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Executive Summary

Self-direction is a service delivery model that gives public program participants (hereafter called
participants) greater choice and control over the long-term services and supports they need to
live at home and participate in community activities. Self-direction represents a major paradigm
shift in the delivery of publicly-funded home and community-based services (HCBS). Self-
direction has two basic features—the employer authority and the budget authority. The employer
authority enablesindividualsto hire, supervise, and dismiss individual workers (e.g., personal
care attendants and homemakers). The budget authority gives participants a flexible budget to
purchase a range of goods and services to meet their needs. Many programs offer the employer
authority only, whereas virtually all programs that offer the budget authority also offer the
employer authority.

Cash & Counseling (C&C) isanational program initiated in 1995 by The Robert Wood Johnson
Foundation (RWJF) and the Office of the Assistant Secretary for Planning and Evaluation in the
United States Department of Health and Human Services (ASPE/DHHS). The C& C program
introduced the budget authority feature in the Medicaid program.

The C& C program has had two distinct phases: a 3-state C& C Demonstration and Evaluation
(CCDE) and a 12-state C& C Replication Project. Both phases involved competitive grant awards
to states to develop and implement options for Medicaid participants to direct individual budgets,
and the provision of technical assistance to Grantees. Both phases were carried out by or under
the aegis of the C& C National Program Office (NPO), located originally at the University of
Maryland, College Park Center on Aging and, subsequently, at the Boston College Graduate
School of Social Work.

Following the success of the CCDE, which was confirmed by the findings from the controlled
experimental research design, the RWJF encouraged the replication of the C& C model by
issuing competitive grant awards to 11 States in October 2004, the Retirement Research Fund
awarded agrant to Illinois the following year. ASPE and the Administration on Aging co-funded
the provision of technical assistance from the C& C National Program Office. The 12 States that
received C& C Replication grants are

Alabama Michigan Rhode Island
lowa Minnesota Vermont
Illinois New Mexico Washington
Kentucky Pennsylvania West Virginia

This report documents the Replication States' experience developing and implementing their
new programs. The Grantees' experience can be divided into three stages: (1) planning,

(2) design/development, and (3) implementation/enrollment. In each phase, Grantees
encountered many challenges and addressed many issues. Understanding how they dealt with
these issues and challenges provides valuable information for other states interested in creating
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or expanding self-direction programs generally and programs with the budget authority
specifically.

Overarching Lessons Learned

Three lessons learned cut across the three program stages of planning, design, and
implementation.

I nvolving Participants and a Broad Range of Stakeholdersin the Planning, Design, and

I mplementation of a New Program is Essential. Allowing participants to direct their services
and to manage the budget for those services constitutes a major paradigm shift in the long-term
care service delivery system and some stakeholders may not support—or may actively oppose—
anew self-direction program. States need to conduct a stakeholder analysisto identify the new
program’s likely supporters and opponents and to develop a plan to address both general and
specific concerns.

The involvement of participants and their families and advocates will help to ensure that the new
program will meet their needs, but can also be very effective in defusing opposition. For
example, while case managers may feel free to tell state officials that they do not think
participants are capable of directing their services, they are much lesslikely to express this view
if potential participants are at the table stating they want the opportunity to do so.

Delineate Roles and Establish an Effective and Efficient Communication System. If multiple
agencies are involved in program development and implementation, even if they have a solid
working relationship, it is essential that each agency’ srole be clearly delineated and that an
efficient and effective communication system is established. If not, agencies tend to disagree
about who has the authority to make policy, which delays timely decision making.

While states generally recognize the importance of involving stakeholders and the need to
coordinate activities among multiple agencies, they often underestimate how much commitment,
staff time, and resources are required

Develop a Formal Communication Strategy. A communication strategy Serves many purposes.
(1) disseminating information about the new program to potential participants, (2) educating
everyone who will work with the program directly or indirectly about their roles and
responsibilities, (3) addressing specific stakeholder concerns, (4) countering misinformation—
both intentional and unintentional, and (5) dealing with outright resistance.

Although some components of the strategy may be emphasized at particular stages (e.g.,
disseminating information to potential participants during enrollment), all components are
needed during al three program stages: planning, design, and implementation.

Many of the Replication States faced opposition to the new program among traditional case
managers due to both lack of understanding about how the new program worked and negative
views about the ability of participants—particularly elderly persons—to direct their services. In
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such instances, a communication strategy needs to be targeted to address specific concerns using
avariety of approaches. education, training, and working with influential opinion |eaders whose
support for the new program will be more effective in changing attitudes and overcoming or
neutralizing the resistance of their colleagues than will the exhortations of state officials and
program staff.

Lessons Learned in the Planning and Design Stages

A self-direction program with budget authority has three key components: (1) Counseling,
(2) Financial Management Services, and (3) the Individual Budget. States faced a number of
challenges in designing these program components.

Counseling. The provision of counseling servicesin a self-direction program generally entails
some change in the role of traditional case managers, even if just a requirement to coordinate
thelir activities with a counselor. One of the key lessons that many of the Replication States
learned is that case managers support for these changes can not be taken for granted. The more
changesin their traditional role that the new program entails, the more likely that the State will
face challenges, particularly if the new program is designed to have case managers provide
counseling services and handle enrollment.

Before spending any time and resources designing a new program’s counseling service, states
need to determine the extent of case manager support for any changesin their role. If resistance
or lack of support persists after initial information, education, and training is provided, states
may want to consider other approaches, such as having adistinct role for counselors that will not
ater therole of traditional case managers. If case managers and counselors have separate and
distinct roles, it is essential that both program staff and participants understand these roles;
conducting joint training for counsel ors and case managers is one option to ensure they
understand each other’ sroles.

While it may seem obvious that states need to ensure that counselors understand the target
population, two States faced situations where this did not happen. In programs that serve
multiple popul ations—elderly, younger adults with physical disabilities, and persons with
developmental disabilities—states should ensure that their recruiting and contracting policies—
aswell astheir education and training—will produce a cadre of knowledgeable and qualified
counselors.

Similarly, it may also seem obvious that states need to have a sufficient number of counselors
available. However, it can be difficult to balance this need with counselors’ need to have a
sufficient number of clients to make their role financially viable. Having alarge number of
counselors with asmall number of clients may result in some counselors leaving the program. If
the initial response to anew program is greater than expected—as it was in some States—an
insufficient number of counselors can lead to enrollment delays, which can dampen enthusiasm
for the program.
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Financial Management Services. Designing financial management services (FMS) and
obtaining an FM S provider was a major challenge for many of the Replication States, which
recommend allowing sufficient time and resources to find areliable FM S entity (or entities)
because they are key to the success of a new budget authority option. The States also recommend
purchasing the best technical assistance available to save money in the long run and having an
FMSS subject matter expert on staff prior to implementation, or, at a minimum, a consultant who
understands internal revenue service (IRS), state contract, and program requirements. Ideally,
states will designate a staff person to stay current on all of the laws and regulations related to the
provision of financial management services.

Individual Budgets. Designing the methodology for individual budgeting and dealing with
concerns about the new program’s costs were major challenges for the Replication States. While
Medicaid does not require a self-direction program to be budget neutral relative to traditional
services delivery, state legislatures and budget offices may require program staff to demonstrate
that the new program will not cost the state more money than the traditional service delivery
system, and program staff must be prepared to do so.

Program staff must also be prepared to spend a considerable amount of time educating all
stakeholders about the budget methodology. Given that participantsin the traditional service
system in many states are not receiving all of their authorized services—but may do so once they
can hire their own workers and purchase the goods and services they need—some States felt they
had to discount the budget, which led to negative perceptions about the program in severa states
and slowed enrollment in others.

States are understandably concerned that serving participants in a new self-direction program
could cost more than serving them in the traditional service system. But if the cost differential is
due to the failure of participants to receive their authorized services in the traditional system,
then states need to address this problem.

Finally, for all three program components—counseling, financial management services, and
individual budgets—designing flexible policies and procedures from the outset will allow
changes to meet unanticipated problems with a minimum of administrative burden.

Lessons Learned in the Implementation/Enrollment Stage

A key decision when implementing a new program is whether to pilot it, phaseit in, or
implement statewide from the outset. The consensus among the Replication States is that piloting
or phasing in anew program affords an advantage because it gives program staff time to identify
issues, and to refine policies, outreach techniques, and approaches to measuring quality prior to
statewide implementation.

As noted earlier, aformal communication strategy is needed during every program stage.
Communication strategies specific to the enrolIment stage are (1) outreach and education to
ensure that all eligible, and potentially eligible, individuals know about the new program; and
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(2) the provision of sufficient information to enable potential participants to decide if the new
program isright for them.

These activities often take much more time than anticipated, and the Replication States stress the
importance of setting aside sufficient time and resources to plan and design materials for diverse
populations and to involve the target audiences in these activities to ensure their effectiveness.

Because strategies that are successful in one state may not always work in another, states should
examine others' communication strategies (e.g., letters, brochures, and outreach videos) and ask
themselves whether there is some reason the same approach would not work in their state. (Many
of these materials are available at http://www.cashandcounseling.org/about/participating_states.)

To ensure a smooth enrollment process, states need to be flexible, address problems quickly, and
be prepared to change policies and procedures as better ways of doing things become clear. What
seems logical in theory may not work in practice. For example, Michigan had to refine its budget
template numerous times to increase the template’ s ability to accurately reflect participants
needs and service preferences, and Vermont changed itsinitial plan to have case managers
provide counseling services when it became clear that they did not want to assume thisrole.

A key lesson learned by both the original three CCDE States and several of the Replication
States is that dedicated enrollment staff can help to increase enrollment, particularly when a
program isfirst implemented. If a state cannot afford dedicated staff as an ongoing expense, it
should consider covering it for the first 6 months of a new program.

Minnesota contracted with three Centers for Independent Living for a 9-month period to provide
enrollment assistance services in specific counties, which increased awareness of the new
program among the target population, the counties, and managed care organizations (MCQOs).
Acceptance of the new program by MCOs was especially important because most older adultsin
the State's Elderly Waiver are enrolled in a managed care plan for both their health care and their
waiver services.

Finally, asimple and efficient enrollment process is essential. Kentucky’ sinitial enrollment
process had over 40 separate steps and took 8 to 10 weeks to complete; since it was simplified,
the enrollment process now takes 8 to 10 days.

Outcomes

The major outcomes for the C& C Replication Project are (1) the number of programs
implemented and (2) the number of individuals enrolled. Eleven of the Replication States
implemented their programs by the grant’ s third year; one State will implement its program in
February 2009. In response to unavoidable delays in program implementation, many of the
States did not implement their programs until the end of the second year or the third year of their
grants. As aresult, the grants were extended to afourth year.
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Given the delays, the two States with the highest enrollment targets—Minnesota and lowa—
established more realistic enrollment targets. The revised combined enrollment target for the 11
States that implemented their programs was 4,786 participants by September 30, 2008.

By December 31, 2008, the number enrolled across the 11 programs was 6,620. However, this
number obscures considerable variation. Seven of the 11 States have not met their enrollment
targets, though most soon will if current enrollment patterns hold. Three States exceeded their
targets—New Mexico and Kentucky by a significant margin.

Discussion

The Replication States had to deal with many factors that delayed the devel opment and
implementation of their new self-direction programs.

Medicaid Policy Changes. While changes in Federal Medicaid policy throughout the grant
period firmly established self-direction—and the budget authority in particular—as a mainstream
option in the Medicaid program, they required additional work and caused major unanticipated
delays for most of the Replication States, particularly for Alabama and Pennsylvania.

Bureaucratic Resistance. Some States had to contend with more resistance within their own
bureaucracies to the paradigm shift from traditional to participant-directed services and had more
inter-agency conflict than did others.

Problems with Existing Self-Direction Programs. Some States' existing self-direction programs
had problems that needed to be addressed before the State would undertake the implementation
of anew budget authority program.

Administrative Disruptions and Budget Shortfalls. Many States experienced disruptions that
were not directly related to the new program, but which affected it nonethel ess. Disruptions
included changesin the priorities of key leaders, reorganization of the state administrative
structure, cutbacks and turnover in state personnel, and budget crises that decreased support for
the program. These disruptions made it difficult to give the new program the priority and
resources it needed, or else complicated its development because too many other changes were
taking place.

Once the program was implemented, several factors slowed enrollment in many of the
Replication States.

Availability of Other Self-Direction Options. Many of the States had long-standing self-
direction programs in which many participants aready had the authority to hire and direct their
own workers. In these States, the C& C grant served only to develop and implement a budget
authority to allow participants to direct an individual budget and purchase goods and services.
The new option proved confusing for many participants, case managers, and state staff, many of
whom did not understand the value the budget authority offered.
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Case Manager Resistance. Resistance from case managers has been greater and more difficult to
overcome in some States than in others, and some States had more success in designing effective
strategies for dealing with it than did others.

A Complex and Lengthy Enrollment Process. Kentucky and Washington experienced initially
slow enrollment until they fixed problems with their enrollment process.

The major factor that facilitated enrollment was under-service in the traditional system. States
that had a serious under-service problem—such as Kentucky and New Mexico—found it easier
to enroll participants as did States that had minimal self-direction options available prior to
receipt of the C& C Replication grant.

With regard to slow enrollment, two points are key. Before undertaking the extensive work
needed to design and implement a budget authority program, states need to first gauge the
underlying interest in the budget model among eligible individuals and try to predict take-up
rates. Take-up rates will be affected by how appealing the new program isto potential
beneficiaries and by specific concerns they may have.

