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Executive Summary  

Background 

In fiscal year (FY) 2001, Congress began funding the Real Choice Systems Change Grants 

for Community Living program (hereafter Systems Change grants) to help states make 

enduring improvements in their long-term care (LTC) system infrastructure. The grants’ 

purpose, as stated in the invitation to apply, was “to enable children and adults of any age 

who have a disability or long-term illness to (1) live in the most integrated community 

setting appropriate to their individual support requirements and preferences; (2) exercise 

meaningful choices about their living environment, the providers of services they receive, 

the types of supports they use, and the manner in which services are provided; and 

(3) obtain quality services in a manner as consistent as possible with their community-living 

preferences and priorities.” 

The Centers for Medicare & Medicaid Services (CMS) awarded the second round of 3-year 

grants September 30, 2002. Three types of grants were awarded: Community-Integrated 

Personal Assistance Services and Supports (CPASS), Real Choice, and Nursing Facility 

Transition. Virtually all of the FY 2002 Grantees received 1-year or longer no-cost 

extensions to complete their grants, and they submitted their final reports 90 days after the 

grants ended, most by December 31, 2006.  

RTI is preparing a series of final reports to document the outcomes of the Systems Change 

grants. This report documents the outcomes of the FY 2002 CPASS and Real Choice 

Grantees.  

Methods  

The principal sources of data for this report were Grantees’ semi-annual, annual, and final 

reports; topic papers prepared by RTI on the workforce, consumer direction, and nursing 

facility transition initiatives of the FY 2002 Grantees; Grantee-prepared project reports; and 

materials developed under the grants. RTI used these reports and materials to prepare final 

report summaries for each grant, which were then reviewed by key grant staff. The RTI 

Project Director conducted in-depth interviews to obtain additional information and to clarify 

information with each Grantee. The final summary was sent to grant staff for their final 

review and approval.  

Enduring Systems Improvements and Lessons Learned  

Grantees reported major accomplishments resulting from numerous initiatives to address 

key long-term care issues. In most cases, these accomplishments are essential preliminary 

steps in the process to improve LTC systems. In addition to their many accomplishments, 
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virtually all Grantees also reported a wide range of enduring improvements that directly or 

indirectly helped to create a better and/or more balanced LTC delivery system. In some 

states, grant activities have acted as a catalyst for additional systems change activities 

since the grants ended. 

Grantees made enduring systems improvements in five major areas—many states in more 

than one area:  

1. New options to increase knowledge about and access to existing services 

2. New services and the expansion of existing services  

3. Improvements in existing personal assistance services 

4. New processes, policies, and systems to enable and support home and community 
services 

5. New processes, policies, and systems to increase access to affordable and accessible 
housing and transportation  

Grantees also reported numerous lessons learned that can guide other states as they 

continue their systems change efforts. Virtually all Grantees agreed that prior to introducing 

new policies and programs, it is essential to obtain stakeholder buy-in and commitment. 

Stakeholders include individuals or entities that will have authority over or be affected by 

planned changes: most importantly consumers, their families and advocates, community 

and institutional service providers, Medicaid and other state agency staff, policy makers, 

and housing authorities.  

One of the most important lessons many Grantees learned was that efforts to bring about 

systems change through grant projects need to be realistic about what they can accomplish. 

Because bringing about enduring systems improvements is a time-intensive process, several 

Grantees noted that states should focus grants on a limited number of clearly defined goals 

rather than try to address multiple, complex issues. 

Recommendations  

Several Grantees noted that because systems change requires significant state agency 

involvement, state agency staff should be assigned full time to grant implementation. 

Additionally, large state agencies with multiple grants should coordinate activities across 

grants in order to prevent duplication of effort and to ensure that grant activities in one area 

are compatible with and complement those in other areas. By using grants synergistically, 

states can leverage limited resources to improve their long-term care systems.  
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Although Grantees made many recommendations for changes in state policy that were state 

specific, many apply generally to all states, including (1) establish a Money Follows the 

Person policy to facilitate nursing facility transitions; (2) adequately fund waiver programs 

and ensure that both state plan and waiver programs offer a range of consumer-directed 

services options—including an individual budget option—and a broad array of community 

supports; (3) ensure that individuals with long-term care needs do not “fall through the 

cracks” between waiver programs targeted to individuals with specific disabilities; and 

(4) develop a single access point for services. 

Grantees also recommended changes in federal policy to support community living, 

including (1) increasing federal funding for affordable housing and public transportation 

systems; (2) increasing the proportion of housing allocated for people with disabilities in all 

U.S. Department of Housing and Urban Development (HUD) programs; (3) coordinating the 

activities of federal agencies such as HUD and CMS and the Veterans Administration so they 

can better meet the needs of persons with disabilities; and (4) changing Medicaid’s 

institutional bias that requires coverage of institutional services but permits home and 

community services to be optional.  

Conclusion  

This report focuses on the achievements of the FY 2002 CPASS and Real Choice Grantees. 

Bringing about enduring change in any state’s LTC system is a difficult and complex 

undertaking that requires the involvement of many public and private entities. As Congress 

and CMS intended, most states used the grants as catalysts for new initiatives or to expand 

existing initiatives; many used them to leverage funding for existing state efforts to develop 

and improve home and community services.  

Like the FY 2001 Grantees, many of the FY 2002 Grantees had overly ambitious goals—both 

in number and scope. Nonetheless, as CMS intended, the grants provided states with the 

opportunity to try new approaches to improve their LTC systems and to learn from both 

successes and failures. Many states were subsequently awarded additional Systems Change 

grants that they used to expand projects begun with the initial grants as well as to 

implement new initiatives. Several states leveraged funding from multiple grants and 

coordinated their initiatives to bring about major systems improvements. 

Despite their many accomplishments and enduring improvements, most Grantees described 

continuing barriers to community living for people of all ages with disabilities. These barriers 

include insufficient funding for home and community services; lack of affordable and 

accessible housing and transportation; and outdated or inflexible administrative, statutory, 

and regulatory provisions.  
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This report provides an overview of 33 states’ initiatives to improve their LTC systems and 

the enduring improvements they achieved. It includes lessons learned and 

recommendations that can guide states that are undertaking similar initiatives. As the 

population ages, increasing the demands on the LTC system, these Grantees’ efforts will 

prove invaluable, helping states to provide a greater choice of high-quality consumer-

directed home and community services. These services will enable people of all ages with 

disabilities or chronic illnesses to live in the most integrated setting consistent with their 

needs and preferences. 
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Part I.  

 
Overview of Enduring Changes, Remaining 

Challenges, Lessons Learned and 
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1. Introduction 

In fiscal year (FY) 2001, Congress began funding the Real Choice Systems Change Grants 

for Community Living program (hereafter Systems Change grants) to help states make 

enduring changes in their long-term care (LTC) system infrastructure. The grants’ purpose, 

as stated in the invitation to apply, was “to enable children and adults of any age who have 

a disability or long-term illness to (1) live in the most integrated community setting 

appropriate to their individual support requirements and preferences; (2) exercise 

meaningful choices about their living environment, the providers of services they receive, 

the types of supports they use, and the manner in which services are provided; and 

(3) obtain quality services in a manner as consistent as possible with their community-living 

preferences and priorities.”1  

Since 2001, the Centers for Medicare & Medicaid Services (CMS) has awarded about $285 

million in Systems Change grants to 50 states, the District of Columbia, Guam, the Northern 

Mariana Islands, and 11 Independent Living Centers (ILCs). In all, 332 grants—not including 

technical assistance grants—have been awarded during seven funding cycles, FY 2001 

through FY 2007.  

Bringing about enduring change in any state’s LTC system is a difficult and complex 

undertaking that requires the involvement of many public and private entities. Recognizing 

this, Congress and CMS intended the grants to be catalysts for new initiatives or additional 

funding for existing initiatives, which would lead to incremental change. Many of the grants 

were used to leverage funding for existing state efforts or to revitalize initiatives that had 

lagged or been dropped for lack of funding. Some initiatives were targeted statewide, and 

others focused on a specific geographic area or population group. Some states linked the 

activities of two or more Systems Change grants or activities funded by other sources, 

including other grants and state funds.  

FY 2002 Grants  

The second round of Systems Change grants was awarded for a 3-year period on 

September 30, 2002. For most Grantees, implementation was delayed by difficulties in 

hiring staff. Thus, although the original completion date for these Grantees was September 

30, 2005, most received 12-month or longer no-cost extensions and did not conclude their 

activities until September 30, 2006. The Grantees were required to file their final reports by 

December 31, 2006; those with longer no-cost extensions completed their final reports in 

spring 2007. 

Three types of grants were awarded: Community-Integrated Personal Assistance Services 

and Supports (CPASS), Real Choice, and Nursing Facility Transition (NFT). The final report 
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for the FY 2002 NFT Grantees is available online. (See Appendix for the specific web address 

and link.)  

Community-Integrated Personal Assistance Services and Supports 

Because personal assistance is the most commonly used long-term care service, a major 

goal of the Systems Change grants is to increase access to and the availability of personal 

assistance services and supports. Other major goals include increased consumer control 

over these services and improved quality. In FY 2002, CMS funded eight CPASS grants, as 

listed in Exhibit 1.  

Exhibit 1. FY 2002 CPASS Grantees  

Colorado 

District of Columbia 

Hawaii 

Indiana 

Kansas 

North Carolina 

Tennessee  

West Virginia 

Real Choice 

The Real Choice grant solicitation allowed states “exceptional flexibility” in selecting the 

initiatives they believed would yield the most significant improvement in their community-

integrated service system. The only constraint was that Real Choice Grantees had to focus 

on activities in one of four general areas: (1) access to services, (2) service availability, 

(3) service quality, and (4) service value. As a result, most Real Choice Grantees had 

initiatives in several areas; a few focused on a single area.  

In FY 2002, CMS funded 25 Real Choice grants, as listed in Exhibit 2. 

Exhibit 2. FY 2002 Real Choice Grantees 

Alaska 

California 

Colorado 

Commonwealth of Northern 
Mariana Islands (CNMI) 

Connecticut 

District of Columbia 

Georgia 

Indiana 

Kansas 

Louisiana 

Mississippi 

Montana 

Nevada 

New Mexico 

New York 

North Dakota 

Ohio 

Oklahoma 

Pennsylvania 

Rhode Island 

Texas 

Utah 

Washington 

West Virginia 

Wisconsin 
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Grant Reporting  

CMS contracted with RTI International to compile several reports about the FYs 2001, 2002, 

2003, and 2004 Grantees, including annual reports to detail the progress of the grants at a 

specific point, papers on a single system change focus area, and final reports at the end of 

the grant period.2 This report on the FY 2002 CPASS and Real Choice grants is the fourth in 

a series of final reports documenting the outcomes of the Systems Change grants. (See 

Appendix for a list of these reports and the web addresses and links for obtaining them.)  

Organization of This Report  

Section 2 presents the data sources and analytic approach used to prepare this report. 

Section 3 provides an overview of enduring systems improvements brought about directly 

or indirectly through grant activities. Section 4 discusses continuing challenges to systems 

improvements. Section 5 provides an overview of lessons Grantees learned in implementing 

their initiatives and their recommendations for improving the LTC systems that serve 

persons of all ages with all types of disabilities. It also provides Grantees’ recommendations 

for changing state and federal policy to enable and support additional systems 

improvements. Section 6 presents our conclusions. 

Part II of this report contains final report summaries for each of the FY 2002 CPASS and 

Real Choice Grantees. These summaries include detailed information about each Grantee’s 

accomplishments, which is not included in Part I.  
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2. Methods 

Data Sources  

The principal sources of data for this report were (1) the final reports that the 8 FY 2002 

CPASS Grantees and the 25 FY 2002 Real Choice Grantees submitted to CMS; (2) the 

Grantees’ semi-annual and annual reports submitted during the grant period; (3) topic 

papers on workforce initiatives, consumer direction, and nursing facility transition initiatives 

prepared by RTI in 2004 and 2005;3 (4) Grantee-prepared project reports; and 

(5) publications and materials developed under the grants, which were sent to CMS and RTI 

with the Grantees’ final reports. 

Analytic Approach 

RTI staff reviewed Grantees’ final reports along with the materials cited above and prepared 

a draft summary for each grant, compiling the information and grouping it into eight 

categories: primary purpose and major goals, role of key partners, major accomplishments 

and outcomes, enduring systems changes, key challenges, continuing challenges, lessons 

learned and recommendations, and key products. Once the draft summaries were 

completed, the following process was used to finalize their content. 

 RTI sent the summaries to the grant project directors for their review along with 
requests for additional information and clarifications.4  

 The RTI project director conducted an in-depth interview with each grant project 
director—and sometimes other key grant staff—to clarify the content of the summary 
and obtain additional information as needed.  

 The RTI project director revised the summaries based on these interviews and sent them 
to the grant project directors for a final review and approval.  

Once approved, we used the summaries as the primary data for this report. The final 

summary for each grant is in Part II of this report.  

Limitations of Approach 

The information in this report is subject to the limitations of the data and the analytic 

approach used. Specifically, the content of this report depends on both the accuracy and 

thoroughness of each Grantee’s final report and other grant materials they submitted to 

CMS, and on the information provided during the interviews. RTI exercised discretion in 

selecting the information from each Grantee’s final report summary to highlight in Part I of 

the report.  
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3. Overview of Enduring Systems Improvements 

Grantees reported major accomplishments and enduring systems improvements resulting 

from numerous initiatives to address key long-term care (LTC) issues. Both are reported in 

each grant’s final report summary in Part II. In most cases, Grantees’ accomplishments are 

crucial preliminary steps in the process of bringing about enduring systems improvements. 

For example, implementing a pilot program to inform the development of a new consumer-

direction waiver option is an accomplishment, whereas developing a regulatory 

infrastructure for a new consumer-direction waiver program is an enduring systems 

improvement.  

This section of the report provides an overview only of Grantees’ enduring systems 

improvements. In addition to their numerous accomplishments, virtually all Grantees 

reported a wide range of enduring improvements that directly or indirectly helped to create 

an improved and/or more balanced LTC delivery system. We have grouped these systems 

improvements into five major areas: 

1. New options to increase knowledge about and access to existing services 

2. New services and the expansion of existing services  

3. Improvements in existing personal assistance services 

4. New processes, policies, and systems to enable and support home and community 
services 

5. New processes, policies, and systems to increase access to affordable and accessible 
housing and transportation  

The remainder of this section describes the enduring improvements that Grantees reported 

in each of these areas. Many Grantees brought about systems improvements in more than 

one area.  

