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Long-Term Care: Consumer-Directed
Services Under Medicaid

Summary

Medicaid is a health insurance program jointly funded by the federal and state
governments that pays for health care services for certain low-income individuals.
Since the program’ sinception in 1965, Medicaid has played avital rolein providing
long-term care servicesto individuals with adisability or long-termillness. “Long-
term care services’ refer to a wide range of supportive and health services for
individuals with a disability or chronic illness. Medicaid primarily finances long-
term care services and supportsin institutions but hasincreasingly supported carein
home and community-based settings under an optional program benefit.

States have been devel oping optionsfor Medicaid beneficiarieswith adisability
(consumers) to manage and direct their home and community-based services
including hiring their own providers, as an alternative to atraditional model of using
agency-based providers. These options for consumer direction have most often
included persona care services and other home and community-based services
authorized under Section 1915(c) of the Social Security Act. Thepremiseunderlying
consumer-direction is that the individual receiving the service is able to determine
what he or she requires and can use good judgment in purchasing those services and
overseeing their delivery.

The recently enacted Deficit Reduction Act of 2005 (P.L. 109-171) added a
provisionto Medicaid law that gives statesthe option of covering consumer-directed
personal care services (other than room and board). Services must be based on a
written plan of care, and the state’ s program must meet certain other criteriasuch as
notification, assessment, and counseling of beneficiaries. This provision becomes
effective January 1, 2007.

As states pursue options for consumer-direction, important questions remain:
What beneficiary protections need to be built into these programs? How does one
ensurethequality of consumer-directed services, and what typesof servicesare most
compatible with consumer-directed service options?

This report discusses options for consumer-directed services under Medicaid;
factors states need to take into account in devel oping consumer-directed programs,
and considerations for future policy development. This report will be updated as
necessary to reflect any substantive program or policy changes.
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Long-Term Care: Consumer-Directed
Services Under Medicaid

Introduction

Medicaid is a health insurance program jointly funded by the federal and state
governmentsthat serves|ow-incomeindividuasincluding the elderly, personswith
a disability, children, pregnant women, and members of families with dependent
children. Eligibility requirements are based on age, income, family structure, and
disability, and are determined by the states within broad federal guidelines.

Long-term care servicesrefer to awide range of supportive and health services
generally provided on an ongoing basis for persons who have limitations in
functioning because of adisability or chronic condition. Sinceitsinceptionin 1965,
Medicaid has played a vita role in providing long-term care services especially
nursing facility care which all states must cover for individuals over age 21. Other
examplesof long-term care services which may be available under Medicaid include
arange of home care services including personal care services or ongoing nursing
care. Personal care servicesinclude assisting an individual who has limitationsin
activities of daily living (ADLS) such as bathing, eating, dressing, and cooking.

Medicaid long-term care services are generally offered through the Medicaid
state plan and/or a home and community-based (HCBS) waiver. TheMedicaid state
planisthe document that states submit to thefederal government for approval which
describes the eligibility groups and covered services. State plan services must be
available statewide and must be available to all Medicaid enrollees who qualify for
the service.

Under the state plan, states must provide two long-term care services. nursing
facility servicesfor individual s over age 21 and home health servicesfor individuals
who meet certain criteria. States have the option of providing several other types of
long-term care services, including nursing facility servicesfor individual s under age
21, intermediate care facility services for individuals with mental retardation
(ICF/MR) (which all states have opted to provide), personal care services,? private
duty nursing, hospice, clinic services, rehabilitation, and the recently enacted home
and community-based services state plan option.>* Of the services listed above,

1 Ongoing nursing care may be required for someone with avery significant disability, for
example, an individual who requires a ventilator to breathe.

2 Personal care servicesareaso referred to as*“ personal assistance services® or “persond attendant

services”

3 Some states provide long-term care services such as adult day treatment and ongoing
(continued...)
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nursing facility and ICF/MR services are generally categorized as “institutional”
services because individuals reside in and receive health care services in a specific
type of certified facility. Those facilities are paid arate that coversthe individual’s
room, board and services. The other Medicaid serviceslisted above are categorized
as “home and community-based” services. The individual generally livesin the
community (e.g., home or apartment). Medicaid pays only for that specific type of
service (e.g., an hour of personal care), and does not pay for the room and board of
that individual.

States also have the option of requesting permission from the federal
government to provide additional home and community-based services for
individuals who would otherwise be in an institution. These other services may be
offered as a supplement to, or instead of, those optional services available through
thestateplan. Thisoptionisreferredto asa®“Home and Community-Based (HCBYS)
waiver” which is authorized under Section 1915(c) of the Social Security Act.
Unlike most services offered as part of the Medicaid state plan, the HCBS waiver
allows states to limit the number of individual s served and to offer the serviceson a
less-than-statewide basis. In July 2003, there were 275 such waiversin operation in
all states except Arizona.®> These waiversinclude a broad range of services such as
case management services, homemaker/home health aide services, persona care
services, adult day health services, habilitation services, respite care, home
modifications, and home-delivered meals.®

Based on FY 2004 data, total M edicaid expendituresfor long-term care services
were $98.0 hillion ($63.4 billion for services in institutions and $34.6 billion for

3 (...continued)

mental health services under the categories of clinic and rehabilitation services under the
Medicaid state plan.

* For adescription of the home and community-based services state plan option, see CRS
Report RS22448, M edicaid’ sHome and Community-Based State Plan Option: Section 6086
of the Deficit Reduction Act, by K. Tritz.

®Inafew cases, states have funded long-term services and supports through a Section 1115
(Social Security Act) research and demonstration waiver. For example, Arizona offers
similar long-term care services under a Section 1115 research and demonstration waiver.

¢ Adult day health services refers to atype of service that provides assistance to multiple
individualswith adisability in agroup setting which generally operates during the daytime
hours. Generally the individuals who receive servicesin thistype of setting have a severe
cognitive or physical disability. Habilitation services means those services designed to
assist individuals in acquiring, retaining, and improving the self-help, socialization, and
adaptive skills necessary to reside successfully in home and community based settings.
Respite services provide temporary services to an individual with a disability to give the
normal caregiver abreak from providing care. Home modifications refer to items such as
aramp to ahome or barsinstalled in the shower that someone can hold onto while bathing.
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services provided in homeand community-based settings). Long-term care spending
represents 37% of total Medicaid service expenditures.’

Many M edicaid beneficiaries (consumers) receivetheir long-term care services
from agency-based providers that are certified to provide Medicaid services® In
some cases, there may also be a case manager who plays arole in coordinating and
overseeing the consumer’ slong-term care services. Depending upon the structure of
the state’ sprogram, the case manager or the agency-based provider may consult with
the consumer, assess the consumer’s needs, decide what services are needed, and
monitor the care provided.

The agency-based provider is required to have an agreement with the state
Medicaid agency and in the case of personal care services, workersarereferred to as
“direct care workers.”® Depending upon the state' s rules and the specific provider,
the consumer may have varying degrees of ability to determine:

e who comes into the home to provide the service (e.g., is this
someone they know and/or trust);

o what time of day the careisreceived;

o where that direct care worker can go with the individua (e.g.,
school, church, work, medical appointments);

e how much the worker is paid; and

o the process for getting a back-up worker when the regularly
scheduled worker is unavailable.

Many consumers have expressed an interest in increasing their ability to direct
and manage some of these key elements of the assistance they receive. State and
federal policymakers have responded to thisinterest by devel oping opportunitiesfor
consumer-direction, starting with non-M edicaid programs such as state-funded |ong-
term care programs and more recently in Medicaid long-term care programs, as
described in this report.

"CRSanalysis of the Centersfor Medicare and Medicaid Services, Form 64, FY 2004 data.
Institutional long-term care expendituresinclude nursing facilities, mental health facilities,
and intermediate care facilities for individuals with mental retardation. Home and
community-based long-term care expendituresinclude home health, home and community-
based waivers under Section 1915(c) of the Social Security Act, personal care services,
hospice, and home and community care for functionally disabled elderly individuals under
Section 1929 of the Social Security Act.

8 In this report, the term agency-based providers refers to health and/or social service
agencies(both public and private) that providelong-term care servicessuch aspersonal care
to individuals with adisability or chronic illness.

® May also be referred to as a personal care attendant, attendant or aide.
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Precedents for Consumer-Directed Programs

Although consumer-directed long-term care services under the Medicaid
program have increased significantly over the last decade, it is not a new concept.
Several programs both in the United States and other countries have preceded the
current interest in Medicaid consumer-directed options and have served as models
for comparison.