Based on the CCDE and the Replication States' experience, states should anticipate that take-up
will be quickest and highest when individuals have experienced alot of difficulty obtaining
traditional services or are very dissatisfied with the types of services traditionally available, or
with provider quality. In states with this history, the program needs to have sufficient staff to
process enrollment without delays by having the counselors and the FM S provider(s) ready to
“hit the ground running” because they will not have the luxury of aslow learning curve. If astate
aready alows program participants to hire their own workers, experience suggests that the state
may need to pay particular attention to developing aformal communication plan about the new
option or program, which explains and emphasi zes the “value added.”

The second point is that states need to have realistic enrollment expectations, recognizing that
growth takes time and it may take severa years for anew model to take hold. Self-direction—
and the budget authority in particular—is not for everyone, but is an option that everyone should
be able to choose. While sufficient enrollment is needed to sustain a program’ s infrastructure, the
actual numbers enrolled or the percentage of eligible participants selecting self-direction is not as
important as the positive difference it makes in the lives of those who choose it.

Nearly all of the Replication States’ |essons learned are consistent with those of the three original
CCDE States—as well asthose of the States that received CM S-funded Systems Change
Independence Plus grants to implement budget authority programs. Most of the challenges that
these States have faced are so nearly universal that states planning to implement similar
programs should be prepared to address them from the earliest stages of the planning process.

Although it is helpful to hold focus groups and conduct preference surveys, the resources to do
so are not always available. But reading focus group and survey reports from other states can
provide insight into the kinds of fears, misconceptions, distrust, and other resistance that program
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administrators are likely to encounter from persons eligible to participate in the program, from
traditional providers and case managers, and from within state government agencies.

The Replication States benefited from a considerable amount of technical assistance from the
C& C NPO. For example, the NPO helped two States—New Mexico and I1linois—to obtain
affordable workers' compensation insurance for their self-direction programs, and sponsored
training for fiscal employer agents. A great deal of thisinformation is available at the Cash &
Counseling website—http://www.cashandcounseling.org. In addition to communication plans,
outreach and education materials, and various forms, the website also has resources specifically
developed to help States address common challenges. For example, atool kit for working with
providers and addressing resistance is available, along with numerous other tools and materials
that will enable states to design their program materials without “reinventing wheels’ and
spending resources unnecessarily.

Increasing Self-Direction Options

Funding for the C& C National Program Office ended with the completion of the C&C
Replication Project. To enable other states to receive the technical assistance provided to the
C& C Grantees to help them plan, design, implement, and eval uate self-direction programs—
including help with specific issues such as obtaining workers compensation coverage—a new
National Resource Center for Participant-Directed Services has been established.

The Center is funded by The Robert Wood Johnson Foundation, Atlantic Philanthropies, the
Administration on Aging, and the Office of the Assistant Secretary for Planning and Evaluation,
USDHHS. Its website is www.nrcpds.org. Resources available at the C& C website will remain
available and will also be accessible from the new Center’ s website. The Consumer Direction
Module, a secure web-based software application specifically designed to support self-direction
programs that allow individual budgets, will aso be available through the new Center.

Finally, the RWJF has also funded the development of a detailed guide for developing self-
direction programs—Devel oping and Implementing Self-Direction Programs and Policies: A
Handbook—that is available on the C& C website at
http://www.cashandcounseling.org/resources/handbook.

In sum, the experience of the Replication States demonstrates that it can take along time for a
state’ s long-term care system to make a paradigm shift to a system that allows participants to
have maximum control over the services they receive. Because state staff have little to no control
over many factorsthat can significantly delay a new program, states that want to offer an entirely
new self-direction program or a new option in an existing program should allocate at |east two
yearsfor planning and devel opment.

Despite the considerable time, effort, and resources needed to implement a new budget authority
program, program staff in the Replication States believe it is well worth doing because the ability
to direct services and supports makes a positive difference in the lives of many individuals with
disabilities and their families.
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Introduction

Self-direction is a service delivery model that gives public program participants (hereafter called
participants) greater choice and control over the long-term services and supports they need to
live at home and participate in community activities. Self-direction represents a major paradigm
shift in the delivery of publicly-funded home and community-based services (HCBS). In the
traditional service delivery model, decision-making and managerial authority isvested in
professionals who may be either state employees/contractors or service providers. Self-direction
transfers much (though not all) of this authority to participants. Many self-directing participants
share authority with or delegate authority to family members or others close to them.
Designation of a representative enables minor children, adults with cognitive impairments, and
others who need assistance to participate in self-direction programs.*

Self-direction has two basic features—the employer authority and the budget authority. The
employer authority enables individualsto hire, supervise, and dismiss individual workers (e.g.,
personal care attendants and homemakers). The budget authority gives participants aflexible
budget to purchase arange of goods and services to meet their needs. Many programs offer the
employer authority only, whereas virtually all programs that offer the budget authority also offer
the employer authority.

Cash & Counseling (C&C) isanational program initiated in 1995 by The Robert Wood Johnson
Foundation (RWJF) and the Office of the Assistant Secretary for Planning and Evaluation in the
United States Department of Health and Human Services (ASPE/DHHS). The C& C program
introduced the budget authority feature in the Medicaid program.

The C& C program has had two distinct phases: a 3-state C& C Demonstration and Evaluation
(CCDE) and a 12-state C& C Replication Project. Both phases involved competitive grant awards
to states to develop and implement options for Medicaid participants to direct individual budgets,
and the provision of technical assistance to Grantees.” Thefirst phase is described briefly in the
box on the following page.

Cash and Counseling Replication Project

Following the success of the CCDE, which was confirmed by the findings from the controlled
experimental research design, the original funders decided to encourage the replication of the
C&C model > The RWJF made competitive grant awards to 11 statesin October 2004 and the
Retirement Research Fund (RRF) awarded a grant to Illinois the following year.* The 12 states
are

Alabama Michigan Rhode Island
lowa Minnesota Vermont
Illinois New Mexico Washington
Kentucky Pennsylvania West Virginia
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The Robert Wood Johnson Foundation, the Office of the Assistant Secretary for Planning and
Evaluation, and the Administration on Aging (through ASPE) provided funding for technical
assistance to the Grantees. The technical assistance was provided or arranged by the C&C

National Program Office (NPO) at the Boston College Graduate School of Social Work. During

the replication phase, the C& C NPO devel oped additional tools to help the States to implement

the C&C model (e.g., the
Consumer Direction Module
software program and a specific
workers compensation rate code).
States were encouraged but not
required to use these tools. The 4-
year C& C Replication Project
ended in the fall of 2008.°

All C& C Replication States had to
agree to implement self-direction
programs that conformed to the
C& C model and to offer the new
program to elderly persons and
younger adults with physical
disabilities, at a minimum.
Inclusion of other groups, such as
children and/or adults with mental
retardation or other devel opmental

disabilities (MR/DD), was optional.

Study Methods

Information about the Grantees
initiatives was obtained over a 2-
year period from Grantees
presentations at meetings and on
technical assistance calls sponsored
by the C& C NPO, aswell asfrom
written progress reports compiled
by the C&C NPO. Grant project
directors were the primary source
of information for this report and
the State Liaison Mentors assigned
to each State by the C& C NPO
were secondary sources.

The Cash & Counseling Demonstration and
Evaluation

The 3-state CCDE employed controlled experimental
design methods to measure the impact of the C&C
self-direction model compared to traditional modes of
delivering Medicaid State Plan personal care services
and Medicaid home and community-based waiver
services. The demonstration states—Arkansas, New
Jersey, and Florida—implemented their experimental
C&C programs under Section (8) 1115 Research and
Demonstration waivers between 1998 and 2000."

While the term “Cash & Counseling” was used to
describe the national program and the specific self-
direction model, the States adopted their own local
program names. Arkansas’s program is called
Independent Choices, New Jersey'’s is called Personal
Preference, and Florida first called its program
Consumer Directed Care and later renamed it
Consumer Directed Care Plus.

The CCDE States were required to adhere to the basic
C&C model and to meet certain requirements
necessary for the controlled experimental design
evaluation but otherwise were given the flexibility to
implement their programs in accordance with their own
service delivery systems and political environments.
Data collection for the CCDE ended in 2003, although
the individual state programs themselves continued
and are still operating in 2008.

During the first phase of the C&C initiative, the grant
funding and the evaluation data collection had ended
by late 2003. The major evaluation findings from all
three States were published by July 2005.*

In the same year, Congress enacted legislation that
enabled states to implement C&C service delivery
options in Medicaid without having to seek §1115
waivers, effective in 2007. This provision recognized
that the C&C model had proved its value and thus was
no longer considered an experimental model.
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Project directors prepared summaries of their grants using atemplate developed for this study.
The study’ s project director reviewed the summaries and conducted in-depth phone calls with the
grant project directors and other staff to discuss the summaries’ content, clarify ambiguities, and
obtain additional information. Each State’s summary was revised based on the initial phone
discussion and returned to the grant staff for their review to confirm its accuracy and to answer
any remaining questions. Subsequent discussion about revisions took place viae-mail and during
final callsto the Grantees. The final summaries approved by the grant project directors provided
the primary data for this report.

The Grantees reviewed this report and were provided an opportunity to update information about
their grant aweek prior to publication.

Content and Organization of Report

Thisreport is not an evaluation of the impact of States' self-direction programs on participants
satisfaction with or access to paid services, nor does it evaluate the programs’ impact on other
outcomes of potential interest, such as Medicaid costs and take-up rates for Medicaid-funded
home and community services. Rather, it presents the experiences of the Replication States,
focused on (1) the major issues and challenges they had to address when planning, designing,
and implementing their programs; (2) how they addressed these issues and challenges and
whether they judged their efforts to be successful or not; and (3) the lessons they drew based on
their experience.

The first section of this report provides an overview of the States' grant initiatives—their

primary purpose and major goals. The following three sections describe the issues and challenges
the States faced in three areas—program planning, program design, and program enrollment—
and how the States addressed them. The content of these sectionsis organized by topic areas
(e.g., financial management services, counseling, and individual budgets) and each topic area
includes several lessons learned. The final section presents information on program enrollment
and conclusions that can be drawn from the Grantees’ experiences.

The Appendix includes an in-depth description of each State’ s grant experience. The descriptions
are not intended to be comprehensive but, rather, to provide sufficient information for
understanding issues the Replication States had to address when planning, designing, and
implementing their new programs.
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Overview of States’ Initiatives

All of the C& C Replication States agreed to implement both the employer and budget authority
in their self-direction programs.® Within this broad framework, the goals of the C& C Replication
States varied considerably. (See Exhibit 1.) Some States, such as Alabama and Illinois, planned
to pilot their new programsin alimited geographic area before expanding statewide, whereas
New Mexico planned from the outset to implement its new program statewide. Though some
States planned to offer the budget authority as an option in an existing program and others
offered it through a new program, this report refersin both cases to new programs unless a
distinction is needed.

States also varied with regard to the Medicaid authorities they planned to use and whether they
planned to implement a new waiver program or amend an existing one.

= Minnesota had already amended several Section (8) 1915(c) waiversto allow budget
authority prior to obtaining its C& C Replication grant.

= Vermont planned to add a self-direction/budget authority option to a 81115 waiver
application that had been submitted to CM S but was till pending approva when the
State applied for the grant. (Approval was received shortly after the grant was awarded.)

= Jowa, Kentucky, Michigan, Pennsylvania, and West Virginia planned to amend existing
§1915(c) waivers.’

= Rhode Island and Washington planned to obtain new §1915(c) waivers.

= New Mexico planned to obtain two new 81915(c) waivers to operate a single new waiver
program.

= Alabama planned to obtain a new 81115 waiver but Medicaid policy changes required
them to use a different authority.

= |llinois planned to pilot a self-direction/budget authority option in a program that serves
both Medicaid-eligible and non-eligible adults over age 60. To avoid having to amend the
1915(c) waiver under which Medicaid-€eligible participants receive their services, the
Stated did not seek federal financial participation for Medicaid-eligible pilot participants.