Increasing Knowledge of and Access to Existing Services 

A frequently cited barrier to the timely receipt of long-term care services in the most 

integrated setting is a lack of knowledge about service options, particularly public- and 

privately funded home and community services. Such knowledge is essential to make 

informed choices about the services that will best meet individuals’ needs and prevent 

avoidable institutionalization. Two factors contribute to this lack of knowledge: (1) the 

complexity of states’ LTC systems, and (2) the understandable tendency of individuals to 

not seek information about options until a crisis occurs. Obtaining information about service 

options during a crisis can be particularly difficult for persons with complex needs who may 

require services from multiple programs, each with its own eligibility criteria.  
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Increasing knowledge of and access to existing services was a major goal of the Systems 

Change grants. As shown in Exhibit 3, 17 Grantees improved their LTC systems, making it 

easier for consumers to learn about the full range of service options and assisting them in 

obtaining the services they choose. The specific types of improvements are discussed below. 

Information, Referral, and Assistance Services 

Improved or Expanded Services. Most, if not all, states have some form of information, 

referral, and assistance (IR&A) service. However, the service may not operate statewide or 

may be limited in scope, for example, providing information for elderly persons but not for 

younger persons with disabilities. Real Choice Grantees in three states improved or 

expanded their IR&A service. North Dakota expanded the State’s 211 toll-free phone service 

that provides statewide information and referral and crisis intervention to meet the specific 

needs of persons with disabilities and also expanded its telecommunications capability for 

persons with hearing impairments.  

Utah’s 211 Council purchased a new phone answering system with grant funds to increase 

the efficiency of the statewide 211 Information and Referral line. Expanding the capacity of 

the 211 service to provide information about long-term care was more efficient than 

developing a separate toll-free number for this purpose. The state Department of Human 

Services is supporting the 211 service through continued regular collaboration and 

connections with service agencies and by providing in-service training to the 211 

Information and Referral Specialists. 

New York used its grant to support five local urban and rural Information, Assistance and 

Advocacy (IA&A) demonstration projects, two of which expanded or enhanced existing 

services. One project expanded a 24-hour information and assistance telephone service for 

elderly persons to also serve younger persons with long-term care needs; it also produced a 

handbook for service providers wanting to develop or enhance their own IA&A processes or 

to replicate the enhanced system. Another project enhanced Fulton County’s Central 

Assessment and Placement Program, a point of entry into its LTC system. The County 

developed a manual, to be shared statewide, that documents the steps needed to develop a 

collaborative interagency LTC system and provides a blueprint for developing a single point 

of entry system.  

New Services. One CPASS Grantee and 10 Real Choice Grantees developed new 

information, referral, and assistance services, several by creating websites. Ohio developed 

a website to provide information about aging and disability-related community services, 

which is now the official Aging and Disability Resource Center (ADRC) website. The site has 

information on more than 1,400 provider organizations; a Housing Locator that provides  
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Exhibit 3. Improvements to Increase Knowledge of and Access to Existing Services  

 CPASS Real Choice 
Total 

States  DC CO CNMI CT DC IN KS LA NV NM NY ND OH RI TX UT WV WI 

Increased Knowledge                    

Improved or expanded IR&A service           ■ ■    ■   3 

New ADRC, single point of entry, 
IR&A, website, toll-free phone system, 

network, or volunteer program 

■
a
  ■  ■

a
   ■ ■  ■  ■ ■ ■ ■ ■  11 

New informational and educational 
materials, curricula, and directories 

   ■   ■  ■  ■     ■ ■  6 

New options for learning about and 
obtaining assistive technology 

  ■                1 

Increased Access                    

Simplified eligibility determination 
process for services and/or benefits 

■              ■ ■  ■ 4 

Liberalized financial eligibility criteria 

for waiver program 

    ■ ■             2 

New Money Follows the Person policy          ■        ■ 2 

Other         ■      ■   ■ 3 

a Note: The District’s CPASS and Real Choice grant staff collaborated on several grant projects. 
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information on subsidized, elderly, and accessible housing in Ohio; and a Benefits Checkup 

feature that provides information about benefits and helps individuals determine whether 

they are eligible for them. 

Rhode Island contracted with the New England States Consortium (a collaborative effort of 

six states’ health and social services agencies) to help develop a web-based service and 

resource directory and benefits screener to increase informed consumer choice. The 

directory contains nearly 3,500 listings; the benefits screener allows individuals to 

determine whether they might be eligible for specific benefit programs and provides 

application information. The website, which includes translations into Spanish and 

Portuguese, also provides screening for the Rhode Island Pharmaceutical Assistance 

Program for the Elderly, Medicare premium support programs, and Community Co-pay, a 

program that covers home health and adult day programs through the Department of Elder 

Affairs.  

Nevada focused its grant on developing new IR&A services for families of children with 

special health care needs (CSHCN). With input from the Nevada Advisory Council, it created 

a helpline and a website to provide information for parents and providers about the broad 

range of CSHCN conditions, where to seek services and supports, recreation, and nutritional 

interventions. 

West Virginia leveraged grant funding with funding from a HUD Community Development 

Block grant and collaborated with 11 service organizations to develop a one-stop 

information resource for elderly persons and individuals with disabilities. A senior center in 

one county staffed a toll-free number for people seeking services and supports. The senior 

center staff acted as case managers and called the appropriate agencies to provide existing 

community services to meet the callers’ needs. The model was evaluated and subsequently 

replicated in another county.  

As noted above, New York used its grant to support five local urban and rural IA&A 

demonstration projects to promote consumer independence, freedom of choice, and the 

ability to live in the most integrated setting that can meet their needs. Under one of the 

projects, Broome County’s Community Alternative Systems Agency developed and 

implemented educational outreach for consumers and professionals and launched a CARE 

Volunteer Program and a Consumer Education Seminar Series. The county now has a cadre 

of trained volunteers who respond to requests for information, assistance, and referrals for 

long-term care. They also provide peer support.  

The Eastern Adirondack Health Care Network developed an online information and referral 

system to help consumers avoid nursing home placement. This model can be duplicated in 

other areas where distance and/or consumer mobility make face-to-face IA&A impractical. 
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New York’s IA&A grants provided the foundation on which the State’s single point of entry 

initiative, New York CONNECTS, can build. Counties will have the ability to review the 

information and best practices from the IA&A projects to enhance and support their efforts.  

New Informational and Educational Materials, Curricula, and Directories 

Six Real Choice Grantees developed new informational and educational materials, curricula, 

and directories, which the states continue to use.  

Kansas also funded a multimedia educational campaign for the general public to increase 

awareness about people of all ages with long-term care needs and the services available to 

meet those needs. In addition to TV and radio public service announcements, a DVD, and a 

website, two curricula were developed: one for consumers and their families and one for 

providers. The curriculum for consumers focuses on topics such as public benefits, available 

services, and how to apply for services. The providers’ curriculum covers topics such as 

consumers’ rights, providers’ legal responsibilities, and referral practices. Providers who 

complete the curriculum can qualify for continuing education credits. These curricula have 

increased awareness of LTC supports and services across the State; Area Agencies on Aging 

(AAAs) and Independent Living Centers (ILCs) have continued to use them since the grant 

ended.  

Two states targeted new materials to specific audiences. Nevada, for example, focused its 

efforts on CSHCN, to help their families learn how to obtain services their children need to 

live in the community in the most integrated setting. The State also funded the 

development of a CSHCN guidebook to help parents care for their special needs children. It 

also contracted with Family TIES (Family Voices) to develop two online training courses on 

Olmstead issues and the transition of youth from the pediatric to the adult health care 

delivery system. Grant staff also developed information about CSHCN for placement in 

public library catalogs and in providers’ waiting rooms in southern Nevada.  

Utah funded the Center for Persons with Disabilities at Utah State University to develop a 

curriculum to support informal caregivers called UCare: The Caregiver Guide. The 

curriculum addresses common issues that arise when providing care for persons of all ages 

with physical disabilities or mental illness and covers a range of topics, including caring for 

the caregiver, safely positioning and moving individuals with physical disabilities, using 

assistive technology, and increasing accessibility. The state Department of Human Services 

(DHS) will continue to provide resources for classroom instruction of the UCare curriculum 

through AAAs, Utah State University, and private groups such as hospice and home health 

agencies. The Navajo Nation is using the curriculum, and Utah’s statewide caregiver 

coalition has also adopted the curriculum and has committed to sustaining it. DHS will use 
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the Spanish translation version of the UCare training curriculum as an outreach tool to 

Spanish-speaking caregivers and their families. 

New Options for Learning About and Obtaining Assistive Technology 

Many people with disabilities use assistive technology (AT) to enable them to live 

independently. Assistive technology includes myriad items such as shower seats, screen 

readers, electric wheelchairs, and augmentative communication devices. The cost of these 

technologies can range from less than a hundred dollars to thousands of dollars. Lack of 

public funding for assistive technology can be a major barrier to independent living.  

The Commonwealth of Northern Mariana Islands (CNMI) was the sole Grantee to use its 

grant to improve access to assistive technology. The Grantee—the CNMI Council on 

Developmental Disabilities—procured various AT devices and equipment for its AT loan 

program. The Council also received funding from the Department of Education to implement 

a low-interest loan program that will enable individuals with disabilities to purchase assistive 

technology, adapted vehicles, and/or home modifications. 

Simplified Eligibility Determination Process for Services and/or Benefits 

Even for individuals who are knowledgeable about available service options, overly complex 

and lengthy processes for determining eligibility and authorizing services can delay service 

delivery. Four states developed processes to address this access barrier—some with a very 

specific focus and others with a broader systems approach. As an example of the former, 

the District of Columbia streamlined the application process for the Elderly and Physically 

Disabled (EPD) waiver program by reducing the amount of documentation and the number 

of approvals required for Individual Service Plans. Utah developed an eligibility “wizard” on 

its statewide website to simplify and streamline the eligibility and assessment processes for 

public benefits and services for elderly persons and individuals with mental illness.  

Wisconsin developed a new Children’s Long Term Support Functional Screen that will be 

used to determine eligibility for several children’s programs, including Katie Beckett, Family 

Support, and children’s waivers. In addition to providing an objective validated method to 

determine eligibility for a variety of programs, the system provides invaluable data about 

program participants.  

Texas used a broader approach, testing different service navigation models with the goal of 

developing expertise in combining funds from multiple sources and working across 

jurisdictional lines of authority to better coordinate fragmented services and systems. The 

projects developed assessment tools and collaborated with partners to develop and use 

common intake/referral forms and referral policies; tested and launched new client-tracking 

software that enabled interagency sharing of intake, outcome, and client satisfaction data; 
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and established linkages and created working relationships among organizations, including 

AAAs, ILCs, nonprofits, and the special education departments of local school districts. The 

projects improved state, local, and interagency coordination and communication, which 

resulted in more streamlined intake, referral, and client information-sharing processes and 

more timely access to services.  

Liberalized Financial Eligibility Criteria for Waiver Program 

Individuals with extensive long-term care needs may nonetheless be ineligible for Medicaid 

if they cannot meet the program’s financial eligibility criteria. The District of Columbia 

enacted several policy changes to increase access to home and community services, 

including raising the financial eligibility standard for waiver services from 100 percent of the 

federal poverty level (FPL) to 300 percent of the Supplemental Security Income (SSI) 

federal benefit. The changes resulted in part from the extensive educational and advocacy 

efforts of the District’s Grant Advisory Committee. 

Indiana’s experience demonstrates how some states used their Systems Change grants to 

build on or support existing initiatives that led to major systems improvements. Indiana’s 

grant staff supported and worked with the Governor’s Commission on Home and 

Community-Based Services, which submitted its final report in June 2003. The report 

included 28 recommendations to better balance Indiana’s long-term care system by shifting 

its focus from institutional to home and community-based care. Several of its 

recommendations have been adopted either through legislation or administrative rules, 

including an increase in the income eligibility criteria for the Aged and Disabled waiver to 

300 percent of SSI.  

New Money Follows the Person Policy 

Waiting lists for waiver slots represent a major access barrier. One way to remove this 

barrier for nursing home residents is to enact a Money Follows the Person (MFP) policy, 

which allows funds for institutional services to follow the person to a community living 

arrangement. Bringing about major systems improvement—such as the enactment of an 

MFP policy—generally requires the strong support and extensive efforts of multiple 

stakeholders, and to be effective, their efforts often need to be facilitated. Wisconsin, in part 

due to the efforts of several grant stakeholder committees, enacted an MFP policy for 

residents of nursing homes and intermediate care facilities for persons with mental 

retardation (ICFs/MR). The policy led to 950 individuals leaving institutions prior to the end 

of the grant period. 

In New Mexico, strong stakeholder advocacy—informed and facilitated by the Self-Direction 

Waiver Stakeholders Work Group that worked on several grant activities—was instrumental 

in the State’s decision to enact an MFP policy. The grant also provided resources to train 
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consumers, advocates, and family members about the MFP initiative, which is currently 

planned for implementation through the Coordinated Long Term Care delivery system in 

July 2008.  

Other 

Several Real Choice Grantees used unique approaches to improve access to services. 

Wisconsin, for example, established an innovative program—the Guardian Mentor 

program—to help guardians of persons with disabilities to better understand the issues and 

opportunities related to community placement of institutionalized persons with 

developmental disabilities. The program links a legal guardian of a former state center 

resident to a legal guardian of a current resident who is seeking information, assistance, 

advocacy, and support to make decisions stemming from the State’s downsizing of its 

institutional program for persons with developmental disabilities. Four guardian mentors are 

currently serving the three state centers, and the outreach and educational materials 

developed for the program continue to be used.  

Nevada established informal mechanisms to increase screening for Early and Periodic 

Screening, Diagnosis, and Treatment (EPSDT) benefits to ensure that CSHCN receive 

comprehensive services and have a medical home. The Grantee—the Department of Health 

and Human Services, Bureau of Family and Health Services—meets regularly with providers 

to educate them about the benefit and has established ongoing work groups to address 

issues related to EPSDT screens. The State’s Maternal and Child Health Advisory Board has 

also committed to quarterly monitoring of progress toward increasing the number of such 

screens. 

Creating New Services and Expanding Existing Services  

For individuals of all ages with disabilities, successful community living depends on the 

availability of a comprehensive range of services and supports, without which they may be 

at risk for health problems and secondary disabilities that could result in a greater need for 

health and long-term care services. As shown in Exhibit 4, 3 CPASS and 11 Real Choice 

Grantees developed new services or expanded current ones.  