Examples in the United States

Inthe United States, consumer-direction began inlong-term care programsother
than Medicaid. Prominent examples have included programs in the Department of
Veterans Affairs (VA) and some programs operated by states. For the past 30 years,
the VA has operated the Housebound and Aid and Attendance programs which
provide additional cash benefits to qualified veterans or their surviving spouses if
they require ongoing personal care services, are housebound or require nursing home
services.”® This cash benefit provides the veteran with additional monthly income
to purchase needed services and supports. There are no federal restrictions on how
thisadditional cash benefit must beused. Theveteran with adisability can determine
how to spend the benefit; for example, he or she can hirefriends or family members
to provide personal care services.

In addition to the federal VA programs, several states, including California,
Maine, Michigan, Oklahoma, Oregon, New York and Washington, have long
histories operating state-funded, consumer-directed personal care services.** Oneof
the more well known of these consumer-directed programsis California’ s In-Home
Supportive Services (IHSS) program which has been in operation since 1979. IHSS
did not include federal funding in its consumer-directed program until California
adopted the Medicaid personal care option in the state planin 1993. IHSS servesan
estimated 200,000 consumers annually and provides up to 283 hours of service each
month including personal care, household, paramedical, protective supervision and
medical transportation.

IHSS alows the consumer to choose his or her direct care worker including a
family member. The state then contracts with this direct care worker as an
independent Medicaid provider (described in more detail later in thisreport). IHSS

10 The amount of the VA cash benefit follows different rules depending on whether or not
the disability is service-related. For service-related disability (compensation), the amount
is set according to the living situation and degree of disability. For non-service related
disability (pension), theamountisequal to thedifferencebetweentheindividual’ scountable
income and ayearly standard set by law. Effective Dec. 1, 2005, the annual standard for a
housebound veteran with no dependents was $12,929, and $17,651 for a veteran who
required specia in-home care.

1 U.S. Department of Heath and Human Services, Office of the Assistant Secretary for
Planning and Evaluation, Understanding Medicaid Home and Community Services: A
Primer, Oct. 2000. (Hereafter cited as HHS-ASPE, Primer). See also L. Williamsand V.
Dize, Consumer-Directed Home and Community Based Services for Older People: An
Overview of Sate Programs, National Association of State Units on Aging, Apr. 2001
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is administered by county-based public authorities which provide support to both
consumers and the large number of independent Medicaid providers by: (1)
establishing aregistry and referral system for consumers, (2) training both providers
and consumers, and (3) serving as the employer of record for the independent
providers for purposes of collective bargaining. Under IHSS, the consumer is till
ableto select, hire, direct and fire hisor her worker.*> Within IHSS, Californiaalso
allows counties the option of contracting with an agency to provide personal care
services under an agency-based model for individuals who are deemed unable to
participate in consumer-direction. Twelve counties exercise this option. A 1996-
1997 telephone survey of IHSS participants compared individual swho directed their
long-term care services versus those who received agency-based services and found
that individual swho parti cipated in consumer-directed model sreported more positive
outcomes in the areas of safety, unmet needs and service satisfaction.

Examples from Other Countries

Several European countries, including Germany and England, have developed
programs that provide cash allowancesto individual s based on their level of need to
allow them to purchase long-term services and supports.** For illustrative purposes,
key features of the consumer-directed, long-term care programs operating in
Germany and England are described below.

Germany. In1995, Germany established auniversal, social insurance program
for long-term care financed by mandatory employer and employee contributions.
Eligibility for the program is not contingent on the individual having a certain level
of income or assets. However, thereis amaximum per-person benefit based on the
individual’s need. Individuals who require long-term care can choose between
ingtitutional care, home care, a cash benefit (which is about one-half the value of the
home care benefit), or a combination of home care services and a cash benefit. In
1998, 76% of beneficiaries chose a cash benefit. The cash benefit option is not

2p, Kumar, California’s Public Authorities: An Emerging Model for Consumer-Directed
Personal Assistance Services Comes of Age, American Rehabilitation, vol. 24, issue 4,
winter 1998, p. 15.

13 A .E. Benjamin, et al., Comparing Consumer-directed and Agency Models for Providing
Supportive Services at Home, HSR: Health Services Research 35:1, Part 11, Apr. 2000, pp.
351-366. In August 2004, California received approval for an Independence Plus Section
1115waiver to provideself-directed personal careassistancefor individualswho areelderly
or have blindness or a disability. The waiver is statewide, and includes approximately
66,000 Medicaid beneficiaries who need personal care or other supports and who select a
Spouse or parent to provide those services to them. This program was previously operating
through a state-funded portion of the In-Home Supportive Services (IHSS) program known
as the “Residual Program.” The Residua Program was to be eliminated from the state’s
budget. The approval of the Section 1115 waiver preserved these services for Medicaid
beneficiaries.

1 For a comparative summary of long-term care models in Europe compiled by the
European Union, see Social Protection in the Member Satesin the EU Member Sates and
the European Economic Area Stuation on January 1st 2002 and Evolution at
[ http://europa.eu.int/comm/empl oyment_social/missoc/2002/index_chapitrel2_en.htm].
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restricted initsuse of fundsand has minimal federal monitoring.”> Personschoosing
the cash benefit choose how to direct and organize their care using the cash they
receive.

England. Since 1996, England has offered cash paymentsto consumersasan
option to direct the community-based servicesthey need. The cash payment option
is one type of program within a larger social services grant provided to localities
referred to as“ Community Care.” In the cash payment option, the localities have a
significant amount of decision-making to establish the €eligibility criteria, make
consumers aware of the program, and establish the amount given to the individual
within broad national guidelines. There is no minimum or maximum on the amount
paid to the individual, but it must be less than placing that particular individual in a
residential facility. There are also restrictions on hiring close family members to
provide care.’®

An Overview of Consumer-Directed Medicaid Services

The underlying premise of consumer-direction is that the individual receiving
the service knows what he or she requires and will use good judgment to purchase
those services and oversee their delivery. In a 2001 Health Affairs article, A.E.
Benjamin listed five factorsthat have influenced policymaker interest in devel oping
options for consumer-directed services.”

e Advocacy. For decades, adults, primarily those with physical
disabilities and under 65 have been strong advocates of increasing
their ability to manage and direct their own services.

e Olmstead decision. In 1999, the U.S. Supreme Court, in Olmstead
v.L.C. (527 U.S.581) heldthat stateshad alegal obligation (within
certain specified limits) to serve individuals with a disability in a
setting that reflected theindividuals' preferences.’® States' responses

*R. Stone, Providing long-termcarebenefitsin cash: Moving to a disability model, Health
Affairs, Nov/Dec 2001 and CRS Report RL30549, Long-Term Care for the Elderly: The
Experience of Four Nations by Mayra De La Garza and Carol O’ Shaughnessy.

16 3. Wiener, et al., Consumer-Directed Home Care in the Netherlands, England, and
Germany, Public Policy Institute, AARP, Oct. 2003.

7 A.E. Benjamin, Consumer-Directed Services at Home: A New Model for Persons with
Disabilities, Health Affairs, Nov./Dec. 2001, pp. 80-95.

18 The case involved two women both with a cognitive and psychiatric disability who were
residing in apsychiatric unit of ahospital. Although the womens' doctors stated that they
could be served in acommunity-based setting, they remained institutionalized. Thewomen
sued the state alleging that the state violated Title |l of the Americanswith Disabilities Act.
The Supreme Court found that statesarerequired to provide community-based treatment for
persons with a disability when the state’s treatment professionals determine that such
placement is appropriate, the affected individual does not oppose such treatment, and the
placement can be reasonably accommodated, taking into account the resources availableto

(continued...)



CRS-7

to the Olmstead decision have focused attention on increasing the
capacity of Medicaid home and community-based services as an
aternative to institutions, such as nursing homes, and developing
options that respond to consumer preferences.

e Cost. Bothfederal and state governmentsfaceincreasing Medicaid
long-term care costs. These growing expenditures have created a
willingness by some policymakers to test alternative approaches
which change how Medicaid services are delivered and provide
better services at alower or equal cost to the Medicaid program.

o Workforce shortage. Many states are facing critical shortagesin
thedirect long-term careworkforce. Someconsumersdo not receive
the number of service hours they are assessed to need because the
provider agency cannot find staff to deliver the service. Thisisa
particular challenge in rural areas. Consumer-directed models of
delivering services may expand the labor pool by allowing a
consumer to select and/or hire afriend, family member or neighbor
to provide direct care services. Such persons may not have
otherwise been employed by a traditional home care agency.*®

e Changing perceptions. Many believe that providing care to
personswith adisability and tofrail older persons should movefrom
apurely medical model of care to one that considers other factors
(i.e., asocia model of care) such astheindividua’sinvolvement in
the community or his or her interest in entering the workforce.
Consumer-directed model scan create aflexiblearray of servicesthat
can be responsive to these other factors, in addition to providing
necessary medical and socia servicesin the home.