Based on changes in Medicaid statute and CM S policy during the grant period, some States
revised their original plans regarding which Medicaid authority to use. Due to internal issues,
other States were not able to amend as many waivers as they had initially planned. Unlike two of
the States in the CCDE—Arkansas and New Jersey—none of the Replication States planned to
implement a new budget authority program under the Medicaid State Plan Personal Care
Services option. A few of the Replication States already offered participants the employer
authority (i.e., the ability to hire, manage, and dismiss workers) in their State Plan Personal Care
programs. But at the time the grant was awarded, adding the budget authority to these programs
would have required the States to apply for a 81115 waiver, which would have been more
difficult and time consuming than amending a 81915(c) waiver.
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Exhibit 1. Overview of Cash & Counseling Replication States’ Initial Goals

Lead Agency & Populations

Program Name Served Initial Grant Goal(s)
Alabama Aged & Disabled" Implement a pilot C& C program in two waiver programs in a seven-county region
Department of Senior Services
Personal Choices
[llinois Adults aged 60 or Implement a demonstration project in a program (with a 1915(c) waiver component)
Department on Aging older that serves Medicaid and non-Medicaid eligible older adults, in four geographic
My Choices locations to represent the State' s rural, urban, small city, and mixed areas
lowa Aged, Disabled, Amend six waiver programs to offer employer authority and budget authority for both
Department of Human MR, AIDS/HIV, personal care and goods and services
Services E'ra'g, Iy urga & Develop the infrastructure for the new self-direction option

; ; andic

Consumer Choices Option P Enhance the quality assurance systems for all waiver participants
Kentucky Aged & Disabled, Amend three waiver programsto offer employer authority and budget authority for
Department of Medicaid MR/DD, Brain both personal care and goods and services
Services Injured Develop the infrastructure to support the self-direction option
Consumer Direction Option
Michigan Aged & Disabled Develop a self-direction program to be available statewide
Office of Long-Term Supports Amend the MI Choice waiver to include a self-direction option
& Services
Self-Determination in Long-
Term Care
Minnesota Aged & Disabled Implement a budget authority option (already offered in one waiver) in two additional

Department of Human

Services
Consumer Directed

Community Supports

waivers, a state program, and the Title-111-funded National Family Caregiver Support
Program, with a primary focus on increasing enrollment among older adults

Expand essentia services that support the new program and ensure their quality and
availability statewide

(continued)



sa1e1S uonealjday DD 8yl WOoJ) PauseaT SuossaT

Exhibit 1. Overview of Cash & Counseling Replication States’ Initial Goals

Lead Agency & Populations

Program Name Served Initial Grant Goal(s)
New Mexico Aged & Disabled = Establish acomprehensive self-direction program under two new waivers (one for a
Aging & Long-Term Services DD, _HIV/AI DS, _nur_si ng facil it_y _I evel-of-care and one fpr an ICF-MR level-of-care) to serve
Department, Elderly & Medically Fragile, individuals eligible for four current waiver programs and a new popul ation—
Disability Services Division Brain Injured individuals with brain injury
Mi Via (My Way)
Pennsylvania Aged, Disabled, = |mplement the C&C model in the Aging waiver statewide and in six other waiver
Governor’ s Office of Health MR, Technology programsin selected counties
Care Reform Dependent
Services My Way
Rhode Island Aged & Disabled = Develop the infrastructure for a new self-direction program
Department of Human Services, = Trangtion participants who want to be in the new program from two existing waiver
Center for Adult Health programs (one traditional and one with employer authority)
Personal Choice
Vermont Aged & Disabled = Develop and implement a self-direction option in the State’ s new 81115 research and
Department of Disabilities, demonstration program for long-term care services for elderly persons and adults with
Aging & Independent Living physical disabilities
Flexible Choices
Washington Aged & Disabled = Develop anew waiver program to provide an individual budget option
Aging & Disability Services = Develop the infrastructure for the new program
Administration = Integrate the new waiver’s quality assurance (QA) policies and procedures with the
New Freedom existing state QA system
West Virginia Aged & Disabled = Implement a self-direction option in the Aged & Disabled waiver and use this

Bureau of Senior Services
Personal Options

experience and lessons learned to develop and implement the same option in the
Mental Retardation/Developmental Disabilities waiver

! Aged & Disabled is aMedicaid category that includes older adults and younger adults with physical disabilities.



Lessons Learned in the Planning Phase

Numerous policy, administrative, and political issues can significantly delay or completely derail
anew program and need to be identified and addressed in the initial planning phase. These issues
are complex and may take along time to resolve. This section discusses the Replication States
experiences and lessons learned in three areas. selecting a Medicaid authority for the new
program; obtaining stakeholder buy-in; and organizational, administrative, and political issues.

Understand the Pros and Cons of the Different Medicaid Authorities
and Allow Sufficient Time to Obtain Them

When the C& C Replication grants were awarded in 2004, States had two options for offering a
program with the budget authority under Medicaid: a 81915(c) waiver or an 81115 Research and
Demonstration waiver.? If they chose the §1915(c) authority they had to decide whether to
amend an existing waiver or apply for anew waiver. CMS policy regarding self-direction
changed during the grant period, delaying program implementation in many States, particularly
Alabama, lowa, Michigan, and Pennsylvania. (See box below.)

Changes in CMS Policy During the Grant Period

Starting in 2002, CMS encouraged states to apply for separate §1915(c) Independence
Plus waivers to offer the budget authority option using an Independence Plus waiver
template.’ However, by the time the grants were awarded, CMS began incorporating self-
direction options—including budget authority—into the regular §1915(c) waiver
application template. The revised application made it much easier for all states to add
self-direction options, including the budget authority, to existing waivers.

However, its introduction and subsequent revision during the grant period created a
considerable amount of extra work for most of the Grantees because the new application
required States to provide a great deal more information about how they planned to
implement their waiver programs, with respect to both standard and participant-directed
services. In some cases, this additional information revealed or highlighted aspects of
states’ waiver administration (sometimes longstanding) that had to be changed to comply
with CMS waiver approval requirements before waivers could be renewed or amended.

Another major change during the grant period was the amendment of the Federal
Medicaid statute under the Deficit Reduction Act of 2005 (DRA-2005) to create a new
State Plan authority under 81915(j) of the Social Security Act for “cash and counseling”
type programs. As a result, the federal government would no longer approve
applications to offer self-direction in the State Plan Personal Care option under the 81115
Research and Demonstration authority.

Although these policy changes caused delays for many Grantees, they made self-
direction a mainstream service delivery option in the Medicaid program.
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After spending over ayear developing a 81115 waiver application, Alabama had to instead
prepare an application to offer its new program—~Personal Choices—under the §1915(j)
authority. Alabama became the first state to have a 81915(j) State Plan amendment approved by
CMS. Alabama recommends this authority to other states because a State Plan amendment is
easier to prepare than awaiver amendment and no renewals are required. This has enabled staff
to better support the new program because of the reduction in paperwork associated with
periodic waiver renewals.

lowa had to use the new waiver template to amend six waivers to add a self-direction option, and
because it required information the State had not previously submitted, the waiver amendment
process took over 2 years to complete. Pennsylvania s State Medicaid Agency resisted using the
new template until late 2006, which caused a major delay in preparing the required waiver
amendments. The delay was compounded when two of the agencies that administer waiver
programsgencountered major issues with CM S while attempting to secure their respective waiver
renewals.

Because both the employer and budget authority options can now be offered under both
authorities—81915(c) and 81915(j)—states need to understand their specific provisionsto
determine which is the best fit with existing programs.’® If states choose the §1915(c) waiver
authority, they have to decide whether to amend an existing waiver or implement a new one.
Most states may find it preferable to amend existing waivers to ensure a smooth and rapid
transition for participants choosing to leave traditional services for self-direction, and also for
those who want to leave self-direction and return to traditional services. However, if astate
wants to include a group not covered by an existing waiver—such as individuals with acquired
brain injury—then anew 81915(c) waiver will be needed.

If states want to pay cash directly to a Medicaid participant or to offer the budget authority to
participants in a State Plan Personal Care program, they must use the §1915(j) authority.™
However, it isimportant to note that a state cannot amend its State Plan to use the 81915(j)
authority unlessit already offers personal care services under the State Plan or through a
81915(c) waiver program. If the latter, when beneficiaries move from a §1915(c) waiver to a
81915(j) State Plan program, the state still has to maintain the 81915(c) waiver that confers
eligibility for §1915(j) and must periodically renew it.*?

Obtain Stakeholder Buy-In

Potential participants are the most important stakeholders and should be involved in program
planning and design. It is aso important to involve participants’ families—who often play an
important role in decisions about services—and aging and disability advocacy groups. New
Mexico involved participants, family-members, caregivers, and advocates in the early planning
process as well as the design, development, and implementation of its new self-direction
program—Mi Via—in order to ensure acceptance of the program by its target population.
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A new budget authority program can affect every process associated with a state’ s current
service delivery system—ifrom referrals to transferring funds. Thus, states need to have a
communication plan to help local, regional, and state staff and service providers understand the
new program. Lack of state staff support, in particular, can significantly slow program
implementation and delay enrollment. While states may intuitively understand the need to obtain
state staff support, they often underestimate the time, effort, and resources needed to do so.

States can take steps to increase their support by conducting a stakeholder analysisto identify
concerns and develop a communication plan to address them. However, lack of support may not
be fully apparent until program enrollment begins.

Pennsylvania’' s experience exemplifies the need to obtain the support of state staff and potential
participants. When Pennsylvaniareceived its grant, it already provided employer authority in
eight waivers and two of these offered a limited budget authority. As aresult, afrequent response
to the new program from state staff was “we aready do this.” Current waiver participants also
misunderstood the new program, thinking it would have a negative affect on their existing ability
to hire their personal care workers. Individualsin the developmental disabilities community were
positive about the new program—>but their support was based in part on a misconception that it
would increase funding for their service system.

To address the lack of understanding and misconceptions, Pennsylvania’'s project staff created an
Advisory Committee with representatives from a broad range of stakeholder groups. This
committee provided a venue to address
stakeholders' concerns and obtain their input.
During the grant’ sfirst year, the grant manager
had to spend a great deal of time attending
Advisory Committee meetings as well as meeting

States should conduct a stakeholder
analysis to identify potential issues that
can cause delays and setbacks and
champions who can help address

with state staff and individual stakeholders. problems. Once identified, states

should develop a communication plan
When introducing a new self-direction option, to promptly address stakeholders’
considerable time and effort may also be needed concerns.

to educate service providers and overcome inertia
and/or resistance. For example, because
Minnesota s managed care organizations (M CQOs) operate according to a medical model, their
management staff did not immediately accept self-direction or understand how it could work to
their and their members' benefit. Additionally, MCO care coordinators found it difficult to make
the shift from a mindset focused on ensuring health, welfare, and safety to alowing individuals
to make service decisions for themselves. Grant staff’s educational efforts have helped them
make this shift and afew MCO care coordinators now assist in training efforts and help reduce
resistance among their colleagues.

It addition to creating and working with a stakeholder group, Minnesota' s grant staff noted the
importance of working intensively to obtain the support of one or more influential entities—be it
an MCO or an Area Agency on Aging (AAA)—so they can then serve as a program “champion”
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or arole model and assist with educational efforts. For example, case managers who support the
new program can help to reduce resistance among their colleagues. Rhode Island grant staff also
noted that changing the views of just afew or even one influential individual or entity can have a
major positive effect and that including home health agency staff and administratorsin program
design helped to reduce their resistance.

Michigan used a unique and innovative approach to ensure case manager and local staff buy-in,
which was very successful. The MI Choice waiver is operated through an Organized Health Care
Delivery System, which contracts with 21 waiver agents who in turn subcontract with service
providersto deliver servicesto waiver participants. “Waiver agents’ is the term Michigan uses
for the entities—such as AAAs—that operate MI Choice. In addition to subcontracting with
service providers, waiver agents provide some services, primarily case management.

To ensure that waiver agents' perspectives and interests were the foundation of the new budget
authority option in the Ml Choice waiver, Michigan provided grants to waiver agentsto pilot the
new option in four “pioneer” sites. Waiver agents had to apply for a grant, which required them
to describe their interest in and commitment to changing the system to allow participants more
choice and control. Although grants were provided to the sites, each site had to provide matching
funds and in-kind contributions to support this effort. The State selected the four waiver agents
with the most positive plans who were also seen

as leaders among the waiver agent system. o

Early and continuing involvement of key
Michigan state staff worked with the waiver stakeholders in a new program’s design
agents to design and implement the new option in 'usnzsesr;n;ﬁiaoge;nséjfugjﬁ:_r Although
the proneer s@es, which was C”t_' cal tothe involving stakeholders is challenging
program’ s ultimate success. Waiver agent staff at and time-consuming and requires
the pioneer sites had expertise that was essential resources, it will help to improve
in the design and devel opment stage as well as program design, policy and practice;
during implementation and quality monitoring. enrich participants’ experience; and
They also had the needed credibility to conduct gslﬁggefzzﬁﬁzf;fﬂ g:’stg?/”a“ﬁibﬁ’es'lgg a
training fc_)r Care Managers/Support Coordinators helping stakeholder groups reach
who provide both case management and CONSENsUS.
counseling services. Michigan's approach ensured

the full cooperation of the entities responsible for
the initial implementation of the new option, and the four pioneer waiver agents served as
“champions’ for the program when it was expanded statewide.

At the same time, involving Michigan’s waiver agents in program design was challenging
because each hasits own distinct organizational culture and numerous groups of stakeholders
had to evaluate the services available, determine which services most lent themselves to self-
direction, and create new services to support self-direction, such asfiscal intermediary services.
To be effective, implementation strategies, participant education materials, and policies and
procedures had to be accepted by waiver agents as both realistic and reasonable.
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It isimportant to note, however, that significant effort does not always ensure success. Vermont
developed a strategy to obtain the support of key stakeholders—including home health agencies,
AAAs, and aging and disability advocates—and spent considerable time educating them about
the budget authority model both before it applied for the C& C Replication grant and after it was
awarded. However, despite numerous attempts to understand and address providers’ concerns—
including attending one-on-one and group meetings, making presentations, and forming a
stakeholder advisory board—some providers remained concerned about the potential of the new
self-direction option to take away their clients. In such cases, states need to determine ways to
ensure that lack of support does not manifest in ways that undermine the new program.

Understand How Organizational, Administrative, and Political Issues
Can Affect a New Program

In addition to the lack of state staff support (discussed above), Pennsylvania had to deal with a
combination of organizational and political issues that significantly delayed the new program’s
development. Medicaid budget constraints that occurred in the grant’ sfirst year (but did not exist
when the State applied for the grant) raised concernsin the Governor’s Budget Office that the
new option would increase Medicaid costs—Ieading to a complete halt in program planning and
design for over 2 years, until May 2006.

Because the grant was administered from the Pennsylvania Governor’ s Office of Health Care
Reform (GOHCR), staff assumed that its authority would be sufficient to deal with any
resistance to the program. However, when program planning finally began, competing initiatives
and administrative reorganizations led to the re-assignment of management staff as priorities
changed and, as aresult of inconsistent management, the project lacked the authority to make the
new budget authority option a priority.