Expanded Coverage for Under-65 Population in Existing Waiver Programs 

The District of Columbia’s (hereafter the District), CPASS and Real Choice grants shared a 

Community Advisory Committee that played a major role in planning and implementing all 

grant activities. In addition to consumers, advocates, and providers, the Committee also 

comprised aging and disability experts, members of the District’s Coalition on Long-Term 
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Exhibit 4. New and Expanded Home and Community Services 

 CPASS Real Choice 
Total 

States   DC NC TN AK CO DC IN LA MS NM OK PA WA WI 

Expanded coverage for 

under-65 population in 
existing waiver programa  

■     ■         2 

New slots in existing HCBS 
waiver program 

   ■           1 

New HCBS waiver program  ■     ■ ■  ■    ■
b
 5 

New services added to 
HCBS waiver program 

      ■    ■    2 

New non-Medicaid 

service(s) or program 

  ■
c  ■  ■  ■   ■ ■  6 

a The District’s CPASS and Real Choice grant staff collaborated on this project. 
b Wisconsin submitted the waiver application in March 2005 and is awaiting approval by CMS. 
c Project funded with state funds for 2 years until a Medicaid option is available. 

Care, and staff from several District agencies that oversee programs for persons with 

disabilities and elderly persons. Due in part to the Committee’s extensive educational and 

advocacy efforts, the District amended the Elderly waiver program to cover the under-65 

population with physical disabilities, which is now the Elderly and Physically Disabled (EPD) 

waiver program. 

Increased Funding for HCBS and New Waiver Slots  

Waiting lists for HCBS waiver programs pose a major barrier to community living. Alaska’s 

grant project established an Ad Hoc Committee to examine the State’s current waiting list 

for persons with developmental disabilities. The Committee—comprising consumers and 

providers as well as key staff from the Division of Senior and Disabilities Services—made 17 

recommendations to improve waiting list management. Acting on several of the 

recommendations, the legislature appropriated funds to provide services to 100 people on 

the waiting list and to serve an additional 25 persons on the list each quarter over the next 

5 years, excluding crisis placements. The State will provide additional waiver slots for those 

who meet the level-of-care criteria.  

New HCBS Waiver Programs 

One CPASS and four Real Choice Grantees developed and/or implemented new HCBS waiver 

programs. In some cases, the waivers were implemented to introduce new consumer-

direction options and are also discussed in the next section on increasing consumer 

direction. North Carolina used grant resources and technical assistance to develop a new 

HCBS waiver for persons with mental retardation/developmental disabilities that will include 
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a consumer-direction option for up to 600 individuals over the first 3 years of the waiver. 

Staff of the Department of Health and Social Services are now more informed about 

consumer direction and are prepared to expand consumer-directed services options. The 

State plans to expand the waiver for adults with physical disabilities to all of the State’s 100 

counties and to review other new HCBS options in the Deficit Reduction Act to determine 

whether the State can create other self-directed services options.  

Indiana’s grant staff helped to draft legislation enacted in 2003 that mandated consumer-

directed care as an option in at least one Medicaid waiver program by July 1, 2004, and 

called for other expansions of home and community services. In New Mexico, the Aging and 

Long Term Services Department (the Grantee) collaborated with the Department of Health, 

the Human Services Department/Medical Assistance Division, and the staff for the Robert 

Wood Johnson Foundation (RWJF) Cash and Counseling Grant to develop and implement a 

statewide self-direction 1915(c) Medicaid waiver called Mi Via (meaning "my way" or "my 

road").  

Participants in the State’s four waiver programs—Disabled and Elderly, Developmental 

Disability, Medically Fragile, and AIDS—as well as individuals with brain injuries are eligible 

for Mi Via. Enrollment for Mi Via began in February 2007. Currently, 80 people are receiving 

Mi Via services, and 433 are being assessed for or are transferring to Mi Via.  

Wisconsin has statutory authority and funding for an HCBS waiver—Community 

Opportunities for Recovery—for persons with serious mental illness who also meet nursing 

home level-of-care criteria due to a comorbidity. One of the grant activities was to prepare 

and submit a waiver application, and Wisconsin did so on March 31, 2005. The State’s 

Department of Health Care and Financing has been working with CMS to win approval of the 

waiver since that time. The State recently received verbal approval and is waiting for final 

approval.  

New Services Added to HCBS Waiver Program 

Some waiver programs lack a comprehensive range of services, which can pose a barrier to 

community living when specific services are needed and cannot be obtained through 

another funding source. Although CMS allows states to provide NFT services under HCBS 

waiver programs, not all states offer them. The knowledge and experience gained under an 

NFT grant initiative was instrumental in convincing many states to add NFT services to a 

waiver program. This was the case in Oklahoma, which decided to cover NFT case 

management services in its ADvantage waiver. At the time this report was prepared, the 

State was developing a waiver amendment to add this service and expected to submit it to 

CMS in fall 2007.  
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Oklahoma was also interested in adding services in assisted living settings to the ADvantage 

waiver to build capacity to prevent unnecessary and premature nursing home placements. 

The Grantee contracted with a consultant to analyze and report on the regulatory 

environment for Medicaid-funded assisted living in the State and to recommend assisted 

living services standards that would meet federal Medicaid requirements. Subsequently, the 

State prepared a waiver amendment to add assisted living services to the ADvantage waiver 

program and planned to submit the amendment sometime in 2007.  

Two Grantees developed the regulatory infrastructure to cover services in assisted living 

settings under waiver programs. The District of Columbia developed enabling regulations to 

cover these services in an existing waiver program, and Louisiana is in the process of 

developing an assisted living waiver. 

In Indiana, a video monitoring system developed with grant funds is now an approved 

service for appropriate individuals receiving waiver services in Supported Living 

Arrangements. The video and audio monitoring system allows individuals with disabilities to 

enjoy a greater level of autonomy by being able to spend a night alone in their own 

home/apartment when no workers are present to ensure their safety. The system also 

allows one staff person to monitor multiple individuals/locations from a centralized 

monitoring site. 

New State-Funded Home and Community Services 

Several states added new services to their state long-term care system. Mississippi’s 

Department of Mental Health made state funds available to Community Mental Health 

Centers to provide nontraditional supports not covered by Medicaid (e.g., bus passes, 

fitness club memberships). Pennsylvania implemented a statewide enhancement to its NFT 

activities, providing counseling to consumers entering nursing homes to help them retain 

their community housing and supports in order to facilitate their discharge to the 

community.  

Washington developed a state psychiatric hospital geriatric discharge team to provide 

consultation to community providers who accept clients from the hospital’s geriatric units. 

The linkage between facility-based discharge staff and community providers enables them 

to act as an interdisciplinary team providing transition support. Grant staff also worked with 

the Department of Social and Health Services to develop memorandums of understanding 

(MOUs) with community partners to support 10 regional specialized geriatric mental health 

teams to provide services throughout the State. MOUs were also used to formalize 

agreements between community housing and services providers and between community 

providers and state agencies.  
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Tennessee does not have a waiver program for individuals with developmental disabilities 

other than mental retardation. Grant staff developed and implemented a pilot project for 

seven individuals with both physical disabilities and developmental disabilities other than 

mental retardation, who directed the services in their individual budgets. (The number of 

participants was limited by restrictions on the use of grant funds to provide direct services.) 

The pilot demonstrated that self-direction is a feasible option for individuals with these 

types of disabilities, providing an impetus for the State to add a self-direction option to the 

Elderly and Disabled waiver and to create a new self-direction waiver for individuals with 

developmental disabilities other than mental retardation. The State has committed to 

sustaining the project for 2 years with state funds until a Medicaid funding option becomes 

available for the program’s participants.  

Improvements in Personal Assistance Services 

Personal assistance is the most common long-term care service. Many if not most persons 

with disabilities require personal assistance with a range of daily living tasks such as 

bathing, dressing, toileting, meal preparation, and other activities. Seventeen Grantees—

7 CPASS and 10 Real Choice—made enduring improvements in the personal assistance 

services and supports (PASS) system. Their achievements can be grouped into three 

categories as shown in Exhibit 5: (1) increased consumer direction (CD) and control; 

(2) new policies and procedures to improve, facilitate, or increase the provision of PASS; 

and (3) new methods to support the direct care workforce.  

Increased Consumer Direction  

The major purpose of the CPASS grants as specified by CMS is “to support states’ efforts to 

improve personal assistance services that are consumer directed or offer maximum 

individual control” and “to develop personal assistance systems that maximize individual 

choice and control.” Consumer-direction initiatives were not limited to CPASS grants, 

however; many Real Choice Grantees also had such initiatives.  

Many states used their grants to develop support for and to design and implement programs 

that give consumers more control over their services. As shown in Exhibit 5, Grantees’ 

enduring improvements in consumer direction fall into three major areas, discussed below. 

New Education and Training. To implement consumer-directed services options, 

consumers, care managers, and service providers must first understand and accept the 

underlying philosophy and program requirements, develop new skills, and learn new policies 

and procedures. Three CPASS and four Real Choice Grantees developed education and 

training materials and courses to increase awareness about consumer direction and/or 

enhance the skills of professionals who work in consumer-directed services systems.  
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Exhibit 5. Major Types of Enduring Systems Improvements in Personal 

Assistance Services and Supports Systems  

 

CPASS Real Choice 
Total 

States CO DC IN KS NC TN WV AK CA DC GA LA MT NM PA TX WI 

Consumer Direction 

New CD education 

and training 
materials and 
protocols  

■   ■ ■   ■ ■   ■  ■    7 

Policies, 
procedures, or 
entities to 

facilitate CD 
services 

■   ■   ■ ■    ■  ■   ■ 7 

New or expanded 
CD services option 

■ ■
a
 ■ ■ ■ ■

b
 ■     ■ ■ ■    10 

Personal Assistance Services and Supports  

Policies and 

procedures to 
enhance provision  

         ■        1 

Direct Care Workforce 

Training options, 

standards, 
certification, 
career ladder 

          ■ ■      2 

Worker registries 

and support 
organizations  

      ■     ■   ■   3  

a Awaiting CMS approval.  
b Pilot program being continued with state funds until State approves new Medicaid funding.  

The states have continued to use these materials and courses since the grants ended to 

further their consumer-direction goals. 

Colorado developed a comprehensive training protocol and a peer trainer program and 

network, which enabled clients to successfully transition from agency-directed to consumer-

directed services. The State has sustained the peer trainer program by requiring fiscal 

intermediaries to provide training and to use peer training networks.  

Kansas modified the state service provider contract for all waiver programs to require 

agencies to educate consumers about the self-direction option, to document consumer 

understanding of and interest in self-directing their services, and for those who choose to do 

so, to document their evaluation of the support they received in learning to self-direct.  
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An additional benefit of the documentation requirements is that the state Medicaid agency 

now has data on the number of individuals self-directing and the range of services that they 

choose.  

North Carolina developed a Consumer-Directed Supports Toolbox to educate waiver 

participants and local case managers and provider staff about the new consumer-directed 

services option in the new HCBS waiver program for persons with mental retardation/ 

developmental disabilities. Alaska revised its competency standards for Medicaid waiver care 

coordinators to clarify some provisions and emphasize consumer-direction principles in the 

standards. The standards emphasize care coordinators’ responsibility to ensure that 

consumers exercise choice and direct their own care. The grant also funded the 

development of new training modules for care coordinators that included in-person and 

online training programs emphasizing the principles of self-determination and service 

coordination concepts. 

New Laws, Regulations, Policies, Procedures, or Entities. Developing and 

implementing a consumer-directed services option, particularly in a Medicaid state plan or 

waiver program, can be a complex undertaking. States may need to first identify statutory 

and regulatory barriers to consumer-direction programs and take action to reduce or 

eliminate them. Similarly, they may need to enact new statutes and formulate new rules to 

enable or facilitate a consumer-directed services option. Three CPASS and four Real Choice 

Grantees established the policy and program infrastructure needed to operate a consumer-

directed services option.  

When Colorado’s Consumer-Direction Attendant Support (CDAS) program began, potential 

participants had to be able to self-direct their services. The State amended the regulations 

to allow authorized representatives for individuals who could not self-direct (e.g., persons 

with cognitive impairment), enabling more individuals to participate in the program. The 

State also developed the regulatory infrastructure and operational protocols needed to 

implement the In-Home Support Services (IHHS) program, which uses an agency with 

choice service delivery model in the Children’s waiver and the Elderly, Blind, and Disabled 

waiver.  

Kansas changed its regulatory infrastructure to allow Mental Retardation/Developmental 

Disabilities (MR/DD) waiver participants in all types of residential living arrangements to 

self-direct their services. Prior to this change, participants had to live with their parents in 

order to self-direct.  

Louisiana is implementing a new individualized budget option for DD services in Medicaid 

and state programs. Because the State used to pay providers through a fee-based and cost-

based system, a new reimbursement method was needed to enable participants to use their 
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budgets to select individual services from any provider. The grant funded the development 

of a software system to support the new individual budgeting option, and Louisiana is 

piloting the new system incrementally in the State’s five regions for DD services. The pilot 

started in July 2005; as of July 2007, four of the regions were using the new system, and by 

July 2008, the entire State will be using it. 

Because many of Wisconsin’s long-term care programs offer some form of self-direction but 

lack a consistent approach, the State developed a policy framework for providing self-

directed services in HCBS programs. As the State expands managed long-term care 

statewide, the availability of self-directed supports will be a requirement for these 

programs. 

New or Expanded Consumer-Directed Services Option. Seven CPASS Grantees and 

three Real Choice Grantees developed a new consumer-directed services option or 

expanded an existing option. Colorado used its grant to help implement the State’s new 

CDAS program, provided under a section 1115 waiver with 500 slots, which offers skilled 

services as well as personal care and homemaker services. Because the State had recently 

received the waiver and was unprepared for implementation, the grant facilitated 

implementation by providing dedicated funds for a wide range of outreach, education, and 

training activities.  

Based on the success of the CDAS program and consumers’ and advocates’ education 

efforts, in 2005 the Colorado legislature mandated a consumer-directed services option in 

all of the State’s HCBS waiver programs. Since then, CMS has approved amendments to add 

consumer direction to the Elderly, Blind, and Disabled waiver—the State’s largest waiver—

and the Persons living with Mental Illness waiver. The State plans to submit amendments 

for all other existing HCBS waivers.  

The District of Columbia developed the program and policy infrastructure for a consumer-

directed services option in its Elderly and Physically Disabled waiver program and submitted 

an application for a waiver amendment to CMS. The District is now making changes in the 

application at the request of CMS.  