Consumer-direction is not one model of service delivery but a variety of
approaches with a common goal of moving the decision-making authority for
services closer to the consumer who receives those services.? Consumer-directed

18 (...continued)
the state and the needs of others with a disability.

For additional information, see the following reports: National Conference of State
Legidatures, The States’ Response to the Olmstead Decision: How are States Complying?
at [http://www.ncdl.org/programs/heal th/forum/olmsreport2003.pdf] and CRS Report
RL 31401, The Americanswith Disabilities Act: Supreme Court Decisions, by Nancy Jones.

19 For additional information onthe supply and demand for long-term careworkerssee HHS,
Assistant Secretary for Planning and Evaluation (ASPE) The Future Supply of Long-term
Care Workersin Relation to the Aging Baby Boom Generation: Report to Congress, May
14, 2003 at [aspe.hhs.gov/daltcp/reports/Itcwork. pdf].

2 This report does not discuss “consumer participation” in Medicaid long-term care
services. Consumer participation may include consumer representation on the provider
agency’s board of directors, consumer surveys to evaluate the quality of the services, or

(continued...)
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Medicaid long-term care programs have most often included personal care services,
but some programs have included other categories of services(e.g., adult day health,
respite) particularly for individuals with a developmental disability.?

Two of themore common types of consumer-directed approaches are described
below. This description does not thoroughly discuss each approach, but provides a
general overview of how many consumer-directed programs have been structured.

e Individualized budget. In an individualized budget, the state
establishes a total dollar value for the services needed by the
individual. The state contracts with an organization, such as a
Medicaid provider, to track the individual’s budget and, in some
cases, to employ the direct care workers who are selected by the
consumers. However, within theamount of theindividual’ s budget,
the consumer hasdiscretion over what servicesheor shewill receive
(generally within broad state guidelines), who will provide those
services, and how much that direct care worker will be paid.

e Direct cash. Inthe direct cash approach, the state also establishes
a total dollar value for the services needed by the individual;
however, the cash allotment is provided directly to the consumer
rather than the provider. The consumer recruits, hires and manages
the direct care worker. The direct care worker is employed by the
consumer, does not have to be a certified Medicaid provider and is
not required to have a written contract with the state. The state
oversees the program but takes on avery different role as described
later in this report.

Agency-Based vs. Consumer-Directed Long-Term Care Programs

Consumer-directed long-term care model s differ significantly from an agency-
based approach in a number of areas, including program structure and policies.
These differences are summarized in Table 1.

20 (_,.continued)
peer-delivered services.

2 In general, developmental disability refers to conditions that occurred before the age of
22 that impair cognition and functioning. Some examples of developmental disabilities
includemental retardation, autism, Downs Syndrome, fetal alcohol syndromeor headinjury.
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Table 1. Comparison of
Agency and Consumer-Directed Personal Care Models

Feature

Agency-based provider
model

Consumer -dir ected model

Services provided

A prescribed number of
service hours are authorized
by the state or agency.

Variable. Some programs use an
authorized number of service hours.
Other programs provide cash to
purchase goods and services, with the
amounts of services and number of
hours available dependent on the prices
paid for services.

Consumer screening

None.

Variable. Some programs have no
screening.  Others may screen the
consumer for his or her financia
competency in managing an
individualized budget or thedirect cash
option.

Hiring legally
responsible family
members as a
provider?

Generally not permitted.

Variable. In some states itis not
permitted. Other states permit this but
use state-only funds to pay for these
services. Other programshavereceived
approval through aMedicaid waiver to
use Medicaid funds to hire a legally
responsible family member. Startingin
January 2007, statesthat chooseto offer
a consumer-directed model under
Section 1915(j) of the Social Security
Act may pay legally responsible family
members as providers.

Role of case manager
(service consultant)

Variable. Somestateshaveno
case managers as part of
personal care programs.
When there is a case manager,
the duties often include
assessing the need for services
and locating, managing,
coordinating and monitoring
those services.

Variable depending on the type of
program. Generally, the consumer has
more independence and responsibility
and assumes many of the functions of
the case manager. The case manager
(sometimes referred to as a “service
consultant”) may take on other
functions such as education, guidance,
and reviewing a consumer’s
expenditure plan and receipts for
purchased goods and services.

choice

Supervision of direct | Agency Consumer; or in some programs the

care worker consumer receives support from a
service consultant.

Fiscal responsibilities | Agency Variable. May be handled by the
county, state, acontractedintermediary,
or the consumer.

Degree of consumer | Variable In most cases there is a high degree of

consumer choice.”

a. A legally responsible relative is generally a spouse or the parent of a dependent child, but may
include others depending on state law.

b. In California, most M edicaid beneficiariesare automatically assigned to aconsumer-directed model
of services.



CRS-10
Scope of Consumer-Directed Long-Term Care Initiatives

It has generally been difficult to get a comprehensive list of al consumer-
directed programsbecausethe definition of consumer-directionisnot consistent, and
there are many different program authorities. There have been some attemptsto get
general information about the size and scope of consumer-directed programs. A
recent inventory (released in April 2006) reported that all states except Mississippi
had either operational or planned consumer-directed Medicaid long-term care
programs. These programs vary in the size of the project (ranging from a pilot
project to a statewide program) and in the specific disability group covered (some
focus only on individual swith developmental disabilities; others serve al disability
groups).?

Experience of Different Disability Groups

The consumer-direction principles are the same across types of disabilities.
However, different groups of individuals with adisability have developed different
initiatives to fit their specific needs and the services they receive. For individuals
withaphysical disability andtheelderly, consumer-directed programshavegenerally
focused on personal care services. For individuals with adevelopmental disability,
consumer-direction has been referred to as “self-determination” and has often
included other long-term care services in addition to personal care services such as
respite and adult day health. For some individuals with adevelopmental disability,
family members may also have a role directing services. For individuas with a
serious and persistent mental illness, opportunitiesfor consumersto direct their own
services have not been as prevalent. Thereisasignificant and growing interest in
consumer-empowerment, peer-support services, and peer participation on the
treatment team,” but programs for consumers with amental illness to manage their
services or receive aflexible array of services through an individualized budget are
not as widespread or well-developed as programs for other disability groups.

2 B, Spillman, et a., Beyond Cash and Counseling: An Inventory of Individual Budget-
based Community Long-term Care Programs for the Elderly, Kaiser Commission on
Medicaid and the Uninsured, Apr. 2006.

% peer-support services is amodel of providing mental health services where individuals
who also have a psychiatric disability and are in recovery are trained to assist other
consumersin skill building, goal setting, problem solving. They also serve asarole model
for the consumers they work with. The goals of peer participation on a treatment team are
similar to peer support services but may involve a peer working jointly with other mental
health professionals to provide servicesto a consumer.
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Relevant Medicaid Options

Current law permits many forms of consumer-direction in Medicaid home and
community-based long-term care services. States may offer consumer-direction as
part of certain Medicaid state plan services, managed care programs, home and
community-based waivers, and research and demonstration waivers. The specific
features of the consumer-directed program govern whether the state is able to
implement consumer-direction through its existing Medicaid state plan or by
requesting permission from the federal government through a waiver.

Thereisrelatively little dataavail able on the number of statesthat are operating
consumer-directed programsunder Medicaid. Asdescribed earlier, one study found
consumer-directed programsin operation or planned in all states except Mississippi.
CMS does not collect data about specific consumer-direction policies on Medicaid
state plan services or the 275 home and community-based waiversin operation as of
July 2003. In addition, the definition of consumer-direction varies widely so that
independent surveys of states' consumer-direction programs yield different results.
States' options for consumer-direction programs under the Medicaid state plan and
waivers are discussed in more detail below.

Medicaid State Plan Services

States may opt to cover personal care servicesunder their Medicaid state plans.
In March 2005, 35 states and the District of Columbia offered the optional personal
care benefit to at | east some Medicaid beneficiaries.** Under thisoption, the Centers
for Medicare and Medicaid Services (CMS) explicitly permits consumer-direction
of personal care services. The CMS State Medicaid Manual specifies, “Medicaid
beneficiaries may hire their own provider, train the provider according to their
personal preferences, superviseand direct the provision of the personal care services
and, if necessary, firethe provider.” However, the state Medicaid agency maintains
responsibility for monitoring service delivery and ensuring that qualified providers
are delivering the personal care services® The state is not permitted to provide
Medicaid funds directly to a consumer to pay for the personal care services.