In addition to alongstanding lack of collaboration

between the two departments that administer the Ideally, the agency that administers a
waivers in which the budget authority option was program will be responsible for

to be implemented, the staff in these departments implementing a new self-direction
were suspicious of and resistant to initiatives option in the program.

coming out of GOHCR, making it very difficult to

work collaboratively with them.

Eventually, the Governor issued an executive order to create a new entity—the Office of Long-
Term Living, ajoint office of the two departments.*® All of the grants and initiativesin the
GOHCR were transferred to the new office along with many staff. Although the new office
provides a standardized and less fragmented structure for accomplishing initiatives, many
concerns remain about how the office will work with other agencies and divisions. As aresult of
all the issues and setbacks, Pennsylvania scaled back itsinitial goal of amending six waiversto
add a budget authority option and now plans to amend two waivers and begin program
implementation in five counties in February 2009.
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Vermont, Kentucky, and Alabama also faced

major administrative and/or political challenges. When multiple agencies are involved in

Soon after Vermont received its grant, amajor program development, outreach,
departmental reorganization made it difficult to training, and implementation, it is

get staff to focus on the new program. As aresullt, essential to have a clear delineation of
much of theinitial planning was carried out with each agency’s role and an efficient

little involvement from other state staff, which communication system. Without clearly
defined roles there is a tendency for

would have been helpful to increase buy-in by the .

L departments to disagree about who has
State' s field §taff (e.g., RNs who perform the authority to make policy, which
assessments in the new program). delays decision making.

Kentucky’s newly-elected Governor ushered in a
changein political party and a major turnover in top leadership. During the grant period, the
State had four different Medicaid directors, and experienced lack of support and some opposition
from Medicaid agency staff aswell as changesin the staff responsible for the new program’s
implementation, all of which caused delays. Consequently, to meet the grant’ s timelines,
implementation was rushed without first establishing all of the program’s operational policies
and procedures. As aresult, they had to be frequently revised to reflect experience gained and to
address problems encountered.

The frequent changes led both counselors and financial management services providers to lack
confidence in their ability to serve potential and current participants; they were also frustrated
with the amount of time and effort required to keep up with these changes. Participants were
similarly frustrated with the frequent changes. Kentucky eventually developed a procedure
manual that was distributed to everyone connected with the program, and program staff held
trainings in-person and via video conference on awide range of program topics. They also
developed Provider Guidelines to answer questions, and hired a nurse consultant and social
workers to be liaisons to the AAA’ s for troubleshooting program issues and to facilitate
communication. These efforts, taken together, successfully addressed the initial challenges.

In Alabama, although the three Departments that
collaborated to design and implement the
States should not undertake a new self- . . .
direction program without support from prog_ram have avery 900‘?' Workl ng rel atpn#u p.a
decision makers at the highest levels of considerable amount of discussion, negotiation,
state government. and experimentation was needed to arrive at a
model that was workable for all agencies,; and to
educate state staff who have to deal with the
program, either directly or indirectly. Project staff did not fully anticipate how much time would
be needed to educate and obtain buy-in from all stakeholders and how this could delay
implementation. Several trainings were needed with case managers, counselors, and Medicaid
program and financia staff, many of whom found it difficult to make the paradigm shift from
traditional service delivery to allowing participants to have an individual budget to purchase and
manage their services. Project staff found that having smaller break-out meetings during
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trainings to discuss the concerns of individual groups enabled them to resolve many issuesin a
timely fashion.

In sum, it is clear that political change and
agency re-organization isafact of lifein state If two or more agencies will operate a
government and ded ays areinevitable. States new program, states must ensure that
need to develop contingency plans to maintain they dev_elop and sustain a comm_itment
enthusiasm for the new program and to make to co_ordln_ate and collaborate, which

) requires time and resources to enable
incremental progress. Some States planned an staff to attend numerous committee and
incremental approach from the outset. For workgroup meetings.

example, West Virginia used a CM S-funded

Systems Change grant to first develop much of
the infrastructure for a new self-direction program and then used its C& C Replication grant to
build on that effort.
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Lessons Learned in the Program Design Phase

Medicaid self-direction programs that offer both employer and budget authority have three
distinct and unique components not present in the traditional service system: counseling,
financial management services, and individual budgets. Designing these program componentsis
a complex task. States have multiple options to consider and decisions to make and the three
components must work well together. This section discusses the challenges the Replication
States faced in designing these components and their lessons learned.

Counseling

Counseling is a key supportive service that includes two broad activities—providing information
about self-direction and providing assistance and training as needed with self-directed tasks
using a person-centered framework. States use a variety of terms to describe the counseling role,
including support broker, service coordinator, flexible case manager, consultant, advisor, and
community guide. This report uses the terms counselor and counseling except when discussing
specific state programs.

Self-direction programs vary in how they provide
counseling services and in their use of traditional case
management. In many programs, both case managers and and quality management strategies

To promote the provision of high quality
services, the self-direction philosophy

counselors assist participants. In others, case managers should be part of the design process and

assume the counseling role in addition to carrying out some | incorporated into solicitations for
or al of their traditional responsibilities, such as obtaining counseling and financial

performing assessments and making level-of-care management service providers—and
determinations. also in their contracts.

As part of its stakeholder analysisin the planning phase, states need to determine whether the
new program has case manager support, and if not, develop a plan to obtain it. One way to do so
isto include case managers in the program design process. Doing so will help to ensure their
buy-in aswell as to develop “champions’ who can help to educate and reduce skepticism among
their colleagues.

Clarify Differences Between Case Management and Counseling Services

Minnesota s new program used both traditional case managers (called “required” case managers)
and counselors (initially called “flexible” case managers). Required case managers carry out
traditional responsibilities and their cost is not included in the participant’ s individual budget.
Flexible case managers provide education about the enrollment process and forms, and help the
participant to write an individualized community support plan, employ and manage workers, and
purchase goods. Their services are optional and their cost is paid from participants budgets.
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After the program was implemented, widespread confusion among participants—and case
managers themselves—about the differences between required and flexible case management led
the State to substitute the term “ support planner” for flexible case manager.

Generally, the Replication States' programs have either distinct counseling and case management
services or their case managers perform both roles. In contrast, Kentucky’ s program was
designed to have support brokers provide both counseling and some traditional case management
services. However, the tasks, responsibilities, and parameters of the support brokers dual role
were not clearly delineated prior to implementation of the new program, which caused problems.
Some support brokers thought their role was limited to self-direction tasks while others thought
they had a broader responsibility to ensure participants health and welfare, as do traditional
case managers. Additionally, because implementation was rushed, some individuals who lacked
case management qualifications and/or experience wereinitially hired to be support brokers.

To address these problems, Kentucky provided additional training for support brokersto reiterate
their responsibility to ensure that al of a participant’s needs are met. The State also conducted
conference calls with support brokers to clarify policies and procedures and answer questions,
and added links on its website to other sources of information, such as the University of
Kentucky’s Disability Resource Manual. Finally, the State developed a policy and procedures
manual for the program, which discusses support brokers' roles and responsibilities, and
assigned state staff as liaisons to each of the AAAs (who hire support brokers) to answer any
additional questions about the program. Support brokers who did not meet the qualifications for
waiver case managers were reassigned to other jobs.

Ensure that Case Managers Understand and Support Changes in Their Role

Lack of case manager support and outright resistance to a new self-direction program was a
major problem in many of the Replication States. To understand why, the C& C NPO conducted
focus groups with case managersin several states.™ Case managers who participated in focus
groups in Alabama and lowa expressed concerns that (1) participant control over a budget would
lead to fraud and abuse; (2) case managers would have to learn new tasks such as providing
training to participants about how to be an effective employer; (3) the new program would
change their role and reduce the personal satisfaction they gain from their work; and (4) they did
not understand how the program worked and, in particular, the differences between their roles
and responsibilities and those of counselors.

Alabama developed training materials that specifically addressed these concerns and held a
2-day training for waiver case managers in the counties selected for their pilot program. The
training focused on shifting their mindset about self-direction as well as providing information
about the new program’s policies and procedures. Project staff also trained the pilot area’ s lead
counselor and her backup on how to deliver the program’s communication plan messages to all
of the target audiences. The trainings involved small groups—fewer than 15 case managers—
which enabled them to participate in exercises designed to shift their thinking about the ability of
their clients to direct their services. When the trainings began, none of the case managers said
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they knew a client who would be appropriate for the program, but by the end of the training al
said they knew at |east one.

Based on the case manager resistance encountered during the pilot phase of the program,
Alabamarealized that extensive education for case managers will be needed prior to statewide
expansion. Because small group training proved to be most successful in reducing resistance and
obtaining support, the State plans to continue using this approach.

lowa also conducted trainings to address the concerns raised in the case manager focus groups.
Project staff first attended communications training sponsored by the C& C NPO, which helped
them to devel op specific training and communication strategies to address the case managers
concerns, to help counter their resistance, and to obtain their support. In addition, the Department
of Human Services sent aletter supporting the new program to case managers.

Because not all case managers are state employees, lowa could not mandate that case managers
attend the training and the State lacked the time needed to amend administrative rules to allow
such amandate. Project staff believe that mandatory training would have helped to decrease
some of the confusion and misconceptions about
the new option. In retrospect, they felt they should
also have combined the training for independent States should anticipate resistance
support brokers and case managers so that each from traditional case managers and

. . have a communication plan and
would had have a better understanding of their resources for education and training to

respectiveroles. address it.

Because the provision of counseling services
virtually always entails some type of change in traditional case managers roles—even if just
establishing a need for them to work collaboratively with counselors—obtaining their support is
critical. Most Grantees found that doing so requires persistence, patience, and ongoing effort.
Given that most Grantees had to address challenges related to case manager resistance, effortsto
ensure their buy-in and support should be undertaken during the initial planning phase of a new
program.

Allocate Sufficient Time and Resources to Provide Training

Many of the Replication States had to provide more training for counselors and case managers
than they had planned originally, particularly about person-centered planning (PCP), whichis
common in the MR/DD service delivery system but much less so in the systems that serve
elderly persons and younger adults with physical disabilities.’® Several States reported the need
to provide both initial and ongoing training in person-centered planning for individuals who
provide counseling services.

Pennsylvania noted that because case management provided through the AAAs has traditionally
been furnished in a prescriptive and paternalistic manner, project staff were concerned that case
managers would find it difficult to make the transition to using person-centered planning. To
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assist them, the State conducted a 2-day comprehensive training on participant-directed services
and PCP practices, which was attended by about 200 case managers and related staff in the new
program’s planned pilot areas. A second training session was conducted in the fall of 2008.

In Kentucky, initial monitoring revealed that support brokers were using the PCP process, but
only working with participants and not involving family members and other informal supports
and service providers.'” To address this problem, the State revised its PCP training for counselors
and also provides PCP training for participants, family members, community providers, and
participants’ employees so that everyone is aware of what person-centered planning should
involve. AAAs are required to monitor counselors to document whether and how they are using
person-centered planning to develop individual
budgets and service plans.

Person-centered planning—a critical
component of self-direction—helps
individuals to exercise autonomy,
choice, and control over their services.

While Michigan has long used person-centered
planning as the foundation for individual service
plans and budget development in the MR/DD

service system, prior to receipt of the C& C grant
it had not provided statewide sanctioned PCP
training or guidelines for providers serving elderly
persons and younger adults with physical
disabilitiesin the MI Choice waiver.'® Attitudinal
barriers were widespread; many providers did not
understand the PCP process or its purpose, or
were defensive about it—feeling that they already
used the process and did not need training.

To ensure the use of person-centered planning in
MI Choice, program staff formed a PCP Action
L eague to handle PCP implementation in the

Individuals may assume very different
levels of responsibility: from taking
complete charge of their planning,
service arrangements, and budgets to
relying on a representative or family
member to assist them with most or all
tasks. Given the wide range in
individuals’ abilities and preferences,
states need to design flexible
counseling services that will provide the
level of support, assistance, and
training needed.

long-term services and supports system generally, and Ml Choicein particular. A PCP training
curriculum was developed for all stakeholders, including care managers and other program staff,
participants, and service providers; and the State conducted PCP training in various venues
statewide—at conferences, meetings, and other venues. The State also developed PCP guidelines
for entities that administer the waiver program.

New Mexico found that putting the PCP philosophy into practice entailed a challenging
paradigm shift for all stakeholders, including Mi Via participants. Some consultants (i.e.,
counselors) had case management experience in traditional HCBS waiver programs but not with
person-centered planning and self-direction. Third-party assessors—review staff—are nurses
with extensive experience working with elderly persons and younger adults with disabilities, but
primarily in the medical model. State agency staff also had limited experience with person-
centered planning and self-direction.
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For many Mi Via participants, taking charge of
their lives and devel oping their own plans and
budgets through a PCP process was also a new
experience. While the early enrollees welcomed
the opportunity to take charge, some—especially
those transferring from waivers with traditional
case management services—had to learn to handle
tasks that they initially expected othersto do for
them. To help the various constituencies become
more knowledgeabl e about and comfortable with
self-direction, the templates for the service and
support plan and the budget templates were
revised to provide much needed structure to the
planning and budgeting processes. By the end of
thefirst year of program operation, many reported
a positive change and had a better understanding
and appreciation of self-direction and person-
centered planning.

Everyone involved in developing and
implementing a self-direction program
needs to make a paradigm shift from a
medical model focused on protecting
participants to an independent living
model focused on the rights of
participants to make choices and to
assume any risks attendant on those
choices. To make this shift, States
need to educate program contractors
about the need to achieve a balance
between autonomy and protection. No
one cares more about participants’
health and welfare than the participants
themselves and their families, and
contractors need to learn to allow them
the freedom to make choices they
consider in their best interest.

