covered, butuntil recently, coverage
was often restricted to the former.
Use of enrollment caps to control costs often

results in lengthy waiting lists. As the ranks of
Medicaid recipients wait-listed for benefits
grow, so does policymakers’ (especially elected
officials’) awareness of the potential political
costs of ignoring the plight of the wait-listed
individuals and their family caregivers—and of
the discontent of those who, having reached the
head of the line, cannot otain all authorized ser-
vices because of shortages of traditionally
authorized providers. The effectiveness of home
and community-based alternatives to deter insti-
tutional placement is compromisedwhenpeople
with severe disabilities must wait for coverage
(often for two years ormore). It is further eroded
if they subsequently have difficulty obtaining
professionallymanaged services that are in short
supply, especially when nursing home place-
ment requires no wait.
Officials in these states are increasingly turn-

ing to consumer-directed budgets as the most
cost-effective way to reduce and eventually elim-
inate waiting lists and assure access to services
by allowing the use of nontraditional providers.
In this respect, state officials (especially those in
other poor, rural states) find Arkansas’s Cash
and Counseling experience useful and encoura-
ging. The lesson: People entitled to personal care
in Arkansas can enroll immediately in Indepen-
dent Choices and use their budgets flexibly to
obtain nontraditional services—yet the availabil-
ity of this form of assistance has not increased
demand.

STAFFING, ORGANIZATIONAL, AND LEADERSHIP IS-

◀

$5.6 million
Cash and Counseling
Savings
The Arkansas Cash and
Counseling program is
credited with saving $5.6
million after nine years.
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SUES Kentucky decided to implement its Cash
and Counseling program as a remedy for long
waiting lists for home and community-based ser-
vices programs with capped enrollment and in-
adequate traditional provider capacity in rural
areas. Introduction of consumer-directed bud-
gets was part of a broader strategy that included
increased funding for home and community-
based services to expand enrollment and reduce
waiting times.
Yet in spite of the commitment of a newly

elected governor, Ernie Fletcher, and other top
officials to this strategy, the state experienced a
“perfect storm” of adverse political and bureau-
cratic conditions. These included multiple re-
organizations, in which lead responsibility for
thenewprogramshifted fromthedevelopmental
disabilities agency to theMedicaid agency to the
state unit on aging, and considerable turnover in
bothupper- and lower-echelon leadershipwithin
the various agencies (for example, four different
Medicaid directors in four years). During the
planning phase, the newprogram’s fate was hos-
tage to that of other Medicaid policy reforms
(such as plans for a comprehensive Medicaid
reform Section 1115 research and demonstration
waiver) that preoccupied top officials and took
up much staff time, even though they eventually
were abandoned.
Kentucky’s fledglingCashandCounselingpro-

gram prevailed against the odds, largely thanks
to the political strength and sophistication of a
coalition of consumer advocates representing
the frail elderly, adults with physical disabilities,
and people with developmental disabilities and
their families. Immediately before the end of the
Cash and Counseling grant period, a new gover-
nor, Steve Beshear, from a different political
party, was elected. Aware of the program’s pop-
ularity, he took the unusual step of retaining a
political appointee from the previous adminis-
tration to ensure continuity of program leader-
ship. The coalition’s triumph demonstrates that
state officials are well advised to communicate
and cultivate relationships of mutual trust with
advocates.
Given adverse budgetary, organizational, and

staffing conditions, states have to set realistic,
achievable goals for implementing consumer-
directedbudgets. This is especially sowhengrant
funding ends and grant-funded staff are let go
because state budgetary constraints preclude
putting them on the state payroll. The enroll-
ment process for budget-authority programs
necessitates intensive “up-front” counseling to
ensure that enrollees fully understand their roles
and responsibilities. Inmany states, amajor rea-
son for low or slow enrollment has been insuffi-
cient outreach and enrollment personnel.