Indiana developed and implemented a consumer-directed attendant services option in its 

Aged and Disabled waiver program, and the State made the necessary regulatory changes 

to support its implementation. Because Indiana has already consolidated three of its four 

HCBS waivers into the Aged and Disabled waiver, and plans to consolidate the fourth, all 

waiver populations other than persons with developmental disabilities will soon have access 

to consumer-directed attendant care. The State is also considering adding a self-direction 

option to the DD waiver.  
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Louisiana developed processes and materials to support self-direction, which expanded 

consumer-direction opportunities from three to five regions of the State. Consumer direction 

has now been included as an option in the State’s two DD waivers—the New Opportunities 

waiver and the Residential Options waiver—and the State plans to expand the option to 

other waivers. As mentioned above in the section on new HCBS waiver programs, North 

Carolina and New Mexico implemented new waiver programs, both of which include 

consumer-direction options.  

New Policies and Procedures to Enhance Personal Assistance Services and 

Supports 

As mentioned earlier, personal assistance is the key long-term care service enabling 

individuals with disabilities to live independently in the community. Every state provides 

personal assistance services through a Medicaid waiver program, the state plan, or both. 

One Grantee—the District of Columbia—developed new policies and procedures to enhance 

the provision of these services. The District’s Department of Health, Medical Assistance 

Administration, implemented new regulations that allow relatives other than spouses and 

the parents of minor children to be paid for providing personal care services after receiving 

approved training.  

The Department also increased reimbursement for Home Health Aides and PCAs by 

authorizing a $2.00 an hour increase as a pass-through—allowing the increase to go directly 

to the workers. The Community Advisory Committee recommended a minimum hourly wage 

of $10.50, and the Department approved an agency rate of $16.30 an hour to pay the 

higher wage rate and cover the additional payroll and related taxes.  

Developing Methods to Support the Direct Care Workforce 

A major barrier to the provision of high-quality personal assistance services is the 

widespread shortage of qualified workers, known in different states by a multitude of 

names: direct service workers, direct service professionals, paid caregivers, direct support 

professionals, and others. In this report we refer to them generally as direct care workers 

and the direct care workforce. The reasons for the shortage and high turnover rates are well 

known: low pay, no benefits, sometimes difficult working conditions with little or no support, 

and lack of a career ladder. Because these are classic “dead-end” jobs at the bottom of the 

organizational hierarchy, career development for workers is important if states hope to 

reduce the turnover rate and develop a cadre of high-quality workers. Without career 

development, recruitment and retention will continue to be major challenges. 

The worker shortage has potentially negative consequences for both the quality of care and 

quality of life for people with disabilities and their informal caregivers, and is likely to 

worsen as the need for services increases with the aging of the population. Efforts to 
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improve the availability of personal assistance services and supports often include efforts to 

address the shortage of qualified workers. One CPASS and three Real Choice Grantees had 

initiatives that addressed workforce issues. 

New Training Options, Standards, Certification, and Career Ladders. State training 

requirements for direct care workers vary but generally are not extensive. The low level of 

education and training required for these workers may make it difficult for them to provide a 

high quality of care. Improved training may not only help workers to develop competencies 

and functional skills that improve their performance but also may increase their self-

confidence and job satisfaction, and, ultimately, their retention.  

Georgia does not have any training requirements for direct care workers who work with 

persons with developmental disabilities and serious mental illness. The Governor’s Council 

on Developmental Disabilities developed a curriculum for certifying these workers to 

improve the standard of care they provide. The Council also developed a trainer’s manual 

and a continuing education program for post-certification support. Although the training is 

not mandatory, the recognition afforded to workers who are certified can provide an 

incentive to improve their skills, and some of the certified workers received salary increases. 

Louisiana developed a competency-based training curriculum for direct care workers, which 

included a train-the-trainer component. The Grantee—the Louisiana Department of Health 

and Hospitals—continues to advertise and recruit students and to work with community 

colleges and vocational–technical schools to increase access to the training. Louisiana also 

enacted statutory provisions to allow direct care workers to administer medications after 16 

hours of training by a Registered Nurse, who evaluates their knowledge, and an additional 6 

hours of individualized training. The provisions apply to all individuals receiving long-term 

care services regardless of funding source.  

Georgia also had an initiative to address the lack of a career ladder for direct care workers. 

The State (1) developed and implemented a curriculum to certify medication aides, which is 

offered at local technical colleges, and (2) amended its Nurse Practice Act to allow Certified 

Medication Aides to give medications under the weekly supervision of a nurse in licensed 

group homes.  

Worker Registries and Support Organizations. To improve recruitment, West Virginia 

and Louisiana developed and established worker registries. The Pennsylvania Grantee—the 

Department of Public Welfare—provided grant funds to Better Jobs Better Care–PA to help 

establish a direct care worker association to promote worker knowledge of and expertise in 

best practices in personal assistance services and supports. The State will continue to 

develop training systems, peer mentoring, and outreach to improve the quality of services 

provided by direct care workers.  
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New Policies, Processes, and Systems to Support HCBS 

People of all ages with disabilities or long-term illnesses who use home and community 

services indicate that they want services that are safe, appropriate, and effective, and that 

they expect service providers to continually strive to improve the responsiveness and 

quality of their services. As stated in the invitation to apply for a Systems Change grant, 

states interested in expanding access to home and community services need to ensure that 

policies, processes, and systems are in place to enable and support the provision of high-

quality services. In particular, states need to have quality assurance and quality 

improvement (QA/QI) systems that are responsive to consumers’ concerns.5 

Four Real Choice Grantees, as shown in Exhibit 6, reported enduring improvements in the 

area of quality assurance and improvement systems; three established permanent methods 

for consumers and stakeholders to inform and influence HCBS policy. 

Exhibit 6. Enduring Improvements in Policies, Processes, and Systems to 

Support HCBS 

 Real Choice 
Total 

States  CO CT IN OK PA WA WV 

Quality Assurance Systems         

New complaint and incident-reporting process    ■     1 

Addition of consumer-focused components to quality 
monitoring 

■  ■ ■    3 

New quality monitoring protocols/processes/systems ■   ■  ■  3 

Other         

Establishment of permanent process, entity, or 
coalition to enable consumers and stakeholders to 
inform and influence HCBS policy 

 ■   ■  ■ 3 

 

Quality Assurance and Improvement 

A major challenge for federal and state policy makers is to design, implement, and maintain 

effective QA/QI systems that are well suited to community living. In Oklahoma, the Long 

Term Care Authority (LTCA) of Tulsa developed the structure for an automated system to 

monitor provider performance on quality indicators and to regularly provide the results to 

providers. This system integrated a waiver management information system, a complaint/ 

resolution management system, and Continuous Quality Improvement tracking measures to 

comply with CMS quality mandates. Providers are now more knowledgeable about quality 

improvement tools and techniques. Several surveys that the LTCA developed under the 

grant to measure quality continue to be used: a consumer satisfaction monitoring tool, a 



Section 3 — Overview of Enduring Systems Improvements 

I-27 

participant experience survey for nursing facility residents, a person-centered planning 

survey, as well as a transition timeline and checklists for facilitating NFT. 

Washington developed and implemented a new assessment tool that has a quality 

assurance component. The tool’s modules include measures to (1) ensure the quality, 

consistency, and completeness of assessments and plans of care, individual provider 

qualifications, and adherence to protocols for identified high-risk indicators such as skin 

breakdown; (2) ensure compliance with CMS protocols; and (3) provide consistency in the 

application of policies and procedures. 

A frequently expressed concern about quality assurance systems is their lack of quality 

indicators that are meaningful to consumers. To address this concern, several Grantees had 

initiatives to add a consumer focus to their State’s quality monitoring systems. In response 

to advocates’ concerns about the quality of case management services and the process by 

which case management agencies incorporate client input into quality improvement 

activities, Colorado’s grant staff designed and piloted a new survey instrument: Client 

Satisfaction Survey for Medicaid Long-Term Care Case Management. The purpose of the 

instrument is to increase clients’ opportunities to provide feedback on case management 

services, and to provide accurate data on the quality of these services to case management 

agencies, the Department of Health Care and Financing—the state Medicaid agency—and 

Medicaid clients. The Department is now using the instrument to annually solicit consumer 

input on case management services.  

Indiana’s Division of Disability, Aging, and Rehabilitation Services’ Bureau of Quality 

Improvement Services, in the Family and Social Services Administration, adopted the CMS 

Participant Experience Survey as a quality assurance measure to ensure input from waiver 

participants about services and providers. The Grantee also developed a complaint and 

incident-reporting process that has been implemented in four waiver programs administered 

by the Division of Aging: Aged and Disabled, Traumatic Brain Injury, Medically Fragile 

Children, and Assisted Living. The Division is considering combining these waivers to reduce 

duplicative administrative functions.  

Establishment of Permanent Process, Entity, or Coalition to Enable Consumers 

to Inform and Influence HCBS Policy 

The importance of involving consumers in the development of HCBS policy cannot be 

overestimated. Although doing so may be both time and resource intensive, involving 

consumers will help to ensure that HCBS systems meet the needs of the people they are 

designed to serve. Virtually all Grantees engaged consumers in grant activities, but a few 

states went further and used their grants to establish methods to ensure that consumers 

have input in the policy process. In some states, consumer involvement in grant activities 
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was a catalyst for developing other mechanisms to continue their participation in the policy 

process. 

Connecticut formed a cross-disability Steering Committee for the grant, among the first of 

its kind in the State, that led to the creation of several statewide coalitions. These coalitions 

included the Inclusion Think Tank, whose mission is to support collaborative efforts to 

expand community inclusion across the State, and the Disability Advocacy Collaborative. A 

cross-disability network of disability rights advocates, the Collaborative has a mission to 

inform and educate individuals with disabilities and their families, as well as dozens of 

advocacy organizations, to influence how services and supports for people with disabilities 

are provided. It has received funding from the Connecticut Council on Developmental 

Disabilities and is restructuring to become a nonprofit organization in order to sustain its 

efforts.  

Pennsylvania funded development of a home and community services Stakeholder Planning 

Team with a full-time project director to identify gaps in and barriers to services for people 

with disabilities. The Team developed a strategic plan on long-term care issues, including 

access, quality, workforce, and housing. The Pennsylvania Department of Public Welfare has 

continued supporting the Stakeholder Planning Team in order to receive ongoing input from 

people with disabilities, advocates, providers, and family members about how to improve 

the long-term care system.  

West Virginia’s grant project supported nearly 150 individuals with disabilities and their 

families to create a sustained, unified, and educated voice that has had a measurable and 

positive impact on legislators and policy makers. A consumer-directed advocacy campaign 

influenced the State’s decision to rescind a new policy that was restricting use of the Aged 

and Disabled waiver, and consumers were instrumental in the allocation of funds to 

implement West Virginia’s Olmstead Plan. More consumers are providing input on policy 

issues and contributing to the development of consumer-responsive policy by serving on 

advisory councils and task forces and participating in public forums and hearings. 

New Policies and Processes to Increase Access to Affordable, Accessible 
Housing and Transportation 

Lack of affordable and accessible housing and transportation are major barriers to 

community living for persons with disabilities. Factors contributing to the housing problem 

include multiyear waiting lists for subsidized housing and rental assistance vouchers, low 

vacancy rates coupled with high demand for apartments, and no requirements or incentives 

for property owners to list vacancies in housing registries. Lack of affordable and accessible 

transportation reduces the number of direct care workers who can reliably provide in-home 
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services and reduces access to community services and primary health care for persons with 

disabilities.  

As shown in Exhibit 7, six Real Choice Grantees reported new policies and processes to 

improve access to housing and transportation. 

Exhibit 7. New Policies and Processes to Increase Access to Affordable, 

Accessible Housing and Transportation 

 Real Choice 
Total 

States  CNMI CT GA LA MT WV 

Housing        

New, increased, or set-aside housing subsidies    ■    1 

Changes in policy to support development of affordable 
and/or accessible housing 

     ■ 1 

Process or entity to enable consumers and 
stakeholders to influence housing policy 

 ■  ■  ■ 3 

Transportation        

Expanded transportation options ■ ■   ■  3 

 

New, Increased, or Set-Aside Housing Subsidies 

Georgia grant staff provided training to stakeholders such as local mental health providers 

about rental subsidy programs and worked with the Department of Community Affairs 

(DCA), which has a range of programs designed to foster new housing development, 

homeownership, and improved housing choices. Stakeholders’ advocacy and negotiations 

with the DCA led the State to allocate 200 Section 8 vouchers for people with mental illness.  

Changes in Policy to Support Development of Affordable and Accessible 

Housing 

West Virginia grant staff collaborated with the Legislative Health and Human Resources 

Oversight Commission to write a bill on Universal Design, which was enacted in April 2007, 

after the grant ended. The law amends the Fair Housing code of West Virginia and the West 

Virginia Contractors Licensing Act by requiring licensed contractors of any proposed 

residential housing to provide the buyer with an information list of basic Universal Design 

features, definitions of which are included in the law.  
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Process or Entity to Enable Consumers and Stakeholders to Inform Housing 

Policy  

Louisiana’s grant directly supported the establishment of three Community Housing 

Advocacy Networks, which increased the ability of people with disabilities, advocates, and 

professionals to have an impact on state and local housing funding and program 

development decisions. The Networks increased builders’ and developers’ awareness of the 

use of universal design, barrier-free housing techniques, and federal building accessibility 

legislation.  

Long-term partnerships were developed between the Department of Health and Hospitals 

and the Louisiana Housing Finance Agency; between local disability service providers and 

local offices of community development; and between local service providers and housing 

developers. Ongoing relationships were also established among governmental housing 

agencies, nonprofit housing organizations, and disability advocates. The State Housing 

Authority now views the state service sector and aging and disability stakeholders as 

partners. Many of the partners are pursuing options to increase housing availability. 

Disability advocates, advocates for the homeless, and the Louisiana Housing Finance Agency 

worked collaboratively to pass legislation to form the Louisiana Housing Trust Fund, which 

established a fund to provide housing subsidies for people with disabilities and others who 

cannot find affordable housing. At the time this report was prepared, they were hoping to 

enact legislation to appropriate funding for the Trust Fund.  

Expanded Transportation Options 

CNMI’s grant enabled the expansion of public transportation services for individuals with 

disabilities and elderly persons to all three of the Commonwealth’s islands. Accessible vans 

were purchased and partners were found to operate the services. The program will continue 

to be funded through a grant from the Department of Transportation to the CNMI Public 

School System, which has committed to add vehicles as needed. By the end of the Systems 

Change grant, the number of people using the service had increased from 120 to 720.  