Some states permit friends and non-legally responsible family members® to
become either employees of aMedicaid provider agency or become an independent
Medicaid provider. If the friend or family member becomes an employee of the
provider agency, he or she would have to take all of the training required by the
agency and may be asked to provide servicesto other individualswho are not family
members. Another option is for the friend or family member to become an
independent Medicaid provider.

2 Centersfor Medicare and Medicaid Services, Medicaid at-a-Glance, 2005, CM S-11024-
05.

% Centers for Medicare and Medicaid Services, Sate Medicaid Manual, CMS-45 Section
4480.

% Generally, non-legally responsiblefamily membersincludeall individual sexcept spouses
and parents.
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An independent Medicaid provider is not tied to a specific agency or business,
but isstill permitted to receive reimbursement directly from Medicaid for providing
services. To qualify asan independent Medicaid provider theindividual must meet
the state’ slicensurerequirements(if any) or state-prescribed qualificationsand have
acontract with the state Medicaid agency to provide Medicaid services. States may
allow a variety of professonals or paraprofessionals to become independent
Medicaid providers including speech therapists, nurses, radiologists and — most
relevant for this discussion — direct care workers. For example, in the Washington
and Michigan personal care programs, about one-half of the independent Medicaid
providers were family members.?” In cases where afriend or family member is the
independent Medicaid provider, the consumer may have a considerable amount of
discretion over key elements of the services, but the state establishes the
reimbursement rate and paysthefamily member directly. The consumer isgenerally
not permitted to change the hourly rate paid to the direct care worker, manage a
flexible array of serviceswithin aparticular dollar level, or receive payment directly
from the state to pay for his or her personal care services. These activities are done
by the state or the Medicaid provider.

The home health benefit of the Medicaid state plan aso provides personal care
to Medicaid beneficiaries and is amandatory state plan service for individuals who
areentitled to nursing facility services. However, the prescriptiveness of the federal
certification requirements for home health providers limits a state’s flexibility to
devel op opportunitiesfor individual sto direct their own care and hire non-traditional
providers under the home health benefit.®

Starting in January 2007, states will also have the option of covering certain
home and community-based services (including personal care and related services)
under the Medicaid state plan under the authority of Section 1915(i) of the Social
Security Act. Under this provision, states may give individuals the option of
directing their services. Elements of this self-directed option must include an
individualized assessment, a service plan, an individualized budget, and a process
that assures service quality.

Medicaid Home and Community-Based Waivers

A morecommonly-used method for providing consumer-directed long-term care
servicesis under the home and community-based (HCBS) waiver authorized under
Section 1915(c) of the Social Security Act. The HCBS waiver program provides a
broad array of services to individuals who would otherwise be in an institution
including homemaker/home heal th aide services, personal careservices, respitecare,
adult day health and home-delivered meals. States have significant flexibility in
identifying and defining services that will be covered under HCBS waivers. The
state must identify the covered servicesin its waiver application to CMSincluding
who the providers will be, and how the payment rates will be established.

27 3. Wiener et a., “Home and Community-Based Servicesin Seven States,” Health Care
Financing Review, Mar. 22, 2002.

B HHS-ASPE, Primer.
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Under the HCBS waivers, a state may provide significant flexibility allowing
the consumer to select friends and non-legally responsible family members as
independent Medicaid providers similar to the option described above in the
Medicaid state plan section. The state may also establish an individualized budget
and give the consumer significant flexibility with respect to the specific services
covered and the rate to be paid to providers so long as these rates fall within the
budgeted amount. Under an HCBS waiver, the state is not permitted to provide
Medicaid funds to a consumer directly to pay for the personal care services. As
discussed above, of the 275 waiversin operation as of July 2003 there was no data
regarding the number that are providing consumer-directed programs.

Medicaid Managed Care

Consumer-directed programs have also been developed under Medicaid
managed care although they occur less frequently than under the state plan option or
under HCBS waivers. Under Medicaid managed care, the state contracts with a
plan(s) to provide an agreed-upon set of benefits. Generally, the state establishes
fixed, prospective, monthly, per-person paymentsrate(s) referred to asa* capitation”
payment for the servicesidentified in the managed care contract. The managed care
organization isresponsible for selecting and paying the service providers, and under
some circumstances can use savings from the program to provide enhanced services
to beneficiaries® A few states provide Medicaid long-term care services to
beneficiaries through a managed care program.

Theability of the managed care organization to select and pay service providers
and provide additional services from program savings creates opportunities for
consumer-direction. For example, the managed care program could hire the direct
care worker who is selected by the consumer, and permit the consumer to manage
and train that worker. The managed care program could also use program savings
to provide a flexible benefit to consumers for the purpose of increasing their
independence. For example, one consumer could purchase an assistive device or
piece of equipment while another could purchase transportation services. A survey
of 45 Medicaid managed care plansthat included long-term care services found that
over half practiced some form of consumer-direction, and 32% of the programs
surveyed allowed individuals to hire and fire their own workers.®

Itisalso possiblefor Medicaid managed care programsto provideacash benefit
to beneficiariesto pay for services. However, paymentsdirectly to beneficiariesmay
be counted as resources in determining eligibility for the Supplemental Security
Income (SSI) program unless they received a waiver from the Social Security
Administration using the authority of Section 1110(b) of the Social Security Act.
Counting these payments as additional resourcescould affect their eligibility for both
SSI and M edicaid because eligibility determinationsfor thesetwo programsare often
linked.

% Savings can be used to provide additional services only if the state has received awaiver
from CMS of Section 1915(b)(3) of the Social Security Act.

%M. Meiners, “ Consumer-Direction in Managed Long-term Care: An Exploratory Survey
of Practices and Perceptions,” The Gerontologist, Feb. 2002.
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Section 1115 Waiver

Finally, a Section 1115 waiver offers states broad flexibility in the design of a
consumer-directed long-term careprogram.®* Under the state plan, and HCBSwaiver
provisions described above, states cannot directly pay beneficiaries or their
representatives.® However, astate may get approval for these practicesand avariety
of other activitiesunder a Section 1115 waiver, including (1) providing cash directly
to individualss; (3) changing the Medicaid eligibility requirements (e.g., alowing an
individual to have more income and still qualify for Medicaid); or (3) waiving the
requirement that the state only pays those agencies that have provider agreements
with the state.®

Independence Plus Initiative

Through the Medicaid state plan and waivers described above, states have been
permitted to develop and implement many different consumer-directed programs.
To assist states in further developing these programs and to streamline the waiver
process, on May 9, 2002, the Bush Administration released the Independence Plus
template. The Independence Plus template does not change current Medicaid law;
it facilitates requests by states for waivers to develop consumer-directed programs
by outlining the specific waiver application elements required of states and by
providing technical assistance on key features of a consumer-directed program.

The Independence Plus template also established a minimum set of program
design featuresthat states must document intheir waiver application for aconsumer-
directed programinorder to receive approval from CMS. Thesix featurescomprise:
a person-centered planning process, an individualized budget, fiscal intermediary
services, a support broker who serves at the direction of the consumer, a quality
assurance and quality improvement system, and consumer protections such as an
emergency back-up system and an incident management system.

3 Authorized under Section 1115 of the Social Security Act, thisresearch and demonstration
waiver authority allows the Secretary of HHS to waive many provisions of Medicaid law.
Thewaiver must be budget neutral over fiveyears, meaning that it cannot cost the Medicaid
program any more under the waiver than the state would have spent in the absence of the
waiver.

32 Section 1902(a)(32) of the Social Security Act and 42 CFR 447.10(d) specify who can
receive payment for Medicaid services. An exception is allowed for certain beneficiaries
to pay for physician or dentist services; see 42 CFR 447.25 for additional information.