Accordingly, state officials and support ser-
vices providers have recommended turning
necessity into virtue, by choosing to enroll par-
ticipants slowly but steadily.West Virginia’s Per-
sonal Options program, launched in July 2007,
got off to a very slow start. This could have easily
been misinterpreted as a sign of lack of interest
in consumer direction among potential enrol-
lees, thanks to high satisfactionwith traditional,
agency-delivered aide services. However, within
a little more than two years, the program had
more than 500participants, representing 10per-
cent of those eligible—an impressive result for a
program that has relied almost entirely on word-
of-mouth marketing.
Proceeding slowly may also be necessary to

build consensus andachieve coordinationacross
separate state agencies (for example, Medicaid,
the state unit on aging, the developmental
disabilities agency) and to gain the cooperation
of powerful, semiautonomous local or regional
agencies (for example, county social services
agencies or area agencies on aging). Gradual
enrollment and statewide phase-in strategies
have the added advantage of giving state officials
ample time to work out kinks in program
infrastructure.

NEW INFRASTRUCTURE REQUIRED States seeking
to implement new consumer-directed service
programs—especially of the budget-authority
type—benefit from specialized technical assis-
tance to develop the necessary infrastructure.
Indeed, theymay suffer serious setbacks without
this support. States that received Cash andCoun-
seling grants used most of their grant funds to
hire administrative and outreach/enrollment
personnel, and they received considerable tech-
nical assistance related to infrastructure devel-
opment directly from the Cash and Counseling
National ProgramOffice.Herewe touchon three
key elements of infrastructure: individual bud-
get-setting methodologies, financial manage-
ment services, and counseling.
▸▸INDIVIDUAL BUDGET-SETTING METHODOL-

OGIES: TheCMSrequires that benefit allocations
be based on a professional assessment of needs.
Thus, an individualized consumer-directed bud-
get must be based on a formula that ensures that
funding can cover the cost of meeting assessed
need. Fairness dictates parity of purchasing
power vis-à-vis the standard personal care ser-
vices or other home and community-based ser-
vices that would be authorized as necessary and
reimbursable for the same person if enrolled in a
traditional program.
Depending on what the standard services

would otherwise be, the formula for developing
an individualizedbudget couldbe simpleor com-
plex. AsMinnesota officials discovered, complex
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methods (algorithms that use several years of
Medicaid claims data to calculate average costs
for people with similar disability profiles) can be
difficult to explain in simple terms to Medicaid
recipients, consumer advocacy groups, and ser-
vice providers. Nevertheless, officials in Minne-
sota and elsewhere agree that transparency is
essential and that investing the time and effort
necessary to explain the methodology to stake-
holders prevents misconceptions. There is also
widespread agreement that by standardizing
assessment tools and processes and develop-
ing budgets accordingly, for both consumer-
directed and traditional services, states can bet-
ter control costs and ensure fairness in resource
allocation.
▸▸FINANCIAL MANAGEMENT SERVICES: Finan-

cial management entities, which program parti-
cipants may refer to as their “bookkeeper” or
“accountant,” help program participants man-
age their budgets by performing payroll agent
and accounting functions. In both employer- and
budget-authority models, such services enable
public program participants to fulfill their re-
sponsibilities as employers by filing and paying
their share of payroll taxes on behalf of their
assistance workers. These services also ensure
that participants with budget authority do not
exceed their budgets.
Financial management services entities pro-

vide the Medicaid program with financial ac-
countability and protection against misuse of
budgets by participants and representatives.
Yet nearly all Cash and Counseling grantees re-
port having experienced difficulties with finan-
cial management services. Hence, state officials
agree that it is critical todevelopstrongoversight
capability to detect and resolve these difficulties
in a timely fashion.Minnesota and Pennsylvania
initially qualified numerous such entities and
had to prune those that proved insufficiently
knowledgeable about key tasks such as payroll
processing and tax filing. Arkansas had to decer-
tify and replace a financial management service
entity that engaged in questionable financial
dealings. Florida had to redo its approach to
financial management services four times but
is pleased with its current arrangements, espe-
cially after substantial savings were recouped.18

State officials have learned valuable lessons
from dealing with problems in this area but, in
the process, have paid a price—chiefly in the
form of delays getting under way, slower-than-
expected growth, and, in some cases, having to
suspendnewenrollmentswhilemaking the tran-
sition to newproviders of financialmanagement
services. State officials frequently cite financial
management services as the area where they
most need external technical assistance.