Ensure that Counselors Understand the Target Population

While this “lesson learned” may seem obvious, counselors' lack of knowledge and expertise was
anissuein afew States. Kentucky implemented its new budget authority program in three
waivers—the Elderly and Disabled waiver, the Acquired Brain Injury waiver, and the Supports
for Community Living waiver that serves persons with developmental disabilities. However, the
State designated AAASs to provide counseling services and their support brokers had experience
only with Elderly and Disabled waiver participants. They were not knowledgeable about the
unique and varied needs of individuals with developmental disabilities and acquired brain
injuries or the specific services and resources available for these populations, such as supported
employment.

To address this problem, the State had to provide additional training for support brokers working
with participants in the Acquired Brain Injury waiver and the Supports for Community Living
waiver. However, despite receiving considerable training, most of the AAA support brokers did
not feel comfortable arranging services for these waiver participants. Thus, the State decided to
expand the pool of individuals who could be support brokers beyond those who worked for
AAAsto other entities or individuals, such as case managers in Community Mental Health
Centers, who were then trained to perform support broker tasks.

Minnesota had the opposite problem as a mgjority of the support planners who provided
counseling services had worked in the DD service system and were unfamiliar with the needs of
elderly individuals and younger adults with physical disabilities. To address this problem,
program staff recruited individuals with experience in the aging network to become support
planners for older adults (e.g., those who had worked with AAAs and Title I11 services, and
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private pay case managers working with elderly persons). They also facilitated connections with
the Aging network through trainings, meetings, and network groups to help broaden their
experience and provide the expertise needed to work with elderly persons. Both these approaches
have been successful.

Minnesota also developed additional standards for support planners that require them to have
knowledge of the service systemsfor all three populations, developed a curriculum based on the
service standards to ensure competence and service quality, and now requires that support
planners be recertified every 2 years. A few counties—and the support planners themselves—
have initiated several networking groups around the State to discuss operational and practice
issues and are working to improve the quality of their services statewide. The State obtains input
from these groups on awide range of servicesissues and support planners communicate
routinely with the State through various state-supported methods.

Have Sufficient Counselors Available

Thisis another “lesson learned” that may seem obvious, but when starting a new program, it may
be very difficult to predict the level of interest and to have sufficient counselors ready to work
with potential participants. Counselors need to have a minimum number of clients to make their
role financially viable, to successfully carry out their responsibilities, and to be well versed in the
program.

If initial enrollment is slow, and the State has a large number of counselors, some may lose
interest and leave the program. On the other hand, if interest in the new program exceeds
counselors’ capacity to work with and enroll individualsin atimely fashion, the subsequent
delays can decrease interest in the new program and lead some potential participants to remain in
the traditional system.

During implementation of New Mexico’'s Mi Via waiver program, the consultant contractor
agency (CCA) that hires consultants to provide counseling services initialy lacked the capacity
to handle the number of inquiries about the program. The problem was compounded because
some Mi Via participants had difficulty letting go of the case management model they were
accustomed to in the traditional waiver; they required more support from their consultants than
was originally anticipated to help them through the eligibility and enrollment process and to
assist them with the development of their service and support plans and budgets.

Other problems included complaints about the CCA’ s poor communication, time lagsin training
and hiring individuals selected by participants to be their consultant, and administrative and
consultant staff turnover. The State quickly responded to these problems by working with the
CCA'’ s leadership to address complaints, identify what caused the staff turnover, and take
necessary corrective actions. The CCA hired additional consultants and installed a new phone
system to better handle the volume of calls. Steps were taken to improve communication among
all contractors, participants, potential participants, and traditional case management agency staff.
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New Mexico also convened a Consultant Issues Workgroup—comprising participants, families,
advocates, and state agency staff—to identify outstanding issues related to the role of consultants
and to recommend changes. As aresult, the CCA’s communication processes have improved,
more new staff have been hired, regional offices have been opened, and consultant training has
been conducted in selected regional sites.

Be Prepared to Make Changes and Address Problems Quickly

Even with the best planning and extensive efforts to engage case managers, states may still face
resistance and find that that they have to pursue a different approach than originally envisioned
for the provision of counseling services. For example, Vermont initially limited enrollment to
participants already assigned to a case manager. Because enrollment was very slow, Vermont
worked with the C& C NPO to conduct focus groups with case managers and eligible non-
enrollees to determine what issues were interfering with enrollment. The case manager focus
group revealed on-going lack of understanding and suspicion of the program. The non-enrollees
focus group revealed considerable suspicion of the State, in general, and thus the program.

M eetings with the case management agency |eadership suggested that considerable retraining
would be needed to have case managers assume the counseling role, and not a single case
management agency responded to an RFP for consultant services due to concerns that
reimbursement rates were too low. Home health agencies also expressed concern that the
contract specifications would prevent counsel ors they employed from devel oping budgets that
included services to be purchased from their agencies.

For all these reasons, the State abandoned the idea of using case managers to provide counseling
services and instead hired a small agency that provides a similar service in another program.
Because enrollment in the new program is still low, two individuals (one full-time and one half-
time) provide counseling services for al of the program’s 70 participants. If interest in the
program increases substantialy, the State will likely have to redesign its counseling
infrastructure to support a larger number of participants.

Evenif astate’ s counseling service is working well, unanticipated events in other program areas
can necessitate a change in the scope of counseling services. For example, prior to the
introduction of its new budget authority program, Kentucky paid home health agencies $100 to
conduct assessments and re-assessments for level-of-care determinations. Historically, many
agencies deemed this amount insufficient but performed the assessments because they could
recoup losses through the provision of services. Thus, they had no incentive to perform the
assessments for participants in the new self-direction program who were not using their services,
particularly given the lack of payment for transportation costs to remote areas and high gas
prices. Asaresult, potential and current participants were unable to find home health agencies to
conduct their assessments and reassessments.™®

To address this problem, the State changed the program’ s policiesto allow support brokersto
conduct assessments and reassessments for individuals who choose the new self-direction option,
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and provided training on conducting the assessment. (Unlike most States' C& C programs, which
provide participants with distinct counseling and traditional case management services generally
furnished by two different individuals, Kentucky uses support brokers to provide both services.)
The support broker sends the assessment form to a state-contracted Quality Improvement
Organization, which reviews the assessment and makes the |level-of-care determination.

Finally, lowa had to make a major change to its support broker service when the lowa State
Work Force Development Department determined that independent support brokers have to be
treated as independent contractors—not employees—which required changes in the method for
calculating individual budgets. Additionally, some independent support brokers were concerned
about assuming responsibility for payment of self-employment taxes, and others thought being
an independent contractor carried a higher liability risk and stopped providing services. To
address the liability concern, the State provided additional education to assure support brokers
that being an independent contractor does not pose an additional liability risk.

Financial Management Services

A financial management services (FMS) entity (1) assists participants to direct and manage
fundsin their budgets; (2) acts as participants agent for employer responsibilities such as
processing payroll, withholding and filing federal, state, and local taxes, and making tax
payments to appropriate tax authorities; and (3) performs fiscal accounting and required

reporting.

Financial management services are key to the success of a new budget authority program, as they
ensure appropriate spending and address policy makers concerns about fraud and abuse.
Additionally, if participants were required to handle employer-related financial tasks themselves,
itislikely that many would be deterred from enrolling in a self-direction program.

Allow Sufficient Time to Find a Reliable FMS Provider

Several States had difficulty recruiting reliable FM S providers. lowa planned to recruit credit
unions and banks because program staff felt that they were already set up to handle electronic
deposits and had extensive experience monitoring and balancing accounts. In addition, they
could offer other financial servicesto participants and their worker/employees, such asfinancial
counseling and savings accounts. However, when program staff issued a Request for Information
to determine credit unions’ and banks' interest in providing financial management services, they
received no response. The State eventually contracted with a credit union that had been working
with another grant dealing with self-direction for children before the C& C Replication grant was
awarded. To meet CM S requirements that participants have a choice of providers, the Stateis
continuing its marketing and outreach efforts to other credit unions and banks.

When Kentucky issued an RFP for FM S providers, only one proposal was received and the
servicesit offered were not affordable. To prevent adelay in program implementation, the State
quickly contracted with the fifteen Area Development Districts (ADDs) that provide a variety of
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financial servicesfor AAAs and the State. The State then hired a consultant to train the ADDs to
monitor timesheets and budgets, make payroll, and keep required records.

Vermont twice issued FM S solicitations for bids and contracted with two out-of -state providers
only to have each withdraw from the contract mid-term. As aresult, the State has had to rely on a
small local company to provide financial management services, but the company has limited
reporting capacity, which limits the type of data
the State can collect. The State considered using
the Consumer Direction Module (CDM) software States should have a subject matter
application to support the program but its expert on financial management

. . services on staff prior to program
Information Technology staff were not interested, implementation, or a consultant who

believing that the current system was good understands the state’s contract
enough and that they did not have the capacity to requirements as well as program and
support the CDM 2 IRS requirements. Ideally, a designated
staff person would be responsible for
While Michigan had a cadre of fiscal staying current on all of the laws and
intermediaries providing financial management re_gulatio_ns related to the provision of
servicesin the mental health-MR/DD delivery this service. States should pay for the

best technical assistance available to

system, they were not familiar with the MI Choice save money in the long run.

waiver and had no experience working with
elderly persons and younger adults with physical
disabilities. To use the existing fiscal intermediaries in the new program, the State had to provide
training for those who were interested in serving a new client base and were willing to do all the
required tasks. State project staff obtained technical assistance from the C& C NPO to develop a
readiness review process based on standards for essential tasks that fiscal intermediaries have to
meet before they can provide services, and an NPO consultant provided training for this review
process to interested fiscal intermediaries.

Obtaining Affordable Workers’ Compensation Insurance is Possible

Obtaining affordable workers' compensation insurance coverage has been amajor challenge for
many States' self-direction programs. However, the technical assistance provided by the C&C
NPO—and in some cases a consultant hired with grant funds—was key in helping some States,
including New Mexico and Illinois, to offer this coverage.

Stakeholders wanted New Mexico's Mi Via program to provide workers' compensation
insurance for employees, but the State initially had difficulty finding amodel that would work
with the program. Project staff researched different approaches and worked with the NPO’s
consultant and determined that Massachusetts' model afforded the best fit. Project staff then
worked with the State Insurance Department to meet its requirements.

The National Council on Compensation Insurance, Inc., which administers some state workers
compensation programs including New Mexico's, wanted the State to use a code that covered
home health agencies, where employees have a much higher risk of injury because they deal with
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many more clients than do workersin Mi Via. However, New Mexico was able to assemble data
to support the argument that a self-direction program posed much lower risks. Asaresult, New
Mexico’ sworkers compensation insurance was able to establish its own Code (0918) for
Domestic Service Workers-Inside-Physical
Assistance-Consumer Director Programs.

State agencies that administer self-
Workers' compensation insurance coverage is direction programs need to establish
required for all Mi Via employees providing the effective working relatlonsh_lps with their
following services; homemaker/companion:; State Workers' Compensation

ite: t tation/ lar driver: and Insurance Associations and with any
FESPITS, TANSPOrEHIOIIEgLIEr ETIVEr, an other state agencies or organizations

privat_e duty nur_s&for adults. Paymgﬁt for this that regulate domestic employment and
benefit comes directly from the participant’s deal with labor issues, such as State
budget along with employees’ salary and taxes. Labor Departments.

Initially, the workers' compensation cost began
at 3.09 percent per $100 of payroll for each
employee but it has since been reduced based on low cost rating experience.

Individual Budgets

Individual budgets are the funds or resources available to participants to meet their needs.
Participants may directly manage their services and expenditures or assign responsibility for
this task to a representative who can express the participant’s preferences. An individual budget
isthe key program element that increases participants choice and control. Management of an
individual budget affords participants both the greatest flexibility and the greatest responsibility.

Nine of the Replication States reported challenges related to individual budgets, most frequently,
negative perceptions about the adequacy of the budget and concerns that the new program would
cost more than the current program.

Be Prepared to Address Multiple Concerns About Individuals Budgets

In virtually all of the Replication States, participants in the traditional service systems do not
receive all of their authorized services due to worker shortages and other factors. Thus, States
had to address concerns that if participants are given the dollar amount of their authorized
service plan, total costs under self-direction may be greater than if they remain in the traditional
service system. Thiswas a particular concern in lowa, because the State planned to add the new
budget authority to six waivers.

To address this concern, lowa's program staff developed a budget methodology to ensure that
the new option would not increase waiver costs. The methodology is based on the past service
use of all participants—not each participant—so it can be used for new participants with no
service history as well. The methodology also allows budget changes to address participants
changing needs, whether for additional services or increased amounts of current services. The
State is monitoring service utilization in the new option and continues to look at the budget
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methodology to ensure that budgets both meet participants needs and do not cost more than
traditional services.

To address overall cost concerns, Kentucky placed a cap on budgets, which is based on historical
service use. The cap has been a source of contention because service utilization in the traditional
systemis generally much less than what is authorized and so using historical costs, in most cases,
created inadequate budgets for participants. To address this concern, the State developed a
system for participants to request adjustments to their budgets to increase services to meet initial
and changing needs and to add servicesif necessary.

Budgets in Minnesota s new program were based on average authorizations in the traditional
program in 11 different resource utilization groups and were therefore lower than the maximum
possible amount that might have been authorized in each group in the traditional program. Focus
groups conducted with care coordinators,
supervisors from counties and MCOs, support
planners, fiscal support entities, and other
stakeholders found a common belief that the

Be flexible and prepared to change as
better ways to do things become clear.
What seems logical in theory

current budget amount is not sufficient for sometimes does not work in practice.

participants in some needs assessment categories Michigan had to refine its budget

in the Elderly waiver. Many also believed that template numerous times to increase

participants budgets are inequitable compared to its ability to accurately reflect

resources available to individuals electing participants’ needs and service
preferences.

traditional service options. The State continuesto
solicit input regarding the impact of established
limits on individual budgets and islooking at other options for increasing budget amounts.