¥ Some of the individuals who are receiving cash payments directly may also be receiving
cash benefits through the Supplemental Security Income (SSI) program — a means-tested
program for individual swith adisability who are low-income, but also have asmall amount
of assets/resources. Payments directly to individuals for long-term care services under
Medicaid would not be considered income, but in some cases would be counted as a
resource. For the consumer-direction programs in Arkansas, New Jersey, Florida, and
Oregon, the Commissioner of the Social Security Administration has used the authority of
Section 1110(b) of the Social Security Act to waive paymentsto Medicaid beneficiariesfor
consumer-directed services from being counted as resources for the purposes of SSI
eligibility (63 Federal Register 59902 and 66 Federal Register 9406).
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There are two ways to establish an Independence Plus Initiative depending on
the state’ s objectives. Waiver templates have been devel oped for both the Section
1915(c) and 1115 waivers. The state must submit a Section 1915(c) waiver (HCBS)
if it wantsto provide servicesthrough an individualized budget, or have individuals
manage some or all of their HCBS waiver services (e.g., respite, transportation,
personal care services, or home modifications). The state is required to submit a
Section 1115 waiver if it wantsto (1) provide cash directly to individuals, (2) change
the Medicaid eligibility requirements, or (3) waive the requirement for provider
agreements (i.e., use non-Medicaid providers).

Self-Directed Personal Care Services Option
Enacted Under the Deficit Reduction Act of 2005

The recently enacted Deficit Reduction Act (P.L. 109-171) added a provision
under Section 1915(j) of the Social Security Act to permit states to cover personal
assistance services under a self-directed program. The self-directed program must
allow beneficiaries to exercise “choice and control over the budget, planning, and
purchase of self-directed personal assistance services.” Other requirementsinclude
an assessment of the beneficiary’s need, the availability of a support system to
counsel beneficiaries, a written service plan, an individualized budget, and
appropriate quality assurance and risk management techniques. Individuals may
qualify for this self-directed program if they would require and receive personal care
services under the Medicaid state plan or home and community-based waiver. The
state may offer this self-directed personal assistance services program on alessthan
statewide basis, and can target the program to certain populations. In addition,
beneficiariesmay pay legally liablerelativesto provide the services. Thisprovision
is effective on January 1, 2007.

Self-Directed Support Corporation

Another approach to consumer-directed services operating under current
Medicaid law in a few states is known as the Self-Directed Support Corporation
(SDSC).* The SDSC approach has generally been used by interested friends and
family of aconsumer with a significant cognitive disability as an aternative to the
traditional agency-based system. The SDSC generally consists of a small group of
individual swho know the consumer and establish alegally recognized organi zation
to assist that consumer in coordinating and receiving his or her services. With the
state’s permission, the SDSC either becomes a licensed provider of Medicaid
services for one individual with the ability to hire and supervise staff, or operates
under the auspices of a third-party agency which is the employer and certified
Medicaid provider but acts at the direction of the Self-Directed Support
Corporation.®

% This approach for consumer-directed services originated in British Columbia, Canada,
and isalso referred to as a“Microboard ©”.

% For additional information, with questions and answers and information about state
projects, seethelnclusion Research Institute’ swebsiteat [ http://www.sel f-determined.org] .
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Although SDSC programsare not widespread, interest and activity aregrowing.
States active in this area include Maryland, Michigan, Missouri, Tennessee and
Oregon. For example, Tennessee hasformed The Tennessee Microboard Association
to provide assistance and training for interested individuals and families.®

Recent Research and Development Initiatives

Highlighted below are several research and demonstration initiatives that
demonstrate various approaches for consumer-directed long-term care services.
Theseinitiativesmany of which started inthelate 1990’ sexpanded the optionsunder
a consumer-directed model by permitting consumers to pay workersdirectly and to
manage a flexible benefit within a given dollar value. These initiatives have
guickened the pace of development of Medicaid consumer-directed options by
providing funding and technical assistance to states. Some of the initiatives
described below have limited information about the extent of implementation, the
numbers of individuals served and the findings or outcomes from the initiative; this
information is provided or referenced whenever possible.

Cash and Counseling Demonstration

The Cash and Counseling Demonstration is one of the most well-known and
largest demonstrations in consumer-directed long-term care under Medicaid. In
1996, the Robert Wood Johnson Foundation partnered with the Department of Health
and Human Services, Assistant Secretary for Planning and Evaluation (HHS, ASPE)
and CM Sto conduct the demonstration in Arkansas, Floridaand New Jersey.*” The
Robert Wood Johnson Foundation and ASPE provided funding to implement and
evaluate the demonstration, and CM S granted Section 1115 waiversto permit these
states to pay consumers directly and employ legally responsible relatives as direct
care workers.

The purpose of the demonstration was to assess the impact of providing acash
allotment to an individual for managing and directing his or her own personal care
services.® Participation in the demonstration was voluntary. Individuals were
randomly assigned to either receive the cash allotment as part of atreatment group,
or use a traditional agency-based provider as part of a control group. Table 2
describes the primary features of each state’s demonstration.®

% For additional information, see [http://www.tnmicroboards.org/].

3" Oregon implemented a similar demonstration separate from the Cash and Counseling
Demonstration in Dec. 2001.

% [ http://www.hhp.umd.edu/AGING/CCDemo/].
| pid.
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Table 2. Overview of Cash and Counseling Demonstration

Arkansas New Jersey Florida
State program Independent Choices | Persona Preference Consumer-Directed Care
name?
Implementation December 1998 November 1999 June 2000
date®
Medicaid state plan: Medicaid state plan: Section 1915(c) Home
Authority for personal care option personal care option | and Community-Based
personal Waiver services except
assistance case management/
services® support coordination
Populations Elderly and adults Elderly and adults Elderly, adults with a
served? with a physical with a physical physical disability and
disability disability children with a
developmental disability
Territory Statewide Statewide Central and South
cover ed? Florida: Elderly and
adults with a physical
disability
Statewide: Children and
adults with
developmental
disabilities
Median Monthly | $313 $1,097 $829 (adults) and $768
Allowance® (children)
Formulafor $8 per hour in care Value of care plan Claims history or
determining cash | plan multiplied by minus 10 percent set | discount factor
allotment ° provider-specific asidefor fiscal agent | multiplied by the value
discount factor. and counseling of careplan. Care plans
services. were used for
individuals with
developmental
disabilities, those with
unstable claims history,
or if the care plan value
was at |least $50 per
month more than claims
history.
Final caseload 2,008 persons 1,762 persons 2,820 persons
(for evaluation)®

a University of Maryland, Center on Aging, Cash and Counseling At-aGlance, at
[http://www.hhp.umd.edu/AGING/CCDemo/ataglance.html].
b. B. Carlson, et al. Effect of Consumer Direction on Personal Care and Well-Being in Arkansas,

New Jersey and Florida, Mathematica Policy Research, Inc. May 16, 2005 [http://www.
mathemati ca-mpr.com/publi cations/pdfs/consumerdirection3states. pdf].
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Under the Cash and Counseling Demonstration, each state gave the consumer
a monthly alotment to pay for persona care services according to a budget
developed by the individual and approved by the state. The individua hired,
supervised, and managed the services provided by the direct care worker(s). The
individual was also permitted to save money from the allotment to purchase items
that increased his or her independence (e.g., microwave, accessible ramp).

Mathematica Policy Research, Inc. (MPR) has released findings from its Cash
and Counseling demonstration evaluation. MPR found that participants in the
demonstration as compared to acontrol group (1) were generally more satisfied with
the servicesthey received; (2) reported a higher quality of life; (3) had fewer unmet
needs for personal care, household activities, transportation, and assistance with
routine health care; (4) received more paid care (especially adults under age 65); and
(5) did not have more adverse events or health problems and, in some cases, had
fewer health problems.*

MPR also released findings on the effect of Cash and Counseling on Medicaid
and Medicare costs. MPR found that Medicare expenditures did not significantly
change. For Medicaid, the evaluation looked at two years of expendituresfollowing
an individual’s enrollment; the demonstration generally increased personal care
expenditures and total Medicaid expenditures, as described in more detail below.

o Effect on Medicaid personal careexpendituresfor Arkansasand
New Jersey): Medicaid personal care expendituresfor individuals
enrolled in the Cash and Counseling project were higher than those
in the control group and they received more paid care. The study
attributes this difference to the control group receiving fewer hours
of personal care than expected due, in part, to labor shortages.

e Effect on Medicaid Home and Community-Based Waiver
Expendituresfor Florida: Medicaid home and community-based
waiver expenditures were higher for program participants than for
the control group. The study indicates that the higher costs may
haveresulted fromindividual sbeing assessed asneedingmorehours
of care when the spending plan was initialy developed.

e Effect on Medicaid expenditures for other long-term care
services. The Cash and Counseling demonstration showed some
savings to services such as nursing facility, home health services,
waiver services, and transportation. However, savings were not
consistent across both the years of the evaluation and for all of the
demonstration states.

o Effect ontotal Medicaid expenditures: Inthethree demonstration
states, total Medicaid expenditures for individuals enrolled in the

“0B, Carlson et al., Effect of Consumer Direction on Adults' Personal Care and Well-Being
in Arkansas, New Jersey, and Florida, Mathematica Policy Research, May 16, 2005, at
[ http://www.mathemati ca-mpr.com/publications/pdfs/consumerdirection3states.pdf].
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Cash and Counseling Demonstration were higher in the first year
than the control group. In the second year, for Arkansas, there was
no significant difference between the two groups in total Medicaid
expenditures. In New Jersey and Florida, the expenditure
differences persisted — total Medicaid costs for demonstration
participants were also higher in year two.*

The experience of the three states |ed the Robert Wood Johnson Foundation to
award additional funding to the Boston College, Graduate School of Social Work in
the fall of 2002 to assess if other states would be interested in replicating the
demonstration. Based on this assessment, in January 2004, the Robert Wood
Johnson Foundation announced a $7 million grant program for the replication and
expansion of the Cash and Counseling demonstration. In October 2004, eleven new
states received this three year grant including Alabama, lowa, Kentucky, Michigan,
Minnesota, New Mexico, Pennsylvania, Rhode Island, VVermont, Washington, and
West Virginia** ASPE and the HHS, Administration on Aging have also provided
funding for the expansion of thisinitiative.