▸▸COUNSELING: The key issue for states is to
define the content of the counseling (some states
prefer the terms “consultant” or “support bro-
ker”) role and differentiate it from traditional
case management. Traditional case managers
make recommendations to or decisions on be-
half of the state, whereas counselors advise pro-
gram participants. States must develop recruit-
ment strategies and training for counselorsor, in
some cases, retrain traditional case managers so
that they can adopt a new role, working with
program participants who choose to direct their
own services.
Counselors must explain to participants the

state’s guidelines regarding permissible and im-
permissible use of their budgets. If there is un-
certainty aboutwhether a participant’s proposed
purchase is or is not allowable, the state decides.
Rhode Islandhas had considerable success using
information technology (IT) to facilitate three-
way communication among program partici-
pants, counselors, and state officials. State offi-
cials there report being able to obtain the neces-
sary information to make case-by-case budget
decisions rapidly and without undue burden
on them. They also report that even when pro-
gram participants are unhappy with the state’s
final ruling, the quick response is appreciated.

RESISTANCE FROM KEY STAKEHOLDERS Tradi-
tional providers (such as home care agencies)
seldom welcome perceived competition from
consumer-directed alternatives. However, tradi-
tional providers are not uniformly opposed to
consumer direction.
In some states, agencies recognize that they

cannot recruit enough workers to meet demand
and cannot afford to serve people living in rural
or frontier areas. Some also recognize that their
services might not be culturally attractive to
some minority participants. Also, it can be to
traditional providers’ advantage to refer so-
called problem clients, who complain about
and often ask to change workers, to consumer-
directed services. New Jersey, among other
states, reported successfully making the argu-
ment to agencies and their associations that
“your least desirable clients can be our best
customers.”
The most operationally problematic source of

resistance to consumer direction is from case
managers and service coordinators, who play a
key role in traditional home and community-
based waiver programs. States typically want
or need these people to assume a counseling
role, or at least inform eligible consumers about
the consumer-directed service option. Twoof the
original Cash and Counseling states, Arkansas
and New Jersey, were able to circumvent this
problem; their programs were offered as alter-
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natives to state-plan personal care services in
which agency nurses supervised aides but parti-
cipants had no case managers. Consequently,
these states were able to recruit counselors
who had no preconceptions based on prior ex-
perience as traditional system case managers
andwhowere enthusiastic about facilitating con-
sumer direction.
In contrast, Florida and all of the replication

programs designed their programs to offer a
consumer-directed budget alternative to a case-
managed home and community-based services
waiver care plan. Under these circumstances, it
becomes crucial to obtain the buy-in of tradi-
tional systemcasemanagers, for several reasons.
First, case managers who disapprove of consu-
mer direction or do not consider it appropriate
for most of their clients will discourage partici-
pation. Second, it is typically not practical, for
cost reasons, for states to bypass the existing
case management infrastructure to recruit and
train a whole new cadre of counselors. Third,
replacing case managers with newly recruited
counselors is impractical. Case managers and
their agencies could perceive such an act as a
threat to their job security and business inter-
ests, and might therefore mobilize politically
against consumer direction.
In states that plan to use case managers to

provide counseling, training curricula for the
counselors typically take the form of retraining
programs that teach new roles and responsibil-
ities for working with program participants who
are directing their own care. Officials in Florida
and Maine say that it often takes multiple train-
ing sessions for case managers to make the shift
to the counselor role.
Case managers’ resistance to consumer direc-

tion is sometimes based on purely pragmatic
considerations. It can be overcome if state offi-
cials understand and remove bureaucratic disin-
centives. For example, performance standards
for case managers in Washington State required
them to ensure service delivery startup within a
stated time frame. However, by imposing a wait-
ing period to ensure that participants fully
understood what consumer direction entailed,
the state made it more difficult to ensure their
receipt of services by thedeadline.Once the rules
were amended to fix this problem, case man-
agers were more willing to make referrals, and
enrollment of Cash and Counseling participants
increased.
However, case managers’ resistance to consu-

mer direction is largely philosophical, rooted in
adherence to a model in which service provision
isprofessionallymanaged.Traditional caseman-
agers often express ambivalence about family
caregiverswhowish tobecomepaid aidesorwish

to help a self-directing program participant de-
cide how to spend his or her budget. State offi-
cials in Alabama and Iowa reported that their
case managers were concerned that consumer
direction would lead to fraud and abuse (even
though this did not happen). In Minnesota, fo-
cus groups with case managers revealed that
many thought that consumer direction was in-
appropriate for elderly people because it was too
complex. They considered the budget amounts
for participants with certain need profiles inade-
quate, even though those amounts accurately
reflected the cost of services the same managers
had previously authorized for participants
in other types of programs at identical need
levels.
Whether resistance is for pragmatic or philo-

sophical reasons, state officials (especially in
Minnesota, Rhode Island, andMichigan) report
that one of their most effective strategies is to
find a few champions among case managers
who, well respected by their peers, help gradu-
ally win over the skeptics.