Negative views about the sufficiency of the budget slowed enrollment in lowa, Minnesota, and
Vermont. Because Vermont’s new self-direction option for elderly persons and working-age
adults with disabilitiesisin a 81115 waiver program, the State felt it had to discount individual
budgets to meet budget neutrality requirements. Waiver participants who exercise employer
authority use about 75 percent of their authorized services, whereas, in the States

Developmental Services program, participants with budget authority use closer to 90 percent of
their budgets. For thisreason, the State initially applied a 15 percent discount rate to individual
budgets. However, discounting was very negatively perceived and discouraged enrollment. Even
individuals for whom it did not represent areal loss, given their current utilization, felt they were
losing something.

Dueto very slow enrollment in the first 6 months, Vermont eliminated the discount rate. While
enrollment remains slow, it is considerably faster than when the discount was operative. Prior to
elimination, only 12 percent of current waiver participants who expressed interest in the new
option subsequently enrolled. After elimination, about 85 percent of individuals expressing
interest in the program enrolled. However, service utilization rates are in the 90 to 95 percent
range, which is not fiscally supportable over the long range given the requirement for budget
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neutrality in the 81115 waiver program. The State is examining several approaches to address
this problem.

In lowa, alower percentage of Elderly waiver participants enrolled in the new self-direction
option in the initial months than did participantsin the Brain Injury, AIDS/HIV, and the MRDD
waivers. Focus groups conducted with case managers to determine the reasons why found that
many held stereotypes of frail elderly persons as incapable of directing their services. But the
major reason for case managers' reluctance to enroll older personsisavery low cap on services
in the Elderly waiver; both they and potential participants believe that individuals who enroll in
the new option may not receive the same amount of services they would under the traditional
system.?

Project staff attempted to counter negative views regarding elderly persons with education about
their successful participation in self-direction programs in other states, and also conducted
extensive outreach and education with the Department of Elder Affairs. To address negative
perceptions about the budget, project staff developed communication strategies to deal
specifically with this concern among both case managers and waiver participants. It istoo early
to determine empirically whether the budget methodology has had a negative impact on
enrollment, but the State is conducting ongoing analyses to ensure that the budgets are meeting
participants’ needs. The State may also consider increasing the service cap in the Elderly waiver
in both the traditional and self-direction programs.
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Lessons Learned in the Enrollment Phase

Theinitial enrollment decision states must make is whether to pilot a program in afew areas
prior to statewide implementation, phase it in gradually by starting with afew geographic areas
or counties, or make it available statewide from the outset. Whichever strategy a state selects, the
program must have a sufficient number of participants to sustain the infrastructure that supports
self-direction (i.e., counselors and FM S providers). The Replication States used different
approaches. Michigan piloted its program in four “pioneer sites’—an approach that program
staff believed provided invaluable input and time to identify issues and to refine policies,
outreach techniques, and approaches to measuring quality prior to statewide implementation.

West Virginia purposely limited initial enrollment to 15 current waiver participants per month
for the first 2 monthsin order to carefully monitor the process and make changes as needed.
Limiting enrollment to current waiver participants
also ensured that program staff would not be
overwhelmed with new referrals, which could Phasing-in a program provides time to
have led to adelay in providing services. After the |  determine whatis and is not working in
first 2 months, the State began enrolling new the enroliment process and to make

. . . needed changes with a manageable
waiver applicants statewide. Program staff noted number of enrollees. It also provides

that this appro&h alows sufficient time to more time for program staff and
determine what is and is not working in the contractors to identify issues and to
enrollment process and to make needed changes. refine policies and procedures prior to

statewide implementation.

New Mexico implemented its program statewide,
but noted that in some instances phasing-in a new
self-direction waiver program might work better than launching statewide because it provides an
opportunity to work through complexities and glitches with a more manageable number of
enrollees, and provides more time for program staff and contractors to develop knowledge and
expertise.

Develop a Targeted Communication Plan for Outreach and Education

Outreach and education about the new program is needed during the preparation and design
phases to inform stakehol ders about the program, counter misinformation, and defuse opposition.
It is also needed during the enrollment phase for these reasons but, more importantly, to ensure
that al eligible and potentially eligible individuals know about the new program and have the
information they need to decide if it isright for them.

Most of the Replication States' program staff attended RWJF-sponsored communications
training and devel oped a communication plan to address the information needs of various
stakehol der groups and diverse target populations.” A major component of their communication
plans was the use of key messages and strategies so that information about main program
features was presented in ways meaningful to the various target audiences. Depending on the
target audience, the States provided information using numerous media, including in-person
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training, conference calls, written bulletins and

brochures, DV Ds, and the establishment of a Outreach and education are key to
toll-free number to answer questions about the enrollment, particularly when the
program. Several States noted that multiple program faces skepticism and

trainings may be needed for the same groups and resistance. States should develop a

that training activities need to be ongoing. carefully researched communication
plan and design outreach, marketing,

Vermont's program staff stated that it is and educational strategies to reach
diverse populations. Information about

important to not be too general about the the program must demonstrate the
program or to overstate its benefits; marketing specific benefits it can provide.
the program as the “best thing ever” aroused
suspicions among potential participants, who
wondered “what the State was up to.” Project staff in lowa noted that even though it was difficult
to reach potential participants and their families, they should have conducted more outreach and
educational activities because it would have given potential participants a better understanding of
the program and its benefits, which would have helped to counter resistance from some case
managers.

Involve the Target Audience in the Development of Education Materials

It isimportant to involve the target audiences in both devel oping marketing materials and testing
their effectiveness before spending significant resources, as the same or similar strategies can
have different resultsin different states. For example, West Virginiaand Rhode Island had a very
positive response to mailed promotional materials but Vermont and Minnesota did not. West
Virginiamailed a postcard and aletter from the Governor about the new program to current
waiver participants and the two mailings generated over 450 calls. Similarly, Rhode Island’s
mailing of promotional materialsto 1,000 current waiver participants receiving traditional
services resulted in over 500 calls to support broker agencies within a week.

However, the large response in Rhode Island prevented the support broker agencies from
responding in atimely way and the time from referral date to initial assessment took as long as
3 months. To address this problem, the State reduced the size of the mailings to 300 packets
every other week and recruited additional agencies to assume support broker functions. Asa
result, the time from referral to assessment is now about 30 days.

In marked contrast, Vermont’s four mailings to waiver participants—with various materials
about the new program—generated only afew calls. A focus group conducted shortly after the
final mailing revealed suspicion of direct mail outreach generally and of the State specificaly.
Focus group members said they thought that the State was trying to “ put one over on them.”
Minnesota also had a minimal responseto itsinitial postcard mailing to all current waiver
participants.
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Design Materials for Diverse Populations

Considerable planning and resources may be needed if a state has to reach a very diverse
population. In New Mexico, eligible populations for Mi Via include individuals from four HCBS
waivers—Disabled and Elderly, Developmental Disabilities, Medically Fragile, and AIDS—as
well asindividuals with brain injuries. Also, among the five populations there are three distinct
groups. (1) individuals eigible to transfer from one of the four traditional waiversto Mi Via,

(2) individuas newly eligible for one of the four waivers and who need information to make a
decision between traditional HCBS waiver services and Mi Via, and (3) individuals who are
entering Mi Via through the new dligibility category for individuals with brain injuries. Finaly,
the State has a large Native American and Spanish-speaking population, not al of whom can
read.

Early on, New Mexico’s program staff recognized that crafting one message for all populations
would present quite a challenge. They worked with participants, families, representatives,
advocates, and providersto identify and respond to common information needs among the
various popul ations while being sensitive to differences. In addition to general materials relevant
to all digibility groups, the State developed materials tailored to specific popul ations.

New Mexico's program staff also translated written materials into Spanish and held numerous
outreach activities and trainings statewide—at pueblos, reservations, senior centers, independent
livings centers, and advocacy group meetings. To share up-to-date information about the
program, the State devel oped a user-friendly website, and to reach a broad audience among
various disability and cultural groups, the State produced a video about the program featuring
Mi Via participants, available in four languages: English, Keres (or Pueblo), Spanish, and
Navajo.”*

Address Misconceptions and Misinformation Promptly

Several States had to deal with situations where inaccurate information was being circul ated—
either unintentionally or deliberately. If misconceptions and inaccuracies appear to be common
and/or widespread, an excellent approach to deal with this problem isto develop a Frequently
Asked Questions brochure and to distribute it widely in print and through websites.

Rhode Island noted that the initial information provided should not “oversell” the new program,
as this can create misconceptions and lead to dissatisfaction. Participants in Rhode Island thought
there were no restrictions on what goods and services they could purchase. Project staff believe
this stemmed from outreach and education materials that did not clearly describe CMS
requirements and restrictions. Preliminary training materials included the example of an air
conditioner in a spending plan and although it may sometimes meet CMS criteria(i.e., meet a
medi cal/disability need) it does not in all instances. To address the misconception, project staff
modified the training materials and sent a letter to participants explaining CM S requirements and
restrictions and apologizing for the confusion.
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Home health agencies may oppose and attempt to undermine a new self-direction program if
they think it will lead to aloss of workers and revenue. In Kentucky, agencies would not provide
information about the new program to their clients, or they provided inaccurate information to
dissuade clients from transferring to the new program. West Virginia s project staff heard
anecdotal reports that some agency case managers were actively discouraging waiver
participants from selecting the new option, or were telling them they could not handle its
responsibilities.

To address this problem, Kentucky invited representatives of the home health agenciesto serve
on the new program’s Advisory Board, which provided aforum for them to share their concerns
and obtain more information. This approach helped to defuse some of their fears about losing
revenue. To counter inaccurate information, Kentucky frequently sent program information to
current waiver participants and provided it to new applicants. Additionally, the Kentucky
Department of Medicaid Services (DMS) contacted the Executive Director of the State
Association of Home Health Agencies to discuss the problem. DM S asked the Association to
send a memorandum to the home health agencies clarifying the facts about the program and their
responsibility to provide accurate information to their clients. Currently, the State is not hearing
complaints about the provision of misinformation.?

West Virginiaincluded service providersin planning sessions to develop the new program, but
when this did not appear to reduce their resistance, project staff adopted a communication

strategy specifically targeted to provider agencies.
Its goal was to help them understand that many of

the best candidates for the new program are
clients they are having difficulty serving. These
efforts were successful to some degree because
agencies started to provide referrals to the new
program.

The State also implemented a new electronic
database system to receive complaints from
waiver participants—including those about
providers discouraging enrollment. The Stateis
tracking these complaints, identifying trends and
taking action to address them. Resistance is now
much less than it has been in the past as agencies
have come to realize that the new self-direction
program is a complement to agency-delivered
services. The State is now developing a brochure
listing all of the options for receiving home and

community services, including the use of agency workers, which will further help to assuage any

Sometimes, traditional providers may
feel that they are at a disadvantage
when outreach and education materials
about a new program—that does not
include them—are distributed. While it
is important to have separate and
distinct educational materials about a
new self-direction program, states
should consider developing additional
materials that provide information about
all of the service models available—
traditional and participant-directed—
and the differences among them. Doing
so allows participants to select the best
option for them and may lessen
providers’ fears that their services are
not being promoted.

concerns that self-direction is being promoted at their expense.
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Ensure That Enrollment Staff Fully Understand and Support the Program

When Minnesota began enrollment for its new program, competing demands for the attention of
case managers and MCO care coordinators, as well as alack of interest in learning about the
program, slowed enrollment. Among those who may have wanted to |earn about the program,
heavy casel oads and a steep learning curve were challenges. Initially, many case managers and
care coordinators thought the new Minnesota program was too complex and difficult for
participants to handle and that no one on their case load was appropriate for the program.

Subsequent focus groups with case managers and MCO care coordinators reveal ed that
resistance or unfamiliarity with the program persists. Many case managers and care coordinators
remain unconvinced that the program is a good option for their clients/members either because
(2) they think that the individual budgets are too |ow to meet participants’ assessed needs,

(2) have concerns about the program’s complexity, or (3) think that older participants will be
taken advantage of by family members.

To address continuing resistance, Minnesota' s project staff developed and conducted a range of
activities, including: (1) small group technical assistance sessions and larger meetings for case
managers, AAAS, fiscal support entities, and support planners; (2) large group technical
assistance sessions via statewide videoconference and teleconference; and (3) regional
conferences. In addition, project staff continue to encourage case managers who lack experience
with the program to speak with those who do have experience. It appears that a paradigm shift
for case managers is occurring because project staff hear less frequently that case managers are
discouraging enrollment.

To ensure buy-in from traditional case managers, States should hold regularly scheduled
trainings with them and their supervisors; be readily available to dispel myths; and offer group
opportunities for trouble shooting, to answer questions, and to provide technical assistance.

In Washington, case managers are required to educate potential participants about all service
options and are responsible for enrolling individuals in the new program. Project staff recognized
that case managers aready have a demanding workload and must comply with many regulatory
requirements. Thus, to ensure their support, project staff worked with them to design the
enrollment process to be as streamlined and operationally efficient as possible.