Connecticut’s grant staff selected three communities (Bridgeport, Groton, and New Haven) 

to each pilot a model community project focused on implementing community-specific 

activities to enhance the inclusion of people with disabilities in the community. Bridgeport 

established a 30-hour-a-week dial-a-ride transportation program for people with disabilities 

and seniors, which increased their ability to participate in community activities and to 

access services. 

Montana’s grant financed an initiative to address the funding silos and lack of coordination 

of transportation for persons with disabilities. The Western Transportation Institute of 
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Montana State University at Bozeman developed and implemented a coordinated 

transportation system and eliminated service overlap in two communities. The new service 

in Helena now provides more than 700 rides per month to persons with disabilities, elderly 

persons, and others. Based on the project’s success, the Department of Public Health and 

Human Services’ Office of Transportation is collaborating with the Montana Department of 

Transportation to implement the grant’s transportation project statewide. 
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4. Continuing Challenges to Systems Improvement  

Grantees successfully addressed many challenges during grant implementation but reported 

numerous remaining challenges to improving systems that serve persons with disabilities in 

their homes and communities (see Exhibit 8). Because the Systems Change grants were 

intended to be catalysts for incremental improvements in states’ long-term care (LTC) 

systems, it was not unexpected to find that challenges remain.  

Lack of Home and Community Services 

Seven Grantees said that their state lacked adequate home and community services and 

generally pointed to lack of funding as the reason. As a result of insufficient funding, home 

and community services are often not the first option for those at risk for nursing home 

placement. Connecticut and West Virginia additionally noted that the absence of a Money 

Follows the Person policy prevents access to home and community services among 

institutional residents who could otherwise be served in the community. 

A lack of services was also noted specifically as a nursing facility transition barrier, 

particularly for individuals in ICFs/MR who need 24-hour supports and services. Some 

nursing home residents did not meet the waiver level-of-care criteria because their 

condition had improved after admission, but a lack of transition services, community 

services and supports, and/or housing prevented their return to the community.  

Grantees reported both a lack of services generally and a shortage of specific services. For 

example, although the CNMI enacted a law establishing a Respite Care program 3 years 

ago, funding has yet to be appropriated. Although the grant’s pilot program providing 

respite services for children’s caregivers continues to operate on a fee-for-service basis, 

grant staff noted a dire need for respite services for caregivers of persons of all ages. 

Oklahoma noted that because of budget shortfalls, the State may not have the funding to 

implement assisted living services as a waiver benefit or to expand the Interactive Voice 

Response (IVR) system piloted under the grant. (IVR is a method to improve the 

availability, reliability, adequacy, and quality of personal assistance service through an 

automated tracking, claims submission, and payment system.) 

Lack of Consumer-Direction Options and Implementation Issues 

Eleven Grantees mentioned that their states had limited consumer-directed services options 

or faced challenges implementing or operating consumer-direction programs. In Hawaii, 

consumers who want an individualized budget to direct all their services and supports are 

unable to do so, and in Indiana some consumers want the option to direct services other 

than attendant care and to have control over an individualized budget, but the State has not 
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Exhibit 8. Continuing Challenges and Barriers to Community Living  
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Lack of HCBS; 

lack of funds 

           ■ ■  ■         ■  ■ ■   ■  7 

Lack of CD; 

implementation 
issues  

  ■ ■ ■ ■ ■ ■ ■ ■       ■   ■    ■        11 

Administrative 

and bureaucratic 
barriers 

  ■   ■             ■   ■  ■ ■ ■ ■ ■  ■  10 

Statutory and 
regulatory 

barriers 

 ■     ■        ■      ■        ■ ■  6 

Lack of 
affordable, 
accessible 
housing or 
transportation 

 ■           ■ ■ ■  ■ ■  ■ ■ ■       ■ ■ ■ 12 

Other ■          ■ ■ ■ ■  ■   ■  ■ ■ ■ ■     ■ ■  13 

Note: Mississippi’s grant staff did not report any continuing challenges. 
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yet decided to make these options available. Grantees in three states noted resistance to 

the concept of consumer direction. Although West Virginia has committed to implementing 

consumer direction, some state agency staff and service providers still think that people 

with disabilities need to be taken care of, rather than being helped to live independently. In 

Oklahoma, some providers still have difficulty accepting the philosophy that consumers 

should be able to choose who provides their care and the manner in which that care is 

provided. In Kansas, the number of MR/DD waiver participants self-directing their services 

has increased, but the transition to self-direction is in the very early stages, and some 

service providers do not understand or support self-direction.  

States that are further along in providing self-directed services options reported a number 

of challenges in implementing and operating programs. New Mexico cited numerous start-up 

issues with its new consumer-direction option, some of which have not been completely 

resolved. For example, the State underestimated the complexity of the process of 

transitioning waiver participants from four different waivers to the new consumer-direction 

waiver, and of adding a new population: persons with brain injury. Additionally, participants 

in the Developmental Disability and Medically Fragile waivers with large budgets 

($100,000+) need more time than originally allocated to develop individual budgets. 

Ensuring that participants do not experience service interruptions when they transition from 

the traditional waiver to the new waiver also requires more time than originally thought, 

particularly for participants with extensive needs, such as ventilator users.  

In Louisiana, the inability to obtain workers’ compensation coverage poses a major 

continuing challenge to implementing consumer-directed services programs. Because the 

State’s Workers Compensation Program considers direct care workers to be domestic 

employees, who are not eligible for coverage, the State is negotiating with CMS to allow 

waiver funds to cover employer-related expenses, including health and disability insurance 

for direct care workers. Another option being considered is allowing consumers to use 

waiver funds to increase their liability coverage under a homeowners policy. However, this 

may be a risky strategy because insurance companies can markedly increase premiums or 

cancel a policy if a claim is filed.  

North Carolina noted that separate funding and administration for similar services within the 

Department of Health and Human Services (DHHS) makes it difficult to coordinate 

consumer-directed services options. For instance, the Medicaid waiver regulations for 

individuals who are aging or have physical disabilities differ from those for the MR/DD 

waiver, and they are administered by different DHHS divisions. Grant staff believe that 

continued technical assistance is needed—both to provide expertise and to promote 

collaboration among different DHHS divisions as consumer-direction options are developed 

to support various populations with disabilities. 
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Administrative and Bureaucratic Barriers 

Ten Grantees cited a range of administrative and bureaucratic barriers to the provision of 

home and community services, most related to a lack of collaboration and coordination 

among the multiple state agencies that administer programs for persons with disabilities. In 

North Dakota, although the Department of Human Services is an umbrella agency for many 

programs, the State lacks a process to ensure communication and coordination among the 

many programs and projects serving the same populations. Rhode Island noted that lack of 

coordination across state agencies—particularly when serving dual eligibles—impedes the 

efficient delivery of both health and long-term care services. Utah grant staff said that 

developing a single point of entry system would require many different departments to work 

together, but the necessary infrastructure that would enable them to do so is not in place. 

The lack of coordination among multiple agencies can be due to separate funding streams 

for different programs. In West Virginia, state agencies have difficulty coordinating services 

and supports for specific individuals because of siloed funding streams, and the State lacks 

a methodology for combining funding from different sources to meet individuals’ service 

needs.  

Texas and Oklahoma mentioned administrative hurdles. Although Texas’s grant succeeded 

in getting many organizations to use common referral protocols and intake procedures, 

many service entities continue to use different forms and processes, which creates an 

access barrier to systemwide services. Grant staff in Oklahoma stated that the enrollment 

process for its ADvantage waiver program is cumbersome and can take several months. 

Additionally, the State lacks an expedited enrollment process for nursing home residents 

who want to transition or for Medicaid-eligible consumers who are at risk of nursing home 

placement. The State plans to address these enrollment barriers under its Money Follows 

the Person Demonstration grant.  

Hawaii and Pennsylvania noted several challenges in bringing about systems improvements 

generally: the complex logistics and additional time needed to work with multiple state 

departments and the difficulty coordinating legislative and administrative activities to 

achieve effective and comprehensive systems change, particularly because such change 

requires multiyear efforts.  

Statutory and Regulatory Barriers  

In some instances, it may not be possible to implement new service options or improve 

current services without amending statutes or regulations. State Nurse Practice Acts were 

the most frequently cited statutory barrier that Grantees mentioned. New York noted that a 

shortage of qualified nurses to provide services in community settings is exacerbated by the 

restrictions imposed by the State’s Nurse Practice Act and the Board of Nursing, which 
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prevent provision of some services by unlicensed staff. Similarly, the District of Columbia 

and West Virginia pointed to provisions of their Nurse Practice Act that prohibit nurses from 

delegating medication administration to unlicensed personnel as being a barrier to 

consumer-directed services. 

Tennessee also cited nurse-delegation provisions as a major barrier to consumer direction 

and believes that the Nurse Practice Act needs to be amended to allow non-medical 

personnel to perform some nursing tasks, such as tube feeding and bowel and bladder 

program management. The Act permits relatives and others to perform these tasks only if 

they are not paid to do so; otherwise the Act requires that the tasks be performed by 

licensed nurses or certified nursing assistants under their supervision. Allowing paid 

personal assistants who are adequately trained by consumers or their representative to 

perform some of these tasks would eliminate the need to hire licensed nurses, with their 

attendant high costs.  

Georgia reported that, in general, restrictions on the use of funding at both the federal and 

state levels continue to be a challenge to supporting persons with disabilities in the 

community. Washington, more specifically, stated that federal funding and policies are too 

inflexible to allow effective coordination in the delivery of housing and services. For 

example, Medicaid covers case management for “medically necessary” services and HUD 

provides capital funding for housing (with extremely limited McKinney-Vento funding), but 

neither provides project-based 24-hour intensive case management or care coordination for 

people needing 24-hour oversight at unlicensed community housing sites. Another factor 

that impedes effective coordination is that housing and service systems staff know little 

about each other’s systems.  

Lack of Affordable, Accessible Housing and Transportation 

Many Grantees view lack of accessible and affordable housing as a major barrier to 

community living for persons with any type of disability, and specifically for persons seeking 

to transition from institutions. Even when housing is available, coordinating publicly 

subsidized housing with Medicaid services can be very difficult. Because of long waiting lists, 

rental assistance vouchers often are not available for persons transitioning to the 

community, and people with poor credit histories and/or criminal backgrounds may be 

unable to find landlords who are willing to take the vouchers.  

Georgia pointed out that individuals with mental illness have a particularly difficult time 

finding housing because of stigma. Similarly, Montana noted that some transportation 

providers are concerned that serving individuals with serious mental illness or other 

stigmatized disabilities will reduce use of their services by other populations, for example, 

elderly persons.  
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Several states mentioned lack of transportation as a barrier to integrated community living, 

particularly in rural/frontier states like North Dakota, where workers need to travel long 

distances, sometimes in severe weather. Montana said that because multiple agencies fund 

transportation, it is difficult to coordinate that funding to improve services for persons with 

disabilities.  

One Grantee noted that although the lack of housing and transportation are not absolute 

barriers to community living, they represent ongoing challenges that must be continually 

addressed, even if they have no policy solutions.  

Other Challenges  

Several states discussed other continuing barriers to community living for people with 

disabilities. Achieving consensus among multiple and diverse stakeholders still poses 

challenges when seeking to make changes to the long-term care system, and implementing 

innovative programs and policies is difficult without dedicated funds for education and 

training. Rural service providers, in particular, need technical assistance in organizational 

development, fundraising, marketing and outreach, volunteer recruitment and 

management, community needs assessment, project evaluation, and other areas. West 

Virginia noted that rural communities have few resources to support community living.  

A lack of knowledge about home and community service options—among both providers and 

consumers—was cited by four Grantees as a continuing challenge. Many elderly people lack 

such information and do not seek it out until a crisis occurs. In Nevada, consumers, service 

providers, and eligibility workers have limited knowledge about services provided through 

Medicaid waivers—the Mental Retardation waiver and the Waiver for Independent 

Nevadans—and about the Katie Beckett benefit and the Early and Periodic Screening, 

Diagnosis, and Treatment (EPSDT) program. In Oklahoma, some waiver case managers and 

nursing home discharge planners are not knowledgeable about the complexities of nursing 

facility transition processes and the availability of home and community services other than 

waiver services. 

Uniquely, the District of Columbia stated that cultural differences between consumers and 

their workers are increasingly reported as a factor having a negative impact on the quality 

of care. The District’s Medical Assistance Administration plans to develop training for 

providers to address this issue. 
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5. Overview of Lessons Learned and Recommendations  

In the course of implementing their initiatives, Grantees gained experience in developing 

and operating a wide range of programs designed to make their states’ long-term care 

(LTC) systems more responsive to consumers, to enable more individuals with disabilities to 

be served in the community, and to give them increased options for choice and control of 

their services. They also gained expertise in developing and implementing policies to 

achieve these goals and to ensure that improvements would be sustained.  

Grantees described numerous lessons learned, which they believe can be useful to states 

and stakeholders interested in improving their long-term care systems.  

Stakeholder Involvement and Buy-In  

Virtually all Grantees agreed that prior to introducing new policies, programs, and practices, 

it is essential to obtain stakeholder buy-in and commitment. Stakeholders include any 

individuals or entities that will have authority over or be affected by planned changes: 

consumers, their families and advocates, community and institutional service providers, 

Medicaid and other state agency staff, policy makers, and housing authorities. Doing so 

increases the likelihood of an initiative’s success. One Grantee stressed that given the 

variety and complexity of rural issues, adequate representation of rural areas is needed 

when statewide issues are under consideration. Another emphasized the importance of 

having the support of legislative and administrative policy makers before beginning work to 

implement a consumer-driven service delivery model. 

Grantees reported a wide range of successful approaches for obtaining stakeholder support 

and buy-in. 

 Involve local leaders, particularly in frontier and other geographically isolated areas, who 
can keep people involved for the duration of a project through ongoing communication, 
feedback and encouragement, and in-person contact when possible.  

 Encourage trust, honesty, and compromise. States must also build trust with self-
advocates and families so they will believe that meaningful efforts are being made to 
include them in systems change activities. The interaction of state agency personnel, 
provider agencies, and advocates and consumers helps each party to understand the 
others’ concerns and needs. 

 Educate stakeholders about the state political process. 

 Address controversial issues directly and validate all stakeholders’ opinions, including 
minority views. Hire a facilitator to manage discussions and help stakeholders reach 
consensus and make decisions. Use mediation when needed to prevent differences in 
stakeholders’ views from delaying progress toward grant goals.  
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 Partner with disability organizations that are already highly motivated and experienced 
in self-determination and self-advocacy activities.  

 Work with organizations that already have projects related to grant initiatives; doing so 
helps to ensure sustainability.  