Conclusion
Despite having to contend with unusually ad-
verse Medicaid budget conditions, resistance
from traditional service system providers and
case managers, and other serious implementa-
tion challenges that have delayed program start-
up and slowed enrollment, states have demon-
strated that it is possible to implement and
sustain successful new budget-authority consu-
mer-directed service programs.19

Rhode Island’s Cash and Counseling grant re-
port was emblematic in acknowledging the “very
large issue” of “an extreme state budget deficit in
state fiscal year 2008 [that was projected to last]
at least through state fiscal year 2010,” yet at
the same time expressing confidence that “the
Personal Choice program is…a cost-effective al-
ternative” and “will undoubtedly remain.” In
New Mexico and Michigan, consumer-directed
services were described as driving a “paradigm
shift” in long-term care services. According
to Michigan officials, the availability of person-
centered planning and self-determination
(Michigan’s preferred terms) had a major posi-
tive impact evenon thosewho chosenot to enroll
in consumer-directed service options, by raising
the quality bar and causing traditional providers
to improve their services.
Endorsements such as these, and the willing-

ness of states that have effectivelymet challenges
to share their insights, should serve as an en-
couragement to other states contemplating the
creation or expansion of consumer-directed
long-term care services programs. ▪

JANUARY 2010 29:1 HEALTH AFFAIRS 55



The authors acknowledge the helpful
comments of Janet O'Keeffe, Research
Triangle Institute; Vidhya Alakeson, U.S.
Department of Health and Human
Services; Lori Simon-Rusinowitz,
University of Maryland; and Suzanne
Crisp, National Resource Center for

Participant-Directed Services, Boston
College. The contents of this paper are
the responsibility of the authors and do
not necessarily reflect the views or
policies of the U.S. Department of
Health and Human Services, Boston
College, or Pennsylvania State

University. A previous version of this
paper was presented at the Health
Affairs/SCAN Foundation conference:
Long-Term Care in America, The Agenda
for Health Reform, 7 May 2009, in
Washington, D.C.

NOTES

1 Doty P, Kasper J, Litvak S. Consu-
mer-directed models of personal
care. Milbank Q. 1996;74
(3):377–409.

2 Doty P, Benjamin AE, Matthias R,
Franke T. Home supportive services
for the elderly and disabled: a com-
parison of client-directed and pro-
fessional management of services
delivery. Non-Technical Summary
Report [Internet]. Washington
(DC): Office of the Assistant Secre-
tary for Planning and Evaluation,
U.S. Department of Health and Hu-
man Services; 1999 [cited 2009
Oct 21]. Available from: http://
aspe.hhs.gov/daltcp/reports/
ihss.htm

3 Bradley V, Agosta J, Smith G, Taub
S, Ashbaugh J, Silver J, et al. The
Robert Wood Johnson Foundation
self-determination initiative: final
impact assessment report. Cam-
bridge (MA): Human Services Re-
search Institute; 2001.

4 For a comprehensive overview of
evaluation results, see Benjamin AE,
editor. Putting consumers first in
long-term care: findings from the
Cash and Counseling demonstration
and evaluation. Health Serv Res.
Special Issue. 2007;42(1).