The State developed a manual to provide guidance to case managers and their supervisors and
asked them to contribute to the chapter on implementing the new program and enrollment
procedures. Once implementation was underway, the chapter was revised with input from case
managers to further streamline the process. Associated documents related to marketing, referral,
and enrollment were also collaboratively devel oped and made available electronically for easy
access by case managers.
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Track Enrollment to Identify and Address Challenges and Barriers

Many factors can affect enrollment and states need to understand these factors so they can tailor
outreach and educational materials to address them and better target the population to whom they
will market the new program. For example, the availability of other self-direction optionsin a
state is one of the most important factors that can influence interest in, support for, confusion
about, and opposition to a new program providing flexible individual budgets. Prior to receiving
their C& C Replication grants, al of the States had implemented at |east one self-direction
program while some had several, as shown in Exhibit 2.

For a self-direction program that offers aflexible individual budget to attract enrollees,
individuals need to perceive a problem with their current service delivery that the new program
will solve. If participants already have employer authority, the greater flexibility afforded by an
individual budget may not provide sufficient motivation to assume the responsibilities of
managing a budget.

For example, when Washington received its grant, the majority of waiver participants already
directly employed personal assistance workers and many were satisfied with this arrangement.
Additionally, many waiver participants were satisfied with the traditional case management
system and preferred to have case managers take the lead in arranging and providing for other
Services.

Another major factor influencing enrollment in an individual budget program isthe availability
of awide range of servicesin the traditional system. Vermont experienced extremely slow
enrollment not only because case managers did not support the program and participants were
suspicious about it, but also because waiver participants already had the option to hire their own
workers and had afairly rich service package. New waiver applicants, however, may be more
interested in the flexible budget option.

The influence of the availability of a comprehensive service package in the traditional service
delivery system is exemplified by lowa's experience: afew individuals enrolled in the new
program—Consumer Choices Option—primarily to obtain home and vehicle modifications
through their individual budgets while they continued to receive other services through the
traditional system. Once the modifications were completed, they disenrolled.

Minnesota s Medicaid State Plan and HCBS waiver programs, as well as the state-funded
Alternative Care program, also cover a comprehensive range of services. These programs serve
many people who are satisfied with the traditional system and have strong relationships with
their case managers, which they say they do not want to change. Consequently, they are not
motivated to even learn about the new program.
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Exhibit 2.  Self-direction Programs Prior to Receipt of C&C Grant

Alabama

Illinois

lowa

Kentucky

Michigan

Minnesota

New M exico

Pennsylvania

Rhode | sland

Vermont

Washington

West Virginia

Small state-funded program with employer authority.

A program that serves both Medicaid-eligible and non-€ligible persons offers
employer authority.

Family Caregiver Initiative provides direct payments upon verification of expenses
or alocates a specified dollar amount annually for respite and other services.

Six HCBS waivers have employer authority through an option called Consumer
Directed Attendant Care.

Two small state-funded programs together serve about 800 people. One offers
employer authority to individuals mentally capable of instructing and supervising
attendants and handling employer responsibilities; the other is a grant program that
provides budget authority to recipients to purchase and manage supports and
services.

MR/DD waiver offers participant-directed budgets.

Medicaid State Plan Personal Care program since 1981.

Small pilot program offers self-direction to people in recovery from serious mental
illness.?’

Mental Retardation and Related Conditions waiver offers both employer and
budget authority, though the option is not available statewide.”®

Medicaid State Plan, all five waiver programs, and a state-funded program offer
employer authority using an agency-with-choice model.

Medicaid State Plan Personal Care program offers employer authority.
State-funded program offers employer authority for individuals on the DD waiver
waiting list.

Eight HCBS waivers offer employer-authority, though not available statewide in all
waivers. Two of these waivers (serving individuals with MR) offer an agency-with-
choice model and budget authority (though not for goods and services).

State-funded program for people with physical disabilities offers employer
authority.

Two programs with employer authority—a state-funded program for persons with
developmental disabilities and a model waiver program for adults with physical
disabilities, which was capped at 125 participants (discontinued after the new self-
direction program was implemented).

The Medicaid State Plan program for children offers the employer authority and an
agency-directed option. The two programs for adults (both Medicaid State Plan and
a state-funded program) offer only a self-direction employer authority option.

Statewide §1115 waiver called Choices for Care offers employer authority.”

Medicaid State Plan Personal Care program offers employer authority.
Aged and Disabled waiver offers employer authority.®

A state-funded program with 26 participants offers employer authority.
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However, while many individuals may be satisfied with the employer authority and arich service
package, project staff noted that many have also clearly conveyed their desire to assume more
control of their services and to access awider and more flexible array of waiver services,
Minnesota s new program targeted the latter group. Although enrollment in the State’ s other self-
direction programs had initially been slow, nonetheless, Minnesota wanted to boost initial
enrollment in the new budget authority option and engaged in a multi-pronged approach to do so.

First, program staff worked closely with case managers and associated administrative systems to
increase understanding of the new program and its enrollment process. Project staff met regularly
with case management supervisors and staff to address specific participant issues, explore
potential referrals, and respond to questions about the new program. Program staff also routinely
touched base with case management supervisors in the field to inquire about concerns and obtain
input for improving the program’ s operations. Second, they sent postcards targeted to eligible
persons who might be interested in the new program. The postcard directed recipientsto call the
Senior LinkAge Line® or Disability Linkage Line™ for additional information. However, the
postcard mailing resulted in few new enrollees.

Third, Minnesota entered into a 9-month contract with three Centers for Independent Living
(CILs) to provide enrollment assistance services in the 29 counties they served. The CILS
activities included outreach, initial education about the program, and technical assistance to case
management agencies. The CILs employed various means to carry out these activities, including
direct mailings, telephone calls, and in-person visits to eligible persons. By the summer of 2007,
awareness of the new program among the target population, the counties, and the MCOs had
grown. Acceptance of the new program by MCOs is especially important because most older
adultsin the Elderly waiver are enrolled in amanaged care plan for both Medicaid health
services and home and community services.

In conjunction with the CILs contract, Minnesota staff planned and developed regional meetings
with local stakeholdersto address enrollment, to help facilitate communication about roles and
responsibilities, and to foster working relationships. Project staff also devel oped a wide range of
informational and educational materials for
participants, case managers, and providers; and a
web page with program information, tools,

Using dedicated enrollment staff for a
new self-direction program, particularly

resource materials, and participants’ personal in the first six months, will help ensure
stories, which are excellent education tools. They that potential participants are not
obtained input from stakeholders when influenced by negative views about
devel oping these materials to ensure that they their ability to handle responsibilities in

would be understood by the target audience. With thed_”_e"" F}rogram held by some
the exception of the postcard mailing, these traditional case managers.
strategies helped to boost enrollment.

Another factor that can slow enrollment is a complex and time consuming enrollment process.
Kentucky’sinitial enrollment process had over 40 separate steps and some of the entities
involved caused delays by not processing paperwork in atimely manner, sometimes taking a
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month to review individual budgets. As aresult, enrollment was taking 8 to 10 weeks and several
AAAs had waiting lists. The long delays led some potential participantsto remain in the
traditional service system. An interdepartmental team worked to reduce the number of required
enrollment steps and forms and it now takes only 8 to 10 days to compl ete the enrollment
process. The State also capped the number of clients that a support broker could serve at any one
time at 40 and some AAAS hired more support brokers.

Vermont also took specific steps to address slow enrollment, including consolidating the
enrollment and support broker functions, thereby allowing individuals who expressed interest in
the program to obtain information from an expert who supported the program. This approach
also limited the number of people individuals had to deal with, improving continuity and making
the process more efficient.
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Outcomes

The major outcomes for the C& C Replication Project are the number of programs implemented
and the number of individuals enrolled. With the exception of Minnesota, which amended its
waiver prior to receiving the C& C grant, eight States did not begin enrollment until late in the
second or the third year of their grant, due primarily to delays in developing waiver applications
and obtaining CM S approval. Because of the delays, the grants were extended for a fourth year.
Pennsylvaniaisthe only State that had not implemented its program by the end of the fourth year
of the grant. The State is planning to implement its program in February 20009.

The Replication States had to set specific enrollment targets for their grant and most committed
to enrolling the lesser of 10 percent of the eligible pool or 400 participants by the third year of
the grant. Two States—A labama and I1linois—planned to pilot the program on alimited basis
before expanding statewide and had lower enrollment targets.

Initially, the combined enrollment target for all of the States by the third year of their grants was
over 10,000 participants. Delays in program implementation led the two States with the highest
enrollment goals—Minnesota and |lowa—to set more realistic targets, and the other States
extended the time frame for achieving their targets. Pennsylvania dropped its original enrollment
target but has not yet set a new one.

The revised combined enrollment target for the 11 States that implemented their programs was
4,786 participants by the end of the grant period—September 30, 2008. Exhibit 3 presents the
enrollment figures as of December 31, 2008.

Excluding the pilot programs with low enrollment targets—Alabama and I1linois—two of the
States with the lowest enrollment figures—Washington and West Virginia—did not begin
enrolling participants until the third year of their grants. Asaresult of the delays, as of December
31, 2009, 6 of the 11 States had not met their enrollment targets but most will soon meet their
targetsif current enrollment patterns hold.® Three States have exceeded their targets—New
Mexico and Kentucky by a significant margin.

Four factors delayed program implementation.

1. Federal Medicaid Policy Changes Throughout the Grant Period. While these changes
firmly established self-direction—and the budget authority in particular—as a mainstream
option in the Medicaid program, they required additional work and caused unanticipated
delays for most of the Replication States, particularly for Alabama and Pennsylvania.

2. Bureaucratic Resistance. Some States had to contend with more resistance within their own
bureaucracies to the paradigm shift from traditional to participant-directed services and had
more inter-agency conflict than did others.
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Exhibit 3. Enrollmentin 11 States as of December 31, 2008

Date Enrollment Number of Months Enrollment Participants
State Began Since Implementation Target Enrolled
Alabama® October 2007 13 months 195 31
[llinois® October 2007 13 months 200 185"
lowa December 2006 27 months 400 984
Kentucky September 2006 30 months 500 1,442
Michigan December 2006 30 months 600 659
Minnesota November 2004 48 months 743 673
New Mexico December 2006 27 months 400 1,649
Rhode Island March 2006 33 months 450 336
Vermont July 2006 29 months 250 83
Washington May 2007 19 months 400 230
West Virginia May 2007 19 months 648 333
TOTAL 4,786 6,620

2 Pilot program. ® Enrollment was capped at 200 and 15 disenrolled.

3. Problemswith other Self-Direction Programs. Pennsylvania s self-direction programs had
been operating for years prior to the establishment of CM S requirements for financial
management services and the receipt of the C& C grant. As aresult, many of the FM S entities
operated under inconsistent policy and questionable federal compliance. In order to
implement the new program, Pennsylvania had to first establish certification standards for all
FMS entities—not just those providing services under the new self-direction option—which
delayed implementation.

4. Administrative Disruptions and Budget Shortfalls. Many States experienced disruptions that
were not directly related to the new program, but which affected it nonetheless. For example,
elections leading to a change in party affiliation and priorities of key leaders; a complete
reorganization of the state administrative structure and transfers of responsibility for the
program from one to another office; cutbacks and turnover in state personnel; and budget
crises that affected the attitudes of budget personnel to the program, so that higher level
support evaporated or became unreliable.

These internal conditions appeared to have presented the most challenges for the Replication
States. They made it difficult to give the new program the priority and resources it needed or
complicated its devel opment because too many other changes were occurring

simultaneously.®

Once the new programs were implemented, several factors slowed enrollment. First, many States
purposely limited initial enrollment in order to “get the kinks out of the program.” Several noted
that doing so provided invaluable information that was used to “fine tune” the program before it
was expanded. The approaches States used to limit initial enrollment are listed in Exhibit 4.
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Exhibit 4. Approaches to Limit Initial Enrollment

Enrollment limited to small geographic area IL, WA, AL, PA, MI (initially)
Planned phase-in 1A, Ml

Enrollment limited to evaluate program prior to expansion IL

Initial enrollment limited due to insufficient staff RI, NM

Enrollment initially limited to current waiver participants WA, VT

Several other factors owed enrollment.

1.

Availability of Other Self-Direction Options. Many of the States had long-standing self-
direction programs in which many participants already had the authority to hire and direct
their own workers. In these States, the C& C grant served only to develop and implement a
new budget authority to allow participants to have aflexible individual budget with which to
purchase goods and services. The new option proved confusing for many participants, case
managers, and state staff, and many did not understand the value the budget authority
offered.

Case Manager Resistance. Resistance from case managers has been greater and more
difficult to overcome in some States than others, and some States had more successin
designing effective strategies for dealing with it than did others. Some case managers—as
well as state staff and service providers—continue to believe that many individuals with
disabilities, particularly elderly persons, are unable to exercise control over their services.®
In general, most States attempted to counter resistance with training, but although necessary,
it can also be costly in terms of money, time, and personnel. |

Skepticism about the State’s Motivesin Introducing a New Program. In Vermont, potential
participantsin Vermont already had employer authority and comprehensive waiver services
and were skeptical about the new program and the State’ sintentions in offering it. Because
the program initially discounted the budget, some thought the State was using the new
program to reduce services.**

A Complex and Lengthy Enrollment Process. Kentucky and Washington experienced
initially slow enrollment until they resolved problems with their enrollment process.

The magjor factor that facilitated enrollment was under-service in the traditional system. States
that had a serious under-service problem—such as Kentucky and New Mexico—found it easier
to enroll participants, as did States that had minimal self-direction options available prior to
receipt of the C& C Replication grant.