 Take the time to develop relationships and a common language and understanding 
among stakeholder and constituent groups. Although it is difficult and time consuming to 
develop consensus among state divisions and consumer advocates representing various 
population groups (physical disability, aging, developmental disabilities, mental health, 
etc.), doing so results in ongoing relationships, discussions, and impetus for further 
systems reform.  

 Establish interagency and cross-disciplinary coalitions early in the project, and develop 
and foster opportunities for people with disabilities to inform and educate legislators, 
community leaders, and state agencies serving people with disabilities. This is the most 
effective way to present information and bring about change. Grant staff should also 
develop partnerships at the community level through task forces of consumers and 
various community leaders. Buy-in and sustainability will be attained as stakeholders 
commit to specific shared outcomes on common projects.  

In regard to self-direction initiatives, Grantees noted the importance of recruiting 

recognized spokespersons who support self-direction to help ensure that a shift from 

agency-directed to self-directed services will continue and be supported at all levels. These 

individuals should be recruited early in the process. Projects should also include individuals 

who are hesitant to embrace the concept of self-direction for persons with developmental 

disabilities in order to educate them and gain their support and assistance in conducting 

project activities. One Grantee also suggested that states recognize that organizational and 

cultural resistance to self-directed services might be more widespread and entrenched than 

anticipated because some providers, such as nurses, sincerely believe they have an 

obligation to protect consumers by directing their care.  

Getting stakeholders to attend meetings on a regular basis, two Grantees pointed out, can 

be a time-consuming process and persistence is essential. One Grantee concluded that the 

stakeholder meetings were too long—a full day—and held at a single site, requiring some 

attendees to travel several hours, which reduced participation. Based on the experience 

with the FY 2002 grant, the Steering Committee for a 2006 Systems Transformation grant, 

which includes many members that served on the FY 2002 Real Choice Strategic Planning 

Committee, is holding more focused 2-hour meetings. Grant staff also use video-

conferencing equipment provided by community health centers to reduce the travel time for 

some members. This approach, plus the use of multiple communications methods (e-mail, 

listservs, website, and telephone calls), helps to ensure stakeholders’ participation.  
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Grantees agreed that systems change is a long, slow process requiring political will, 

effective leadership, extensive advocacy, and a collaborative approach—working with other 

grants and programs and involving consumers and stakeholders. Additionally, in order to 

sustain grant activities, it is important to implement systems change in an integrated 

manner with existing long-term care programs and to utilize existing networks and interest 

groups, such as the aging network, the hospice alliance, and the workforce alliance. 

Consumer Involvement 

Many Grantees stressed the importance of obtaining consumer input and participation not 

just in an advisory capacity but also through focus groups, evaluation activities, and 

involvement in decision making. One Grantee noted that the unique concerns of consumers 

should be distinguished from those of advocates and stakeholders and addressed 

specifically. Another said that it is very important to ensure consumer input in the process 

as early as possible, which takes tremendous effort to do so in a meaningful way. Ideally, 

states would have dedicated funding to ensure consumer involvement, both for staffing and 

for expenses.  

Grantees working on consumer-direction initiatives said that consumer input is essential 

when developing outreach and training materials. One Grantee noted that grant initiatives 

need to be consumer driven from the outset and that “nothing about us without us” should 

be the guiding philosophy.  

Executive and State Agency Buy-In and Collaboration 

One Grantee noted that prior to attempting systems reform, stakeholders need to gain 

support from the executive and legislative branches of state government. In Louisiana, the 

support of Louisiana’s Governor’s Office and the leadership within state departments and 

offices was critical to the grant’s success. For many years, stakeholders and advocates had 

pushed for reform, and it was not until the effort had the support of key administration 

officials that the State began to develop and implement a reform plan.  

Additionally, because system reform entailed transferring program administration from one 

office to another and changing processes that affected several state offices, the Interagency 

Team that included decision makers from the involved agencies was critical for reaching 

consensus. Without the support of all state agencies involved, reform would have been 

blocked because of turf battles. Another Grantee noted that implementing the components 

of systems change is far easier when a single state agency has authority for the entire 

system.  



Real Choice Systems Change Grant Program—FY 2002 Real Choice and CPASS Grantees: Final Report 

I-42 

Approaches and Processes  

Grantees reported on lessons they had learned about various approaches and processes 

used in their initiatives. One Grantee found that conducting in-person meetings with home 

care agency staff was very effective in overcoming providers’ reluctance to participate in a 

new agency-with-choice service delivery model. The meetings were used not only to explain 

the program but also to address concerns. Another said that though Money Follows the 

Person mechanisms address the needs of individuals residing in institutions, it is easier and 

more cost-effective to prevent institutionalization through diversion programs than to 

transition people back to the community.  

Commenting on the implementation of New Mexico’s new consumer-direction waiver, grant 

staff reported many lessons learned, including the following: (1) the State would have done 

better to bring in one or two populations to the new Mi Via waiver at a time and to have 

piloted the waiver initially in one or a few areas rather than starting statewide; (2) it is 

important to use a contracts manager to ensure that all the details necessary for 

implementing a new delivery program with varying populations are coordinated in a timely 

manner by the designated individuals and/or teams; (3) outreach and educational materials 

about consumer direction are much more effective if they contain photographs and personal 

quotes to illustrate the diversity of community living; and (4) hiring an experienced 

contractor to help prepare the waiver application was very helpful. The contractor was 

highly skilled in waiver development, ensured compliance with CMS requirements, and was 

instrumental in facilitating the coordination of three different state departments to reach 

consensus on waiver issues with CMS. 

In its grant projects to increase access to information about long-term care services, New 

York noted that a web-based information and referral system can dramatically improve 

consumers’ ability to make informed decisions regarding appropriate long-term care. The 

majority of consumers who used online information and guidance resources did not require 

additional follow-up, which enabled staff to focus on those consumers requiring more 

assistance. However, maintaining an up-to-date system requires considerable financing and 

staffing. They also noted that volunteers can be valuable to a local information and referral 

system, but their role must be well defined and they must be provided with ongoing training 

opportunities. 

In regard to nursing facility transition, Grantees cited (1) the importance of establishing 

relationships with community service providers prior to applying for service in order to 

facilitate access during the transition process; and (2) the need for case managers to 

provide a higher level of monitoring during the first 2 weeks after transition to ensure that 

clients receive the services they need and are not readmitted to the nursing home. It is 
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during this period that individuals who transitioned are vulnerable to a breakdown in service 

delivery.  

Lessons Learned from Specific Initiatives 

Grantees offered a number of observations about the operation of specific initiatives. 

A Grantee with an initiative to develop home and community services in rural areas noted 

that community support is crucial to their development and sustainability. Organizations 

operating in these areas seem to be most successful when they strategically build on the 

strengths of small-town culture, making the most of community pride, local business 

networks, personal relationships, and local events and traditions.  

Another said that the State’s policy of encouraging ICFs/MR to downsize on a voluntary 

basis in order to avoid opposition was slow to bring about change but ultimately successful. 

To retain provider expertise, the State encouraged ICF/MR providers to diversify their 

services, and all of the public ICF/MR providers have become waiver service providers, 

opened smaller facilities, and developed community service capacity.  

A Grantee that tested two models for providing information about and access to services 

said that if the State commits to a systemwide expansion of the local design features 

explored in the grant, such as the system navigator function, communities should have the 

option to choose the model (single or multiple access point) they believe best fits their local 

circumstances. The Grantee also said that sharing computer technology with community 

partners can streamline access to services for consumers; however, it can also duplicate 

work for providers who are still required to input data into their own computer systems. 

Another drawback of computer technology is its high acquisition, installation, and 

maintenance costs. 

A grant initiative to educate the public and employers about caregivers’ responsibilities and 

community resources for supporting caregivers found that TV and radio and newspaper ads 

were very effective. After the media spots were aired, registration for a caregiver 

conference increased fivefold. Additionally, to reach a broad group of caregivers, the 

caregiver curriculum and other resources were designed specifically to address the needs of 

all caregivers and were not identified with just the aging or disability or mental health 

service systems. 

Finally, a Grantee pointed out that it is not possible to anticipate all the issues that can arise 

when implementing a new reimbursement system, so implementing it incrementally over 

several years enabled the State to address issues as they arose and to refine the 

methodology.  
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Recommendations 

Grantees made numerous recommendations for the operation of grants generally, as well as 

for changes in state and federal policies to facilitate and support the provision of home and 

community services. 

Grant Related  

 Because bringing about enduring systems improvements is a time-intensive process, 
states should focus grants on a limited number of clearly defined goals rather than try to 
address multiple, complex issues.  

 When developing community projects, grant staff should avoid a “cookie cutter” 
approach because commitment will be obtained only if the outcomes are generated 
locally and meet the needs of the individual community.  

 Planning within state government is often ineffective because of constant 
reorganizations, budget restrictions, and staff turnover, so grant staff should allow 
additional time to accommodate resulting delays. 

 Large state agencies with multiple grants should coordinate activities across grants in 
order to prevent duplication of effort and to ensure that grant activities in one area are 
compatible with and complement those in other areas. Using grants synergistically 
enables states to leverage resources to improve the long-term care system.  

 When implementing systems change initiatives, it is essential to plan for unanticipated 
events and develop contingency plans.  

 It is important for staff working on different grants and initiatives to meet regularly to 
ensure collaboration and the efficient use of resources—a specific individual should be 
given responsibility for ensuring that this happens. 

 To help implement changes, grant staff should obtain the support of the Medicaid agency 
at the beginning of a major systems change initiative.  

 Because systems change requires significant state agency involvement, state agency 
staff should be assigned full time to grant implementation.  

State Policy 

Grantees made many recommendations for changes in state policy. Some of the 

recommendations were state specific, but many apply generally to all states.  

Service Access and Availability. State-specific recommendations include (1) funding the 

maintenance of a website developed with the grant, (2) lessening the stringency of 

functional eligibility criteria for waiver programs, (3) fully funding Assertive Community 
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Treatment teams, (4) amending ICF/MR regulations to allow more flexibility in the provision 

of services, and (5) reimbursing peer specialist services.  

Recommendations applicable to all states include the following: 

 Develop a plan to coordinate housing, transportation, and home modification policies to 
support community living. 

 Establish an MFP policy to facilitate nursing facility transitions, and adequately fund 
waiver programs. 

 State plan and waiver programs should offer a range of consumer-directed services 
options—including an individual budget—and a broader array of community supports. 
For example, in addition to traditional services provided by a home health aide or 
personal attendant, states should fund assistive technology and modifications to housing 
and vehicles.  

 Ensure that individuals with disabilities who need services and supports but fall through 
the cracks of waiver programs targeted to individuals with specific disabilities receive 
housing and services. 

 Develop a single access point for services. 

 Develop Medicaid-reimbursed supports for consumers with psychiatric disabilities, 
increase supports for employment and transportation, and develop incentives for 
building accessible, affordable housing. 

Consumer Direction 

State-specific recommendations include the following: (1) mandate training in person-

centered planning for all disciplines that work in the mental health system; (2) implement a 

curriculum (similar to Georgia’s Peer Specialist curriculum) to train peers on developing 

person-centered planning written action plans; (3) develop a participant tracking system for 

the new self-direction waiver that can be used by all three agencies that oversee the 

traditional waiver populations being served in the new waiver; and (4) develop a method for 

ensuring that individual budgets are flexible, responsive to consumers’ needs, and 

equitable. 

Recommendations applicable to all states include the following: 

 Ensure that self-direction programs provide sufficient training during enrollment so that 
participants have sufficient knowledge and are comfortable with managing their budgets. 
Also provide training on conflict resolution and managing staff. 

 Research what is available in educational materials about consumer direction and 
determine what can be adapted before spending resources to develop new materials.  
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Medicaid Policy  

Federal policy recommendations include the following: 

 Allow Community Mental Health Centers to use a portion of Medicaid dollars for 
nontraditional supports identified through the person-centered planning process for 
individuals with mental illness. 

 Allow Community Mental Health Centers to use Medicaid dollars to pay trained peer 
specialists as a stand-alone service to deliver nontraditional supports to meet needs 
identified through the person-centered planning process.  

 Change Medicaid’s institutional bias that requires coverage of institutional services but 
permits home and community services to be optional. Amend Medicaid policy so that 
home and community services are mandatory and institutionalization is the last resort. 

 Amend the federal Medicaid statute to allow states to use the same amount of funding 
that pays for lodging in a nursing home to pay for lodging in the community. This policy 
change would help to decrease the number of people in nursing homes—particularly 
those under age 65—who meet the level-of-care criteria but are there solely because 
they cannot afford community housing.  

 Amend the new home and community services state plan option authorized by the 
Deficit Reduction Act of 2005 to allow states to use the same financial eligibility criteria 
that can be used in HCBS waiver programs.  

Several recommendations addressed CMS specifically: 

 CMS should continue Systems Change grant funding to help states continue their efforts 
to improve systems that serve individuals with disabilities.  

 CMS should provide more opportunities for Systems Change Grantees to share lessons 
learned among themselves during the grant period. Other grantors have provided more 
formal opportunities to share with other states and learn from their experiences, for 
example, through quarterly conference calls, trainings, site visits, and conferences. 
Although grant staff were very pleased with the individual technical assistance and the 
resource website, it was not the same as hearing directly from other Grantees.  

 CMS should provide no-cost technical assistance to help states develop the infrastructure 
to monitor health care outcomes and the quality of home and community services. Such 
assistance to increase the availability of data for monitoring, tracking, and planning for 
services for children with special health care needs would greatly assist in sustaining the 
progress made through the Systems Change initiative.  

 CMS should require Grantees to ensure continuity of grant activities in the event that 
grant staff change, both through record keeping and detailed fiscal accounting.  
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 CMS should wait until states have time to work with the new waiver template, which is 
excellent, before making any further revisions. The quality of the instructions and 
guidance enabled grant staff to ask questions about the waiver that they never would 
have posed otherwise. 

 CMS should simplify the process for using grant funds collaboratively with other funding 
sources. One funding source is rarely sufficient to accomplish what needs to be done. 
Blending funding from multiple sources enables states to leverage resources to 
accomplish more. For example, combining a Cash and Counseling grant with the Real 
Choice grant enabled one state to more successfully design, develop, and implement a 
new self-direction waiver, because there were enough resources to pay for consumers to 
attend meetings, conduct town hall meetings, make presentations and videos about 
program participants, and to develop social marketing materials.  

Other Federal Policy 

 Congress should amend Medicare Part D so that dual eligibles who meet nursing facility 
level-of-care criteria do not have co-payments for prescription drugs regardless of their 
living arrangement. Current law exempts dual eligibles in nursing homes from co-
payments but not dual eligibles receiving waiver services, a policy that constitutes an 
institutional bias.  