5 Cash and Counseling reports as well
as links to articles published in
journals are available from http://
www.cashandcounseling.org

6 Among states surveyed, twenty-five
reported that Cash and Counseling
was part of their strategy or plan-
ning for 2007; fifteen reported that
such programs were under consid-
eration for 2008 or later. Greene J.
State approaches to consumer di-
rection in Medicaid [Internet].
Hamilton (NJ): Center for Health
Care Strategies Inc.; 2007 [cited
2009 Nov 23]. Available from:
http://www.chcs.org/usr_doc/
State_Approaches_to_Consumer_
Direction.pdf

7 CMS officials Suzanne Bosstick and
Mary Sowers report that they sel-
dom review home and community-
based services waiver applications
(new or renewals/amendments)
that do not include consumer di-
rection. Five states have approved

1915(j) “cash and counseling” state-
plan amendments, and CMS official
Marguerite Schervish reported that
three additional states had such
amendments in process as of July
2009. Personal communication with
the lead author; 21 October 2009.

8 A comprehensive inventory of pub-
licly funded consumer-directed ser-
vices is under way, but not yet
completed, under the direction of
Mark Sciegaj.

9 Ng T, Harrington C, O’Malley M.
Medicaid home and community-
based service programs: data update
[Internet].Washington (DC): Kaiser
Commission on Medicaid and the
Uninsured; 2008 Dec [cited 2009
Oct 31]. Available from: http://
www.kff.org/medicaid/7720.cfm

10 Calculating participation rates in
consumer-directed services is diffi-
cult not only because some pro-
grams do not keep good statistics
but also because sizable minorities
of home and community-based ser-
vices recipients live in group homes
or assisted living, whichmakes them
ineligible. Although total national
enrollment is currently unknown,
the numbers enrolled in long-
standing employer-authority pro-
grams in a handful of populous
states alone (such as California,
Michigan, Massachusetts, and New
York) exceed 500,000.

11 The National Center for Participant-
Directed Services at Boston College,
under the direction of Kevin
Mahoney, updates Cash and Coun-
seling program statistics quarterly.

12 Phillips B, Mahoney K, Simon-
Rusinowitz L, Schore J, Barrett S,
Ditto W, et al. Lessons from the
implementation of Cash and Coun-
seling in Arkansas, Florida, and New
Jersey [Internet].Washington (DC):
Office of the Assistant Secretary for
Planning and Evaluation, U.S. De-
partment of Health and Human
Services; 2003 Jun [cited 2009
Oct 22]. Available from: http://
aspe.hhs.gov/daltcp/reports/
cclesson.htm

13 O’Keeffe J. Implementing self-
direction programs with flexible in-
dividual budgets: lessons learned

from the Cash and Counseling re-
plication states [Internet]. Prince-
ton (NJ): Robert Wood Johnson
Foundation; 2009 [cited 2009
Oct 22]. Available from: http://
www.cashandcounseling.org/
resources/20090202-101712

14 Crisp S, Doty P, Flanagan S, Smith
G, O’Keeffe J, et al. Developing and
implementing self-direction pro-
grams and policies: a handbook
[Internet]. Princeton (NJ): Robert
Wood Johnson Foundation; 2009
[cited 2009 Oct 22]. Available from:
http://www.cashandcounseling
.org/resources/handbook

15 Dale S, Brown R. Reducing nursing
home use through consumer-direc-
ted personal care services.Med Care.
2006;44(8):760–7.

16 Carlson LB, Foster L, Dale BS,
Brown R. Effects of cash and coun-
seling on personal care and well-
being. Health Serv Res. 2007;42
(1):467–87.

17 The discussion of Arkansas’ cost
experience and cost containment
strategies is based primarily on nu-
merous past and recent (2008–
2009) personal communications
(including data shared by e-mail)
between current and former
Arkansas state officials (including
Debby Ellis, Suzanne Crisp, Sandra
Barrett, and Herb Sanderson) and
the authors. Marguerite Schervish,
Arkansas’s CMS 1115 waiver project
officer, confirmed the CMS’s accep-
tance of Arkansas’ closeout cost re-
port and forwarded a copy to the
lead author.

18 Personal communications by the
lead author (most recent, June
2009) with Karen Huber, retired
Florida Consumer Directed Care
Program director; and Sherry
Jackson, current program director.

19 Additional information on research
and technical assistance (publica-
tions and other materials) related to
consumer direction is available on
two Web sites maintained by the
Boston College National Resource
Center for Participant Directed
Services: http://www
.cashandcounseling.org and http://
www.bc.edu/schools/gssw/nrcpds/

56 HEALTH AFFAIRS JANUARY 2010 29:1