Some States faced unique or unusual challenges with respect to program implementation, which
slowed enrollment. In other cases, States' unique challenges appear to have affected how well or
smoothly the program was implemented but did not, seemingly, discourage enrollment.
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For example, Minnesota implemented its new program shortly before the State incorporated
HCBS waliver services into managed care plans and required all Medicaid-eligible individuals to
enroll in these plans. During the same period, the federal government required all dualy-eligible
(Medicare/Medicaid) individuals to choose a Part D prescription drug plan. The result was
decision overload for potential participants and heightened resistance to recommending
enrollment from care managers—many of whom were also making the transition to managed
care and were overburdened with this transition and having to enroll dual eligiblesin Medicare
Part D.)

On the other hand, although Kentucky experienced unusually great political and bureaucratic
turmoil, it does not appear to have negatively affected enrollment. However, the resulting delays
caused implementation to be rushed in order to meet the grant’ s deadlines and some support
brokers had to begin serving participants before they had received adequate training.

Discussion

With regard to slow enrollment, two points are key. First, before undertaking the extensive work
needed to design and implement a budget authority program, states need to first gauge the
underlying interest in the budget model among eligible individuals and try to predict take-up
rates. Take-up rates will be affected by how appealing the new program isto potential
beneficiaries and specific fears they may have.

Vermont’s experience illustrates this point. While the State was designing its new budget
authority option—called Flexible Choices—for adultsin awaiver program, it also began
developing a budget authority option for the Children’s Personal Care Services offered under
the Medicaid State Plan program. The latter program began enrollment on June 1, 2008, and in
just 5 months, the number enrolled exceeded the number enrolled in Flexible Choices over a 2-
year period. The differences in enrollment reflected the budget model’ s greater appeal to parents
of children with disabilities than to adults with disabilities.

Based on the CCDE and the Replication States' experience—and that of the CM S-funded
Systems Change Independence Plus Grantees—States should anticipate that take-up will be
guickest and highest when individuals have experienced alot of difficulty obtaining traditional
services and are very dissatisfied with the types of services traditionally available or with
provider quality. In States with this history, program staff need to ensure that sufficient staff are
prepared to process enrollment without delays by having the counselors and the FM S provider(s)
ready to “hit the ground running” because they will not have the luxury of a slow learning curve.

If astate already has programs that allow participants to hire their own workers, experience
suggests that the state may need to pay particular attention to developing aformal
communication plan about the new option or program that explains and emphasizes the “value
added.” For example, will there be more flexibility to hire relatives under the new option? More
flexibility to pay workers higher wages? What goods and services will beneficiaries be able to
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purchase that will reduce dependency on aides or make aides more productive? Are these goods
and services not available in the current program?

The second point is that states need to have realistic enrollment expectations, recognizing that
growth takes time and it may take several years for anew model to take hold. Self-direction—
and the budget authority in particular—is not for everyone but is an option that everyone should
be able to choose. While sufficient enrollment is needed to sustain a program’ s infrastructure, the
actual number enrolled or the percentage of eligible participants selecting self-direction is not as
important as the positive difference it makesin the lives of those who choose it.

While the Replication States varied considerably in how their long-term care systems are
financed, designed, and operated, they faced common challenges and reported similar lessons
learned throughout the C& C grant experience. Nearly all of their lessons |earned are consistent
with those of the three original CCDE States—as well as those of the States that received CMS-
funded Systems Change Independence Plus grants to implement budget authority programs.®

While some States implementing self-direction programs with the budget authority faced
idiosyncratic challenges—such as Minnesota and Vermont—most of the challenges States have
faced are so nearly universal that states planning to implement similar programs should be
prepared to address them from the earliest stages of the planning process.

Although it is helpful to hold focus groups and conduct preference surveys, the resources to do
so are not always available. But reading focus group and survey reports from other states can
provide insight into the kinds of fears, misconceptions, distrust, and other resistance program
administrators are likely to encounter from persons eligible to participate in the program, from
traditional providers and case managers, and from within state government agencies.

The Replication States benefited from a considerable amount of technical assistance from the
C& C NPO. For example, the NPO assisted two States—New Mexico and Illinois—to obtain
affordable workers' compensation insurance for their self-direction programs, and sponsored
training sessions for fiscal employer agents. A great deal of thisinformation is available at the
Cash & Counseling website—http://www.cashandcounseling.org.

This website contains a wealth of information and resources from the 15 states that received
C& C grants, including communication plans, outreach and education materials, and various
forms. It also has resources specifically developed to help States address common challenges.
For example, atool kit for working with providers and addressing resistance, along with
numerous other tools and materials that will enable states to design their program materials
without “reinventing wheels” and spending resources unnecessarily. The toolkit is available at
http://www.cashandcounseling.org/resources/20080415-145147/index_html.
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Increasing Self-Direction Options

Funding for the C& C National Program Office ended with the completion of the C&C
Replication Project. To enable other States to receive the technical assistance provided to the
C& C Grantees to help them plan, design, implement, and eval uate self-direction programs—
including help with specific issues such as obtaining workers' compensation coverage—a new
National Resource Center for Participant-Directed Services (hereafter the Center) has been
established.

The Center is funded by The Robert Wood Johnson Foundation (RWJF), Atlantic Philanthropies,
the Administration on Aging, and the Office of the Assistant Secretary for Planning and
Evaluation, USDHHS. Resources available at the C& C website will remain available and will
also be accessible from the new Center’ s website at www.nrcpds.org. The Consumer Direction
Module, a secure web-based software application specifically designed to support self-direction
programs that allow individual budgets will also be available through the new Center.*®

The RWJF has also funded the development of a detailed guide for developing self-direction
programs—Devel oping and Implementing Self-Direction Programs and Policies: A Handbook—
that is available on the C& C website at http://www.cashandcounseling.org/resources/handbook.

In sum, the experience of the Replication States demonstrates that it can take along time for a
state’ s long-term care system to make a paradigm shift to a system that allows participants to
have maximum control over the services they receive. Because state staff have little to no control
over many factorsthat can significantly delay a new program, states that want to offer an entirely
new self-direction program or a new option in an existing program should allocate at least 2
years for planning and devel opment.

Despite the considerable time, effort, and resources needed to implement a new budget authority
program, program staff in the Replication States believe it is well worth doing because the ability
to direct services and supports makes a positive difference in the lives of many individuals with
disabilities and their families.
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Endnotes

10

11

12

Cognitive impairment may be due to awide range of conditions, including devel opmental
disabilities, brain injury, dementia, or serious mental illness.

These grant programs were carried out by or under the aegis of a National Program Office,
located originally at the University of Maryland, College Park Center on Aging and,
subsequently, at the Boston College School of Social Work, directed by Kevin Mahoney,
Ph.D.

Research findings from one of the demonstration states—A rkansas—became available in
2002.

Two Grantees competed for and won supplemental funding for additional activities:
Minnesota to offer the C& C model to elderly persons receiving services funded by the Older
Americans Act (OAA) and New Mexico to conduct additional outreach and education to
ethnic minority groups—Native Americans and the Spani sh-speaking popul ation—to ensure
their participation in the new program.

Illinois and Pennsylvania had their grants extended through December 31, 2008.

Early in the replication phase, it became evident that some of the States did not understand
which features were considered the essential elements of the C& C model that they were
required—as a condition of their grants—to implement. For example, two states submitted
HCBS waiver requests to CM S that included only employer authority. To clarify the required
design features, the C& C NPO developed and disseminated the C& C Vision Statement,
which isavailable at: http://www.cashandcounseling.org/resources/20060807-100150.

WYV and KY first amended their 81915(c) waiversto allow hiring of participant-directed
workers and then later amended their waivers to add goods and services.

Both §1915(c) waivers and the State Plan Personal Care option have aways allowed states to
offer the employer authority (i.e., letting participants hire, supervise, and dismiss their own
workers). Sections 1915(c) and 1115 are sections of the Social Security Act.

As aresult, Pennsylvania abandoned itsinitial plan to amend six waiver programsto add a
new budget authority option. It now plans to implement the C& C model in two waiversin
five counties in February 2009.

See Chapter 2 in Developing and Implementing Self-Direction Programs and Policies: A
Handbook. The Handbook is available at:
http://www.cashandcounseling.org/resources/handbook.

The 81915(j) authority is required regardless of whether the entire cash benefit will be
provided directly to the participant or to an FMS entity, and even if only a small cash advance
or cash reimbursement is given to participants.

Although the 81915(j) State Plan amendment does not need to be renewed, the State Plan
amendment must itself be amended if the state makes major changes to the program. The
notice of final rule was published in the October 3, 2008, issue of the Federal Register and it
will be effective November 3, 2008.
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The office was formed to assist with rebalancing Pennsylvania s long-term living system and
in providing opportunities for persons of all ages with disabilities to live independently.

Randall, J. and Bekteshi, V. Enacting Support Brokerage in the 12 Cash & Counseling
Expansion States. Paper available from the C& C National Program Office.

Focus groups were conducted in Alabama, lowa, Michigan, Vermont, and West Virginia.

See Participant Goal Setting in Cash & Counseling, atool created by Scripps Gerontology
Center to help participants in self-direction programsto set personal goals. Available at:
http://www.cashandcounseling.org/resources/20080303-130304/index_html.

Inclusion of family members and other informal supportsis not required, but is at the
participants’ request. However, participants who do not know that they can involve others are
less likely to request their inclusion in the PCP process. Clearly, it is considered desirable
when a participant lives with other family members and has informal caregiver support; and it
isessential for participants who have cognitive impairments, as they typically require
representatives to participate in a self-direction program.

Training and guidelines were available for providersin the mental health-MR/DD system.

A few agencies continued to conduct assessments, predominantly for participants receiving
medi cally-oriented agency services in addition to services covered under their individual
budgets.

Lombe, Margaret. (November 2008). Breaking barriers to asset building among people with
disabilities: A collaboration of home and community-based intervention and a credit union.
Journal of Social Work in Disability and Rehabilitation. 7(4).

The Consumer Direction Module (CDM) is a secure web-based software application
specifically designed to support self-direction programs that allow individual budgets. The
CDM can also be linked to states MMIS and assessment databases, if a state electsto do so.
Additional information about the CDM can be obtained at:
http://www.cashandcounseling.org/search?TextIndex=CDM.

However, follow-up quality assurance interviews with individuals who enrolled have found
that in some cases, participants are receiving more services in the new option than they did in
the traditional system because they are able to hire their own workers.

Information about developing communication plansis available at:
http://www.cashandcounseling.org/resources/20060519-134758/.

Available on the Mi Via website at: http://www.mivianm.org.

A tool for addressing provider resistance is available at:
http://www.cashandcounseling.org/resources/20080415-145147/index_html.

Mental Retardation, 1l and Handicapped, Physical Disability, Elderly, Brain Injury, and
AIDSHIV.

Michigan uses the term self-determination rather than self-direction but to prevent confusion,
this report uses the term self-direction throughout.

Infall 2007, the Minnesota MR/RC waiver was renamed the DD waiver.
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About 650 participants (or their surrogates) in Vermont currently hire, supervise, and dismiss
workers. The State also has a program called Devel opmental Services, which covers
individuals with developmental disabilities who live in atype of fostering arrangement in the
home of a paid Home Provider. The Home Provider can hire additional support staff, respite
staff, or both, the cost of which is paid from the consumer’s overall budget. Prior to receipt of
the grant, a small number of individuals and their families had been “ self/family managing”
and as C& C grant activities were getting underway, Developmental Services awarded a grant
to an organization to provide these individuals with support brokerage services.

Waiver and State Plan participants in Washington State may receive personal care services
from alicensed home care agency or independently employ and supervise workers. The
majority of waiver participants receiving in-home services directly employ personal
assistance workers.

In terms of enrollment numbers, the Replication States may appear, in the aggregate, less
successful than the CCDE States—Arkansas, Florida, and New Jersey. However, the CCDE
States had to meet specific enrollment requirements for the controlled experimental design
evaluation and were chosen specifically because they—in contrast to most other states—had
large pools of eligible Medicaid beneficiaries.

To recruit sufficient enrollees, two of the three States implemented their programs statewide
and the other, while not implementing statewide, covered alarge population in a broad
geographic area. The CCDE States were also chosen because they offered very limited, if any,
other opportunities for self- direction that might provide eligible and interested individuals
with an attractive, competing alternative to enrolling in the new program.

Environmental turmoil within the State can be especially difficult for state program
administrators to deal with because only those further up the chain of command may be
equipped to take the necessary stepsto decrease it or protect the program from it. Sometimes,
the C& C NPO provided assistance to severa States because it was easier for the NPO director
to gain access to high ranking state officials and make them aware of threats to the success of
the grant project than it was for state officials several bureaucratic levels below to do so.

Case manager resistance was more prevalent in the Replication States than it wasin the
origina CCDE; only Florida had this problem because it was the only CCDE State to use
HCBS waivers as the “feeder” programs. Arkansas and New Jersey used their Medicaid State
Plan Personal Care Services (PCS) programs, which did not have traditional case managers.
Opposition from traditional PCS providers was defused by developing an alternative
“referral” system and using newly recruited counselors who were not wedded to the
traditional system at all.

In Vermont, a climate of serious distrust of state officials and their motives among potential
participants—not related to the new program but based on previous experience—caused them
to be suspicious of the new program and was a major disincentive to enrollment. This
resistance may have been related to suspicion about the State' s goals in reforming the entire
long-term care system under a 81115 research and demonstration waiver.

Phillips, B. et a. (2003). Lessons from the Implementation of Cash and Counseling in
Arkansas, Florida and New Jersey. Washington, DC: Department of Health and Human
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Services, Assistant Secretary for Planning and Evaluation. Available at:
http://aspe.hhs.gov/daltcp/reports/cclesson.htm; Phillips, B. et al. (2007). Implementation
Lessons on Basic Features of Cash & Counseling Programs. Boston, MA: Cash and
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