Self-Determination Initiative

In 1997, the Robert Wood Johnson Foundation established the Self-
Determination Program for Personswith Developmental Disabilitiesand awarded $5
millionto 19 statesto explore consumer-directed alternativesto providing long-term
care services to individuals with a developmental disability.* The following 19
states received grant awards: Arizona, Connecticut, Florida, Hawaii, lowa, Kansas,
Maryland, Massachusetts, Michigan, New Hampshire, Minnesota, Ohio, Oregon,
Pennsylvania, Texas, Utah, Vermont, Washington and Wisconsin.

The projectsvaried in their scope and activitiesfrom broad-based planning and
system reform to small pilot projects. For example, Utah established a statewide
foundation for self-determination which built on its preexisting effortsto change the
rolethat consumers played in discussing the servicesthey needed with professionals.
Wisconsin, on the other hand, focused itsinitiative on three demonstration counties
and developed an initiative to support approximately 300 individualsto direct their
own services and supports through an individualized budget. The evaluator of the
project, the Human Services Research Institute (HSRI) made general observations
about the projects afew of which are described below:

o States that had already built flexibility into their service delivery
system found it easier to develop, manage and finance consumer-
direction;

“ S, Dae and R. Brown, The Effect of Cash and Counseling on Medicaid and Medicare
Costs: Findings for Adultsin Three Sates, Mathematica Policy Research, Inc., May 2005
at [ http://www.mathemati ca-mpr.com/publications/pdf s/cashandcounseling3states.pdf].

“2 For additional information about state projects, see [http://www.cashandcounseling.org/
about/map.html].

3 Ten other states received small technical assistance grants.
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e State contracting policies were, at times, barriers to purchasing
services and supports that were responsive to an individual’ s needs
because they were outside the pool of state-approved contractors;

o Thesdf-determination projects becameavehiclefor increased self-
advocacy among individuals with developmental disabilities and
thelr representatives; and

e HSRI indicated that “‘self-determination’ is a concept that is
evolving across the states with resulting variance in definition and
operations.”

Independent Choices

In 1997, the Robert Wood Johnson Foundation funded 13 projects to test a
variety of strategies for increasing consumer-direction for a variety of different
disability groups. The National Council on Aging (NCOA) received funding to
coordinate the 13 projects. Of the projects funded, nine were demonstrations and
four were research projects. For example, the demonstration project in Oakland,
California developed an emergency hotline for individuals who were unable to
receive persona care services because of a worker absence or cancellation. A
research project at the Family Caregiver Alliance in San Francisco examined the
extent to which individuals with mild and moderate cognitive disabilities could
expresstheir preferences. Thisproject found that theseindividualscould consistently
statetheir preferences and choicesand could play arolein decisionsabout their care.
This project also found that close family members often had inaccurate perceptions
of theindividua’s preferences.”®

In 2002, the Robert Wood Johnson Foundation awarded additional funding to
the National Council on the Aging (NCOA) and the National Association of State
Units on Aging (NASUA) to continue to work with states to develop, promote and
facilitate consumer-direction including assisting states in assessing their long-term
care systems, holding public forums, and developing a plan to address specific
barriersto consumer choiceand control intheir programs. Thefocusof thisinitiative
included both Medicaid and non-Medicaid programs (e.g., programs established
under the authority of the Older Americans Act). In addition to the state-specific
activities, NASUA and NCOA continue to develop resource materials to promote
consumer-direction in aging services including surveys of program administrators,
case studies of particular programs, and aguide for consumers to evaluate degree of
consumer-direction in their state's programs.*

“ V. Bradley, et. a,. The Robert Wood Johnson Foundation Self-Deter mination I nitiative:
Final Impact Assessment Report, Human Services Research Institute, Nov. 2001.

“ A, E. Benjamin and R. Snyder, “ Consumer Choicein Long-term Care, To Improve Health
and Health CareV,” The Robert Wood Johnson Anthol ogy, 2003, Chapter 5. For additional
information, see [http://www.rwjf.org/publications/publicationsPdfs/ anthology2002/
chapter_05.html]. P. Nadash, “Independent Choices,” American Rehabilitation, vol. 24, no.
3, summer/autumn 1998, at [http://www.independentliving.org/docs4/ar3983.htmi]

“6 Thisassessment tool was al so devel oped in collaboration with the Home and Community-
Based Resource Network, an organization working with states and the aging and disability
(continued...)
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Systems Change Grants to States

Infiscal years 2001 through 2005, Congressappropriated $287 millionin grants
to states to increase opportunities for community living for individuals of any age
with a disability or long-term illness as part of CMS's discretionary research
appropriation. Each fiscal year, Systems Change grant funds were separated into
several grant categories. Some categoriestargeted certain activities (such asnursing
facility transition or amental health systemstransformation). Other categorieswere
defined broadly so that states could target the funds to issuesidentified in that state
to improve the home and community-based long-term care system. Over the past
five years, severa specific grant categories have been specifically focused on
devel oping consumer-directed long-term care programs. This was al'so a common
activity identified by statesin grant categoriesthat allowed abroader set of activities.
Grantshave been awarded to 50 states, twoterritories, and the District of Columbia.*’

Considerations in Implementing
Consumer-Directed Services

As described earlier, the traditional Medicaid provider model for most
beneficiaries receiving home and community-based services is through an agency.
The provider must meet certain qualifications and have an agreement with the state
Medicaid agency. Thedirect careworker isan employee of the provider agency, and
the consumer has varying degrees of discretion over how services are provided.
Althoughthereiswidevariationin consumer-directed |ong-term care programs, most
states implementing these programs must shift the focus or redesign some of their
administrative structures or program policiesif the state wantsto move their agency
provided service model to a consumer-directed one. This section outlines some of
the administrative and policy considerations for state Medicaid agencies in
developing consumer-directed programs.

Eligibility

To participate in consumer-directed Medicaid long-term care programs, the
individual must be Medicaid igible and demonstrate need for that type of service
(e.g., personal care). This means meeting financial standards and having a given
level of impairment/disability. In some programs, a state may also require that the
individual passacognitive or competency test to determine whether or not he or she
iscapable of directing the service and managing the cash alotment. Many programs
allow afamily member or legal guardian to direct the services on behalf of achild or
an individual who is unable to express his or her preferences.

%6 (...continued)
communities to improve long-term care services. [http://www.consumerdirection.org].

" For a complete description of Systems Change grant activities, see [http://www.cms.
hhs.gov/Real Choi ce/downl oads/compendium.pdf].
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Fiscal Intermediary

In atraditional agency-based system, the provider agency billsthe state for the
Medicaid services it provides according to an established rate. In a consumer-
directed model, the state or its contracted agency may take on other functions
includingtrackinganindividual’ sbudget, paying different ratesfor different workers
(if allowed by the program), and additional reporting requirements.

Severa statesimplementing consumer-directed model shave contracted withan
organization usually referred to as a “fiscal intermediary” to assist in the
administration of thecash benefit or individualized budget .*® Thefiscal intermediary
assists the consumer with a variety of tasks depending on the program’s design and
policiesincluding collecting the direct care workers' time sheets, issuing the checks
to the direct care workers, or tracking the consumer’s expenditures. Other
responsibilities for the fiscal intermediary may include conducting criminal
background checks of the direct care workers, filing tax reports, or making sure that
amounts are withheld from the workers' earnings for Social Security and Medicare,
unemployment insurance, and worker's compensation and other tax-related
contributions.*® Generally, the states pay fiscal intermediaries through Medicaid
administration funding (50% state funding, 50% federal Medicaid funding), as an
expense in each person’s cash alotment (e.g., $10 per month, 5% of the cash
allotment), or as a separate service under the home and community-based waiver
program.