 HUD should provide more funding for Section 8 vouchers and other housing subsidies, 
and should increase the proportion of housing allocated for people with disabilities in all 
its programs. 

 Federal funding for affordable housing and public transportation systems needs to be 
increased, and federal departments and agencies should coordinate their activities to 
ensure access by individuals with disabilities to federally financed housing and 
transportation. 

 Federal agencies such as HUD and CMS and the Veterans Administration should 
eliminate the strict silos in which they operate so that they can better meet the needs of 
persons with disabilities.  
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6. Conclusions  

Most states’ long-term care (LTC) systems are heavily tilted toward institutional care even 

though most people with disabilities—whatever their age—prefer to live in the community. 

States, with the help of the federal government, are pursuing a number of strategies to 

create more balanced LTC systems and to improve their quality.  

Bringing about enduring change in any state’s LTC system is a difficult and complex 

undertaking that requires the involvement of many public and private entities. As Congress 

and CMS intended, most states used their grants as catalysts for new initiatives or to 

expand existing initiatives; many used them to leverage funding for existing state efforts to 

develop and improve home and community services. 

This report has focused on the achievements of the FY 2002 CPASS and Real Choice 

Grantees. In addition to their numerous accomplishments, virtually all Grantees reported a 

wide range of enduring improvements that directly or indirectly helped to create a better 

and/or more balanced LTC delivery system. In some states, grant activities have acted as a 

catalyst for additional systems change activities since the grants ended.  

As with the FY 2001 Grantees, many of the FY 2002 Grantees had overly ambitious goals—

both in number and scope. Many Grantees learned that efforts to bring about systems 

change through grant projects need to be realistic about what they can accomplish. Rather 

than implementing numerous initiatives, it can be far more effective to strive for substantial 

sustainable changes in just one or a few areas. With a single focus, numerous activities—

outreach, training and technical assistance, demonstrations, research, and promulgation of 

findings and recommendations—can more easily be orchestrated to have a synergistic effect 

that will maximize the potential for sustainable systems improvements.  

Nonetheless, as CMS intended, the grants provided states with the opportunity to try new 

approaches to improve their LTC systems and to learn from both successes and failures. 

Many states were subsequently awarded additional Systems Change grants that they used 

to expand projects begun with the initial grants as well as to implement new initiatives. 

Several states leveraged funding for multiple grants and coordinated their efforts to bring 

about major systems improvements. 

Despite their many accomplishments and enduring improvements, most Grantees described 

continuing barriers to community living for people with disabilities. These barriers include 

insufficient funding for home and community services; lack of affordable and accessible 

housing and transportation; and outdated or inflexible administrative, statutory, and 

regulatory provisions.  
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As the population ages, increasing the demands on the LTC system, these Grantees’ efforts 

and the lessons they have learned will prove invaluable, helping states to provide a greater 

array of high-quality consumer-directed home and community services. These services will 

enable people of all ages with disabilities or chronic illnesses to live in the most integrated 

setting consistent with their needs and preferences. 
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Endnotes 

                                           
1 Coordinated Invitation to Apply for Systems Change Grants for Community Living—Health 
Care Financing Administration CFDA No. 93.779. May 17, 2001. 
2 Most of the FY 2002 Grantees received no-cost grant extensions, and most completed 
their activities by September 30, 2006. Their final reports were due to CMS on December 
31, 2006, with a few due in the first quarter of 2007. RTI’s final report for the FY 2002 
Nursing Facility Transition Grantees was released in July 2007.  
 
RTI will prepare final reports for the FY 2003 Grantees in 2008, and final reports for the FY 
2004 Grantees in early 2009. A different CMS contractor will prepare reports about the 
activities and accomplishments of grants awarded in FY 2005 and FY 2006. 
3 Reports are available at http://www.hcbs.org/. See Appendix for a list of all the reports 
and the complete web address for each.  
4 In some cases, grant staff—including the project director—no longer worked for the state 
agency that was awarded the grant. In such instances, the project director spoke with the 
person most knowledgeable about the grant.  
5 Invitation to Apply for “Real Choice Systems Change Grants for Community Living” to 
Improve Community Services for Children and Adults Who Have a Disability or Long-Term 
Illness. Centers for Medicare & Medicaid Services. CFDA No. 93.779. May 30, 2003. 

http://www.hcbs.org
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COLORADO 

Community-Integrated Personal Assistance Services and Supports Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to provide consumers with personal assistance support 
and service options that enable them to live in integrated community settings that meet 
their needs and preferences. The grant had two major goals: (1) to improve the quality of 
personal attendant support through enhanced consumer control and (2) to promote 
independence and self-sufficiency through community integration.  

The grant was awarded to the Department of Health Care and Financing. 

Role of Key Partners  

 The Gill Foundation—a Colorado organization—participated in meetings to develop a 
sustainability plan for a peer training network.  

 A Consumer Direction Advisory Committee—comprising consumers, family members, 
advocates, providers, case managers, state agency representatives, and other 
stakeholders—helped to plan grant activities and provided input on their implementation. 

Major Accomplishments and Outcomes  

 The Grantee collaborated with the Systems Change Independence Plus grant project to 
sponsor five regional conferences to foster better understanding of Medicaid’s consumer-
direction options.  

 State and grant staff provided training about the elements of consumer direction to 
about 200 case managers and 266 participants in the Consumer-Directed Attendant 
Support (CDAS) waiver.  

Enduring Systems Change  

 The grant was used to help implement the State’s new CDAS program, provided under a 
section 1115 waiver with 500 slots, which offers both skilled services and personal care 
and homemaker services. The State had recently received the waiver, but it was not 
ready for implementation. Grant funds facilitated its implementation by providing 
dedicated funds for a wide range of outreach, education, and training activities. The 
waiver, currently in its fifth year, has 277 participants; 100 applicants are being trained 
prior to their enrollment.  
 
Because some of the 1115 participants have needs that cannot be met in HCBS waivers, 
the State is conferring with CMS about amending the Medicaid state plan to continue the 
CDAS program using one of the new Medicaid options established under the Deficit 
Reduction Act of 2005.  
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 When the CDAS program began, potential participants were required to be able to self-
direct their services. Grant staff worked to amend the regulations to allow authorized 
representatives for individuals who could not self-direct (e.g., persons with cognitive 
impairment), which enabled more individuals to participate in the program.  

 Based on the success of the CDAS program, consumers and advocates educated policy 
makers about the need for a consumer-direction option in the State’s 1915(c) waiver 
programs, which the legislature mandated in 2005. The State has submitted to CMS an 
amendment to add a consumer-directed attendant support option to the Elderly, Blind, 
and Disabled waiver—the State’s largest waiver—and the Persons living with Mental 
Illness waiver, both of which have been approved by CMS. The State will submit 
amendments for all other existing HCBS waivers in due course. 

 Grant staff helped to develop the regulatory infrastructure and operational protocols for 
the FY 2004 implementation of the State’s In-Home Support Services program—an 
agency with choice service delivery option that is available through the existing 
Children’s waiver and the Elderly, Blind, and Disabled waiver.  

 The Grantee developed a comprehensive training protocol and a peer trainer program 
and network, which enabled clients to successfully transition from agency-directed to 
consumer-directed services through the CDAS program. The State has sustained the 
peer trainer program by requiring the fiscal intermediary to provide training and to use 
peer training networks. 

Key Challenges  

 Turnover among key grant staff caused some delays in grant implementation.  

 Providers were reluctant to participate in the In-Home Support Services program: the 
agency with choice service model. Some did not support consumer direction, others were 
reluctant to take on new roles, and many were concerned that this service model would 
increase their liability risk because of the waiving of some provisions of the Nurse 
Practice Act.  

Continuing Challenges 

Implementing innovative programs and policies is difficult without dedicated funds for 
education and training.  

Lessons Learned and Recommendations 

 Collaboration with all stakeholders is critical for the successful development and 
implementation of consumer-direction initiatives. Consumer input, in particular, is 
essential to the development of outreach and training materials. Identifying and 
involving consumers, stakeholders, and community resources early in the project helped 
the Department of Health Care and Financing to achieve its goals, particularly the 
development of the peer trainer sustainability plan. 
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 To overcome provider reluctance to participate in the agency with choice option, the 
grant’s project director held one-on-one educational meetings with agencies to explain 
the program and address their concerns.  

Key Products  

Outreach Materials 

 Grant staff produced brochures for consumers and case managers about the CDAS and 
the In-Home Support Services programs. The brochures describe the consumer-direction 
options in each program and how to apply for services.  

 Grant staff created specialized outreach and enrollment materials, including CDAS 
application packets, for single entry point case managers and providers.  

Educational Materials 

Grant staff produced a CDAS Training and Resources Manual for consumers participating in 
peer training, and a training DVD that features participants sharing their experiences with 
the program. 
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DISTRICT OF COLUMBIA 

Community-Integrated Personal Assistance Services and Supports Grant  

Primary Purpose and Major Goals  

The grant’s primary purpose was to construct a cost-effective personal assistance services 
infrastructure. The grant had two major goals: (1) to improve the availability of information 
about home and community services for consumers and to streamline the eligibility 
determination process, and (2) to create a consumer-directed personal assistance services 
option under the Elderly waiver program. 

The grant was awarded to the District of Columbia Department of Health, Medical Assistance 
Administration (MAA).  

Role of Key Partners  

 Direct Action—a nonprofit disability advocacy organization—provided education and 
training about consumer direction to interested waiver participants.  

 The grant’s Community Advisory Committee played a major role in the planning and 
implementation of all grant activities under both the CPASS grant and the Real Choice 
grant. Several subcommittees worked on specific grant goals and related activities. The 
Committee comprised consumers, consumer advocates, aging and disability experts, 
service providers, members of the DC Coalition on Long Term Care, and staff from the 
DC Office on Aging, the Mental Retardation and Developmental Disabilities 
Administration, and the Income Maintenance Administration of the Department of 
Human Services, with occasional participation from the Department of Mental Health. 

 Real Choice grant staff worked with the CPASS grant staff to develop an Aging and 
Disabilities Resource Center. 

Enduring Systems Change 

 Partly as a result of the extensive educational and advocacy efforts of the grant’s 
Community Advisory Committee and other consumers, the District amended the Elderly 
waiver program to cover the population group under age 65 with physical disabilities. 
The waiver is now called the Elderly and Physically Disabled (EPD) waiver program. 

 Grant staff developed the program and policy infrastructure for a consumer-directed 
services option in the EPD waiver program and submitted a waiver amendment to CMS. 
CMS has requested that DC MAA amend its EPD waiver application to comply with new 
CMS requirements, and the amendment process is under way. Once CMS approval is 
received, a consumer-directed services option will be available.  

 Grant staff developed enabling regulations for the provision of services in assisted living 
facilities through the EPD waiver program.  
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 The District streamlined the EPD waiver application for services by reducing the amount 
of documentation and the number of approvals required for Individual Service Plans. 

 An Aging and Disability Resource Center (ADRC), which was developed by a contractor, 
operated for 14 months before being closed by a political mandate due to contracting 
irregularities. Operations were taken over by the Office on Disabilities and Aging, which 
hired two employees to perform the activities formerly carried out by ADRC staff until 
MAA can implement a new ADRC.  

Key Challenges  

 Overly complex and time-consuming personnel and contracting policies and procedures 
delayed grant initiation for almost 2 years. District budget approval by the U.S. Congress 
and the District’s Office of the Chief Financial Officer was needed to authorize grant 
expenditures, which took a very long time. 

 Development of the consumer-directed services option was initially delayed because of 
(1) an inability to achieve consensus among advocates and consumers on the Advisory 
Committee and (2) the need to hire consultants to assist in the development of key 
features of the new option. Significant progress was made by the end of the grant, but 
implementation was further delayed by the need to address additional CMS 
requirements.  

 CMS policy changes regarding consumer-directed services also delayed implementation 
because policies developed under the grant had to be revised. Consumer-direction rules 
are now being reviewed to conform to CMS guidelines for participant-centered services. 
CMS has acknowledged that its thinking on this subject has evolved since the District’s 
consumer-direction option was proposed.  

 Provisions of the District’s Nurse Practice Act that prohibit nurses from delegating 
specific tasks such as medication administration to unlicensed personnel are a barrier to 
consumer-directed services.  

Continuing Challenges 

Members of the Community Advisory Committee noted that lack of affordable and accessible 
housing is a continuing challenge for individuals with disabilities who want to live in the 
community, particularly individuals seeking to transition from institutions.  

Lessons Learned and Recommendations 

 Having consumers, advocates, providers, and legislators working together increases the 
likelihood of an initiative’s success. 

 Including all stakeholders at the start of an initiative can help to ensure strong support 
for the program.  

 The District needs to simplify and streamline its personnel and contracting requirements.  
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Key Products  

Outreach Materials 

 Grant staff developed information briefs for persons interested in consumer direction. 

 Grant staff revised the Elderly and Physical Disabilities waiver brochure and waiver 
information documents.  

Educational Materials 

A contractor produced a Consumer Direction Manual for consumers to aid them in directing 
their personal care services.  

Technical Materials  

Grant staff developed a survey to determine training and support broker needs in a 
consumer-direction program.  
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HAWAII 

Community-Integrated Personal Assistance Services and Supports Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to support the State’s initiative to transform a fragmented 
system of long-term care services into an integrated system where people with 
developmental disabilities and their families lead and participate in program and policy 
development and planning; and have choice, flexibility, and control over their personal 
assistance services. The grant had five major goals: (1) to involve all stakeholder groups 
and to maximize consumer/self-advocate participation in a collaborative community and 
systems change process; (2) to increase consumers’ involvement and control in planning 
and evaluating their own personal supports, relationships, and community connections; 
(3) to enhance the capacity of individuals to make informed choices about how the personal 
assistance services and supports specified in their individual plans will be delivered and 
managed; (4) to provide individuals with the information, training, and technical assistance 
they need to make choices for self-determination; and (5) to develop mechanisms to 
sustain grant activities, including those to ensure consumer input in systems planning and 
quality assurance activities.  

The grant was awarded to the Department of Health, Developmental Disability Division 
(DOH/DDD), and administered by the University of Hawaii’s Center on Disability Studies. 

Role of Key Partners  

Grant staff created a Statewide Advisory Council, the majority of whose members were 
persons with developmental disabilities—called “self advocates” during the project. The 
Council, co-chaired by two self-advocates, provided guidance and support for grant 
activities and acted as a resource for demonstration site councils and demonstration 
projects.  