Service Consultant/Support Broker/Counselor

Most consumer-directed programs have an individual available to provide
consultation and support to the consumer. The activities of the service consultant
may include assisting the individual in developing his or her service plan or
consulting with the consumer on any employer-employee issues (e.g., recruiting,
firing). Therole of thisindividual differs from the more traditional role of “case
manager” in which the case manager is responsible for assessing the individual’s
needs, and coordinating and overseeing all of the servicesthe consumer receives by
provider agencies.

Consumer Education and Training

Under a consumer-directed program, consumers take on new roles and
responsibilities including directing and managing workers, working with a fiscal
intermediary to submit time sheets, and developing an individualized budget. States
have offered various methods of training and ongoing support for these consumers.
Some of these methods include conducting a formal training session, providing
individual discussionswith an individual’s service consultant, matching consumers

“8 The term “intermediary service organization” is also used.

“9 For atypology of fiscal intermediaries, see S. Flanagan and P. Green, Consumer-Directed
Personal Assistance Services: Key Operational Issues Using Intermediary Service
Organizations, The MEDSTAT Group, Oct. 24, 1997.
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with other individuals with a disability who are also participating in consumer-
directed programs, and developing written training materials. For example, a
consumer-directed program in New Jersey has developed a consumer guide for
individuals not using afiscal intermediary; the guide contains information on filing
for tax status as an employer, workers compensation, and paying wages and
overtime.®

Determining a Consumer’s Cash Allotment

Under the current Medicaid system, individuals are generally assessed to see
how many hours of a particular service are required to meet their needs. The
consumer is then eligible to receive that number of hours of service unless the
number of hours exceeds the state's limits on the amount of services that can be
provided and/or if the cost of those services exceeds amount permitted under a
Section 1915(c) home and community-based waiver.

Under a consumer-directed approach, the state establishes atotal dollar value
to cover the participants service(s). The formula to calculate the amount of this
allotment can be based on a variety of factors including:

e The number of hours that would have been provided to the
individual (based on an assessment of need) for receiving services
through an agency-based model multiplied by the state’s rate for
personal care services,

e Historical expenditures of a particular individual or group (e.g., the
average amount over the last three years);

e A decrease in the amount to reflect the average number of service
hours actually used versus the number of planned hours(e.g., dueto
unplanned worker absences); and/or

e A periodic opportunity to reassess the allotment if the consumer’s
needs change.

Who Is the Employer?

A key consideration inimplementing aconsumer-directed Medicaid long-term
care program is who will be the legal employer of the individual(s) providing the
service (e.g., the direct care worker). The options for who serves as the employer
include the following:

the consumer;

an organization that provides services to an individual;

afiscal intermediary;

aprovider agency that i sparticipatinginaconsumer-directed model;
the state Medicaid agency; or

aself-employed direct careworker whoisan “independent Medicaid
provider.”

%0 [ http://www.hhp.umd.edu/AGING/CCDemo/ccbook/].
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These options show the great variation that can exist in aconsumer-directed model.

The employer assumes certain fiscal and legal responsibilities based on federal
and state laws. For consumers who have not previously been an employer, sorting
out the federal requirements, the state laws, and the associated responsibilities can
be confusing and administratively burdensome. These requirements can include
employer contributions to Social Security and Medicare, federal and/or state
unemployment taxes and workers' compensation.®* Not surprisingly, in caseswhen
consumers have been the employers, most states have contracted with a fiscal
intermediary to assi st consumerswith these obligations.* Most consumersfoundthis
assistance to be very helpful .

Service Providers

There are four primary issues for states to address in determining who can
provide services under a consumer-directed long-term care program:

Provider Qualifications. Medicaidlaw requires statesto have standardsfor
determining which providers may participate in the Medicaid program. Federal law
provides explicit standards and certification processes for some providers, such as
home health agencies and nursing homes. For other providers, standards and
procedures are generally governed by state laws, regulations, and licensure
requirements. For example, the state may require that direct care workers complete
a crimina background check. In general, independent Medicaid providers, as
discussed earlier, must meet the same requirements for training and certification as
direct care workers who are employed by an agency. For other types of consumer-
directed programs, the state has flexibility in establishing the standards and
requirements for who is allowed to provide personal care services.

Provider Rates. Under Medicaid, states have considerable latitude in
determining how much providers will be paid for a particular service; however, the
rates must be approved by CMS. Generaly, states establish a single rate for a
particular category of provider. Under aconsumer-directed model, some stateshave
permitted consumers to establish the rate that would paid to their particular direct
careworker(s) solongasit fitswithintheindividual’ sbudgeted amount or allotment.

Hiring Friends and Family Members. Many individuals in consumer-
directed programs are interested in hiring friends and family members to provide
their services. Personal care servicesare quiteintimate (e.g., bathing, dressing), and

*1 For additional information, see M. Kapp, “ Consumer-Direction in Long-Term Care: A
Taxonomy of Legal Issues,” Generations, fall 2000 and S. Flanagan and P. Green,
Consumer-directed Personal Assistance Services: Key Operational Issues Using
Intermediary Service Organizations, The MEDSTAT Group, Oct. 24, 1997.

%2 Federal law allows athird party to act on behalf of consumers and their workers without
being considered the employer.

%3 S. Flanagan and P.S. Green, “Fiscal Intermediaries: Reducing the Burden of Consumer-
Directed Support,” Generations, fall 2000, pp. 94-97.
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individuals may be more comfortable having someone they know provide this type
of care. In addition, with direct care worker shortages in many states, individuals
may have an easier time finding someone they know to provide care. In many cases,
hiring friends and non-legally responsible family members is permitted under
Medicaid. The friend or family member can either become an employee of a
Medicaid provider agency or, if permitted by the state, be self-employed as an
independent provider (which isdescribed in the Medicaid State Plan section). If the
state wants to pay legally responsible relatives as a direct care worker, this is
permitted under one of three authorities: 1) under a Section 1915(c) home and
community-based waiver, theseindividual scan bepaidfor providing “ extraordinary”
care; 2) under Section 1115waiver authority, legally responsiblerelativescan bepaid
for providing services, and 3) starting in January 2007, states using the self-directed
personal assistance option under Section 1915(j) can pay legally responsible
relatives.>

Paying legally responsible relatives to provide care has caused some debate
about anindividual’ sresponsibilitiesto provide careto afamily member. Opponents
say that legally responsible relatives have an obligation to provide care for afamily
member and that we are using public funds to pay for care that would otherwise by
provided for free (informally). Proponents note that the care required can be
intensive and can affect a parent’ s or spouse’ s ability to hold other employment and
that paying family members can help ease the shortage of direct care workers which
many states are experiencing.

Effect on Current Service Providers. Finaly, some statesimplementing
consumer-directed programshave encountered significant opposition from traditional
agency-based providerswho believe that consumer-directed options will negatively
affect their businessesby drawing away consumers. The state may haveto work with
the provider community to overcome opposition to consumer-directed programs,
particularly those types of programs that provide cash directly to the consumer to
select his or her direct care worker.

Compliance with State Nurse Practice Act

Most states have laws and/or regulations that govern the practice of nursing
broadly referredto asthe” Nurse Practice Act.” Theselawsandregulationsgenerally
prohibit certain types of services from being conducted by anyone other than a
licensed nurse. The types of services most relevant for this discussion tend to be
routine, daily needs for some individuals with a disability such as medication
administration (both oral and injectable), urinary catheterization, gastrostomy tube
feedings, and suctioning for individuals with a tracheostomy.® In developing a

> States may pay legally responsible relatives outside of these three authorities, but pay for
the services with 100% state funding.

% Gastrostomy tube feedings occur when an individual has a condition in which he or she
has difficulty or is unable to take in food through the mouth and has a tube surgically
inserted through the skin into the stomach to receive nutrients. Feeding the individual is
generaly required at least daily and often several times per day. A tracheostomy is a

(continued...)
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consumer-directed program, the state will need to review its laws and regulations to
ensure that the consumer-directed program complies with the Nurse Practice Act.

There is significant variation in (1) the extent to which states' Nurse Practice
Acts permit consumer-directed services and (2) the clarity with which the issue is
addressed. Two specific vehicles used by states which are relevant for consumer-
directioninclude exemption and delegation. Anexemption provisiondescribesinlaw
or regulation who is not governed by the Nurse Practice Act. Some Nurse Practice
Acts provide a general exemption for individuals who are providing personal care
assistance to a family member. Under delegation, a nurse can delegate certain
activities to another individual, but the nurse has oversight responsibility for those
services.™® If the state allows for delegation, the consumer-directed program will
need to have processesin placefor anurseto del egate and oversee specific activities.

Fraud and Abuse

A commonly raised concern by policymakers in consumer-directed programs
is the potential for fraud and abuse either by consumers who are given a cash
allotment to purchase their services or by others who may exploit the consumer.
According to Kevin Mahoney, the national program director for the Cash and
Counseling demonstration (described later), after three and a half years the
demonstration hasfound “ no major instancesof fraud and abuse.” > Many consumer-
directed programs include policies and procedures to minimize fraud and abuse and
maintain accountability for public funds such as approving the consumer’ s plan for
using the funding, tracking utilization of services and collecting receipts.

Quality

A final consideration for states in implementing consumer-directed programs
is how to assure the quality of services provided to aconsumer. Medicaid law and
regulations prescribe quality of care standards in nursing homes that participate in
Medicaid, and federal and state governments have asubstantial rolein surveying and
certifying nursing homes.

Most community-based long-term care services do not have asimilar level of
federal requirements and oversight. Under the Medicaid state plan, states must set
provider standards but otherwise have significant flexibility in how they monitor and
implement community-based long-term care services. Inthe HCBS waivers, states

% (...continued)

surgically implanted opening directly into the trachea, which is used when there are
difficultieswith theindividual’ sairway; the tracheostomy allowstheindividual to breathe.
Suctioning periodically (e.g., every few hours) may be required to remove secretions.

S, Reinhard, “Consumer Directed Care and Nurse Practice Acts,” Rutgers' Center for
Sate Health Policy, June 2001, at [http://www.aspe.hhs.gov/daltcp/reports/nursprac.htm].

" Testimony of National Program Director Kevin Mahoney, Boston College, in U.S.
Congress, House Committee on Energy and Commerce, hearings, June 5, 2003 at
[ http://energycommerce.house.gov/108/Hearings/06052003hearing949/ M ahoney1513.htm].
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arerequired to provide assurances to CM S that the health and welfare of the HCBS
waiver participant is protected and, in some cases must provide annual
documentation to support these assurances.®* CMS has been somewhat more
proactive in recent action that required additional documentation from states for
approval of Independence Plus waivers.

In most existing consumer-directed programs, consumers take on the primary
responsibility of quality assurance. “Governmental quality assurance activities in
consumer-directed programs are fairly minimal, consisting mostly of responding to
complaints, periodic home visits and telephone contact with beneficiaries.”®
Although governmental activitieshave been limited, existing research hasfound that
consumers have generally reported comparable or higher levels of satisfaction with
the quality of their care and their own quality of life in consumer-directed models
compared to agency-based models.®*

Considerations for Future Policy Development

Over the last several years, Congress has enacted legislation expanding
opportunities for consumer-directed services. In 2003, Congress enacted a
demonstration project for consumer-directed chronic outpatient servicesaspart of the
M edi care Prescription Drug, Improvement, and M oderni zation Act of 2003 (Section
648, P.L. 108-173). The provision requires the Secretary of HHS to establish a
budget-neutral demonstration within the M edicare program that permitsbeneficiaries
with chronic conditions to direct their own personal care services within two years
of enactment. More recently, as described earlier, Congress added a section to
Medicaidlaw that allows statesto operate sel f-directed personal assistance programs
(Section 1915(j) of the Social Security Act).

There has been someinterest by policymakersin exploring whether consumer-
direction would be appropriate for services other than personal care and home and
community-based waivers. A few federal grant programs sponsored by HHS have
provided an allotment for individual sto purchase other health care servicesincluding
mammogram screening for women in rural areas,®” and primary care visits for

%8 Section 1915(c)(2)(A) and 1915(c)(2)(E) of the Social Security Act, and 42 CFR 441.302.

% CMS has taken some steps to improve the quality of HCBS services by establishing
guidelinesfor aquality assurance and improvement system which are needed for approval
of Independence Plus waivers, by developing a protocol for CMS regiona offices in
reviewing HCBS waivers and by providing technical assistance to states.

€ J. Tilly and J. Wiener, Consumer -Directed Homeand Community Services: Policy I ssues,
Urban Ingtitute, Occasional Paper Number 44.

& |bid.

2T .J. Stoner, et al., “Do Vouchers Improve Breast Cancer Screening Rates? Resultsfrom
aRandomized Trial,” Health Services Research, Apr. 1998, pp. 11-28.
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migrant workers.®® The purposes of these allotments were to increase access to a
particular service and to encourage utilization of primary care using acapped funding
source. Under these initiatives, the allotment required relatively minimal effort by
consumersin both the time and level of responsibility required. In contrast, most of
the consumer-directed long-term care programs described in this report required
ongoing participation and responsibility by consumers and a higher level of state
infrastructure to implement and oversee the projects.

Thepotentia for future activitiesin consumer-directed care, including program
growth and policy implications, has not yet been fully explored. However, initial
findingsfrom research and demonstration activities have shown increased consumer
satisfaction, reduced unmet service needs, and an overal increase in Medicaid
expenditures without consistent offsetting decreasesin other services. AsCongress
looks at policy questions related to consumer-directed programs and evaluates the
experience of existing federal and state programs, it may want to consider the
following policy questions:

e Should participation in consumer-directed programs be
voluntary or mandatory? Most existing consumer-directed
programs are voluntary. Depending upon the program and type of
service, there may be tasks that are time-consuming or challenging,
such as managing the cash allotment, finding and making informed
decisions about qualified providers, or supervising workers. Some
consumers using long-term care services or other hedth care
servicesmay be unable or unwilling to assume these tasks or may be
satisfied with the services they receive from atraditional provider.

e What types of services are most compatible with a consumer -
directed model? Existing consumer-direction programs have
generally included servicesthat are ongoing and predictable such as
personal care. Other services that follow this pattern may be
appropriate for consumer-direction (e.g., home heath services,
physical therapy, and adult day care). However, current models of
consumer-direction may be less viable for services that are less
predictable (e.g., inpatient hospital visit) or for conditions that are
subject to acute flare-ups.

e How much financial risk should the consumer have? For
example, should standards be established for determining an
individual’s cash allotment? The existing consumer-directed
modelshave minimal financial risk for the consumer. The programs
are voluntary, the cash alotment is based on an assessment of
needs, the service utilization pattern is generally ongoing and
predictable, and the individua’s functional limitations are
periodically reassessed.

& D.P. Slesinger and C. Ofstead, “Using a VVoucher System to Extend Health Services to
Migrant Farmworkers,” Public Health Reports, v. 111, Jan./Feb. 1996, pp. 57-62.
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e To what extent does the consumer have access to and
information about potential serviceprovider s? Manyindividuals
who volunteered for the existing consumer-directed programs had
a pool of individuals willing to provide direct care services. In
addition, the work required minimal skills, and the consumer
generally knew the qualifications of the individual providing the
services. Three considerations in consumer-direction for other
services are (1) the potentia pool of qualified providers, (2)
consumer’s access to those providers, and (3) the availability of
information to distingui sh between the qualificationsand servicesof
different providers.

e Is the administrative infrastructure available to support a
consumer -directed model? Fiscal intermediaries have played a
significant role in implementing existing consumer-directed
services. However, these types of organizations have generally
maintained afairly specialized roleinthemarketplace. If consumer-
direction were expanded, the number of fiscal intermediaries
available may need to expand and their activities may need to
change depending on the type of service.

e What role, if any, should the federal government have in
assuring the quality of consumer-directed services? Desgning
asystem of quality in community-based long-term care servicesthat
balances the consumer’s preferences, the individual’s safety, and
accountability to the public is an ongoing challenge for both state
and federal policymakers. Some policymakers believe that the
current monitoring and regul atory approach applied to institutionsto
assure quality is not appropriate for community-based services and
see an expanded rolefor consumer-directed approachesinimproving
quality. They suggest that opportunitiesfor consumersto direct and
manage their services will increase quality because the consumers
can define “quality” based on what is important to them, choose
providers who can meet those preferences, and oversee the delivery
of those services. On the other hand, others counter that consumers
may belesslikely to report or fireafriend or family member whois
not providing quality services. It appears likely that if consumer-
directed services were expanded more broadly, policymakers may
need to develop more specific quality assurance mechanisms that
would insure that consumers get the services they need.