Major Accomplishments and Outcomes 

 Grant staff supported the statewide implementation of Consumer-Directed Personal 
Assistance (CDPA)—a new option in the Developmental Disabilities/Mental Retardation 
waiver—which allows participants to hire and manage their personal assistants. They 
developed outreach and training materials and provided training and technical assistance 
to more than 500 people statewide. Although not originally part of the grant’s scope of 
work, the CDPA option became available as the grant was beginning and was consistent 
with the goal to provide information and training to help consumers make choices for 
self-determination.  

 Grant staff developed and implemented a demonstration project in which 21 individuals 
with developmental disabilities who were eligible for waiver services were given 
individual budgets. The budget could not be used to purchase (or duplicate) any of the 
12 services already provided by the waiver. In addition to funding activities they wanted 
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to pursue (e.g., working or spending more time with family members or friends), 
participants used their budgets to pay a Community Support Guide (CSG) to assist them 
in the person-centered planning process. The CSG was the name chosen by stakeholders 
for the support broker model they developed. In addition to developing the contractual 
scope and standards for CSG services, grant staff helped demonstration participants find 
CSGs by facilitating networking and by posting newspaper advertisements and screening 
respondents. 

 Grant staff provided more than 150 hours of group and individual training for 
stakeholders and demonstration participants. This included 27 hour-long training 
presentations for the Statewide Advisory Council on topics such as consumer direction, 
risk and liability, fiscal supports, support broker services, self-advocacy, and person-
centered planning.  

 As a result of the demonstration project, many people in the community—such as 
volunteers and business owners—provided natural supports and have continued to do so 
since the grant ended.  

 When the grant began, only eight individuals were using the consumer-direction option 
in the Developmental Disabilities/Mental Retardation waiver, due to limited awareness 
and knowledge. More than 300 people are now using it, and CPASS outreach helped 
create greater awareness and utilization of this option.  

 The demonstration project has fostered the development of strategies to implement 
individualized budgets in the waiver program. The DOH/DDD considered using an 
Independence Plus waiver, which has received Hawaii state legislative approval, as well 
as adding individualized budgets to the existing 1915(c) waiver program. They are also 
considering new options under the Deficit Reduction Act of 2005.  

Enduring Systems Change  

Prior to receiving the CPASS grant, the DOH/DDD received a Robert Wood Johnson 
Foundation (RWJF) Self Determination grant and chose Kauai as the demonstration site. The 
DOH/DDD applied for the CPASS grant, in part to build on the RWJF grant experience and 
expand self-determination statewide.  

The networking of self-advocates during the project resulted in the creation of a Self-
Advocacy Advisory Council, the first of its kind in Hawaii, which will ensure a sustainable 
and permanent mechanism for self-advocates’ input to the DOH/DDD system after the grant 
ends. Additionally, the demonstration site councils have merged with or become 
Parent/Advocate Advisory Groups, which will continue to provide input to DDD case 
management units. Hawaii consists of islands with very different available resources 
because of variations in population and terrain. The Advisory Groups, in partnership with 
case managers, increase awareness and understanding of the concerns of each particular 
local community.  
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Key Challenges  

 The logistics of working with multiple state departments and navigating different 
administrative processes to bring about systems change were challenging and very time 
consuming.  

 The collaborative planning process required that stakeholders agree on their vision and 
participate in planning the demonstration. The time needed to include all stakeholders, 
including self-advocates, delayed the hiring of fiscal intermediaries and the development 
of operational parameters for individualized budgeting.  

 The short timeline from planning to implementation reduced the number of possible 
fiscal intermediaries as well as the time to negotiate and establish parameters that 
would meet both the fiscal intermediaries’ and the demonstration’s needs. As a result, 
demonstration participants found it difficult to use their budgets in a timely manner. 
Grant staff eventually decided to use the University of Hawaii, which was administering 
the grant, as the fiscal intermediary for purposes of expediency.  

 A fire destroyed the grant office on the University of Hawaii campus in June 2006, 
resulting in the loss of some information and delays in accessing the database, which 
contained information about the demonstration project (e.g., individual goals and 
worksheets, spending status, and detailed purchase histories). Although most critical 
records and information were saved, the project was set back by about 2 months, and 
some participants experienced delays in payments for their final purchases.  

Continuing Challenges 

 The logistics and time needed to work with multiple state departments to bring about 
systems change pose a continuing challenge. 

 Although consumers have more control over their services in programs like CDPA and 
Partnerships in Community Living (a state-funded program), currently those who want 
an individualized budget to direct all their services and supports are unable to do so.  

Lessons Learned and Recommendations  

 The State must spend time building trust, so self-advocates and families can believe that 
meaningful efforts are being made to include them in systems change activities. At the 
same time, the State needs assurances that waiver participants and families are fiscally 
accountable with public resources. The process to achieve these goals requires that 
everyone involved be willing to work together and to compromise. 

 Collaborative efforts by the State, self-advocates, and family members are essential. All 
stakeholders must invest the time needed to learn from one another and to build 
capacity to participate in systems change. The result will be better decision-making 
capability and system outcomes that meet the needs of all stakeholders.  
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 Consumer control of individualized budgets is fairly new to Hawaii, and the State may 
need technical assistance to understand how to proceed in an equitable manner that is 
flexible and responsive to individuals’ needs. 

Key Products  

Outreach Materials 

Grant staff developed a brochure that described the grant’s goals and main focus.  

Educational Materials 

 To assist demonstration participants in developing individualized descriptions of goals 
and plans, grant staff developed and disseminated a Self-Advocate and Family Handbook 
training manual with worksheets. These worksheets were then used as the basis for a 
service contract with the community support guide chosen by participants. 

 Grant staff completed a video documentary featuring self-advocate vignettes, which 
serves both as a report of the demonstration project’s results and as a training tool for 
persons interested in self-direction. This video will continue to be used to further 
promote consumer direction.  

 Grant staff developed an educational website, “Orientation to Consumer-Directed 
Personal Assistance,” to provide consumers and families with information about the new 
waiver option for self-direction (www.hawaii.gov/health/disability-services/ 
developmental/cpass-grant/index.html). 

 Grant staff also developed two booklets for case managers and community support 
guides: Case Manager Guidebook and Community Support Guide Orientation. 

Technical Materials 

Grant staff produced training materials to support the grant’s local CPASS site councils to 
develop and implement their demonstration projects.  

 

http://www.hawaii.gov/health/disability-services/developmental/cpass-grant/index.html
http://www.hawaii.gov/health/disability-services/developmental/cpass-grant/index.html
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INDIANA 

Community-Integrated Personal Assistance Services and Supports Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to create an enduring infrastructure to support consumer-
directed personal assistance services. The grant had two major goals: (1) to develop a 
system in which self-directed personal attendant care is a realistic and accessible service 
option for any individual who chooses to live in the community, and (2) to develop a 
methodology to determine whether the new consumer-directed services option achieves its 
goals of enhancing consumers’ quality of life and improving their satisfaction with services. 

The grant was awarded to the Indiana Family and Social Services Administration.  

Role of Key Partners  

 The Governor’s Commission on Home and Community-Based Services established a 
Project Advisory Council to oversee the FY 2001 Real Choice grant. When the State 
received the CPASS grant, the Project Advisory Council established a Task 
Force/Consumer Advisory Council comprising consumers, state agency representatives, 
service providers, and other stakeholders to oversee its activities. The CPASS Task Force 
focused on changing the definition of consumer-directed attendant care provided under 
the waiver to include tasks currently allowed under the State’s consumer-directed 
attendant care program.  

 Area Agencies on Aging (AAAs) assisted in coordinating the training programs for case 
managers and in hosting consumer training.  

 The Office of Medicaid Policy and Planning (the Medicaid single state agency) provided 
oversight of grant and administrative activities and helped develop and authorize 
amendments to the Medicaid Aged and Disabled waiver to support a consumer-directed 
attendant care option.  

Major Accomplishments and Outcomes  

 Grant staff conducted an extensive outreach and education campaign to inform AAA case 
managers, private case managers, eligible waiver participants, and attendants about the 
Aged and Disabled waiver’s new consumer-directed services option. The outreach 
campaign included letters, brochures, and postcards introducing the program to the 
target audiences. 

 Grant staff developed three training manuals about the new service option—for case 
managers, consumers, and attendants. Through a cooperative effort of the Division on 
Aging, the AAAs, and existing educational programs for case managers, grant staff 
conducted training statewide with more than 400 case managers—who received 
continuing education credits—and with 238 consumers and attendants.  
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 Grant staff developed and implemented a fiscal intermediary model for the consumer-
direction program. The fiscal intermediary’s responsibilities include (1) developing and 
maintaining an attendant registry, (2) operating a system to obtain criminal background 
checks, (3) establishing and maintaining an informational website about its services with 
a link to the Division on Aging website for additional program information, and 
(4) integrating its services with the current case management and payment systems.  

 Grant staff developed checklists for case managers to help them determine individuals’ 
readiness to self-direct their services and to assist in ongoing monitoring activities.  

Enduring Systems Change  

 The grant was used to develop and implement a consumer-directed attendant services 
option for the Aged and Disabled waiver program, and the State made the necessary 
regulatory changes to support its implementation. 
 
The State has already consolidated three of its four HCBS waivers into the Aged and 
Disabled waiver, and plans to consolidate the fourth; thus all waiver populations other 
than persons with developmental disabilities (DD) will soon have access to consumer-
directed attendant care. The State is considering adding a self-direction option to the DD 
waiver.  

 Grant staff developed a telephone-based time and task-monitoring system that is used 
for billing and tracking attendant service delivery.  

Key Challenges  

 A change in state administration resulted in considerable staff turnover, which greatly 
slowed down grant implementation. As a result, most grant activities had to be 
implemented in just 1 year, which made completion difficult.  

 Despite the educational efforts of grant staff, some case managers were somewhat 
reluctant early in the process to accept the self-direction philosophy.  

Continuing Challenges 

Although some consumers would like the option to direct services other than attendant care 
and some would like the option of having an individualized budget, the State has not yet 
decided to make these options available. The State anticipates that additional waiver 
services will be included under the self-direction option (e.g., homemaker and respite care) 
but has not yet established a timeline for implementation. There are no current plans to 
provide individual budgets.  
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Lessons Learned and Recommendations 

 It is important to engage case managers early in the process of implementing a new 
consumer-direction program because their involvement is critical in shaping a program’s 
policy and encouraging consumers to participate in the program.  

 The Indiana Family and Social Services Administration recognized the need to establish a 
grants unit to assist the divisions in preparing grant applications as well as with grant 
tracking and files and records maintenance.  

Key Products  

Outreach Materials 

The Grantee developed Answers to Frequently Asked Questions for case managers, 
consumers, and providers about the new consumer-direction program. This information was 
included in training materials and is available on the Division on Aging website.  

Educational Materials 

Grant staff developed separate training manuals about the new consumer-direction option 
for case managers, consumers, and attendants. The manuals have been distributed to all 
AAAs and are available online and on CD-ROM. They are also available through the State’s 
INsite system, which was developed specifically for the In-Home Services Program (that 
includes Medicaid HCBS waivers and the state-funded CHOICE program) to collect such data 
as the number of people receiving services. Additional training materials are available 
online. 
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KANSAS 

Community-Integrated Personal Assistance Services and Supports Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop an infrastructure to increase the use of 
consumer-direction options for Personal Care Assistant (PCA) services statewide. The grant 
had three major goals: (1) to increase the availability of personal care workers to meet 
consumer needs, (2) to provide an infrastructure to support individuals with developmental 
disabilities and/or their families to develop and exercise management skills to achieve 
maximum consumer control over all aspects of PCA services, and (3) to develop a method 
for collecting consumer satisfaction data from persons with developmental disabilities and 
their families regarding their services.  

The grant was awarded to the University of Kansas Center for Research, Inc. 

Role of Key Partners  

 The grant’s Advisory Council—comprising consumers, parents, advocates, service 
providers, state officials, representatives from the Statewide Independent Living Council 
of Kansas and Kansas Association of Centers for Independent Living, and other 
stakeholders—provided input on grant activities and helped to develop consumer-
focused quality assurance standards for consumer-directed services. 

 The Advisory Council established the KPASS Stakeholder Task Force, which edited the 
Kansas Self-Direction Toolkit and helped conduct training. 

 The Occupational Center of Central Kansas, Topeka Arc, and the Center for Independent 
Living Southwest Kansas conducted pilot programs in self-direction. 

 Officers from Interhab—a statewide association of community developmental disability 
organizations and service providers—helped develop the self-direction waiver definitions, 
promoted self-direction services to administrators, and participated in a 2-day workshop 
to develop the Self-Direction Toolkit.  

 Staff from the Self-Advocate Coalition of Kansas conducted five half-day workshops for 
consumers and case managers using the Self-Direction Toolkit developed by the grant. 

Major Accomplishments and Outcomes  

 Grant staff developed consumer-focused quality assurance standards for consumer-
directed services, which were used in three pilot programs. The development process 
helped to establish a common language for defining quality for all target groups, 
including those with cognitive impairment. The standards informed revisions to the 
State’s contracts with Medicaid Mental Retardation/Developmental Disabilities (MR/DD) 
waiver providers as well as the development of training materials about self-direction. 
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 Pilot program staff provided training in self-direction to consumers, case managers, and 
service providers, and continue to serve as mentors for other service providers across 
the State. One of the pilots drafted a comprehensive self-direction notebook with input 
from consumers and family members.  

 Grant staff conducted six workshops for 128 people and two breakout sessions attended 
by 80 persons at the Southwest Kansas Self-Direction Conference. 

 With input from parents, advocates, case managers, and administrators, grant staff 
completed a final version of a Self-Direction Toolkit to be used at self-direction trainings 
across the State. The Toolkit was adapted from one developed by Tennessee.  

 At the beginning of the grant, staff worked with the leadership of state provider 
associations to educate them about self-direction and gain their support, which was very 
helpful in convincing some providers of the benefits of self-direction.  

Enduring Systems Change  

 As a result of grant activities to change the regulatory infrastructure so that it would 
enable and support self-direction, the State modified the Medicaid MR/DD waiver 
program to allow all waiver participants to self-direct their services. Previously, 
participants had to live with their parents in order to self-direct. As a result, waiver 
participants have access to self-directed services in all settings. 
 
The State also modified the state service provider contract for all waiver programs to 
require agencies to educate consumers about the self-direction option, to document 
consumer understanding of and interest in self-directing their services, and, for those 
who choose to do so, to document their evaluation of the support they received in 
learning to self-direct. As a result of these documentation requirements, the state 
Medicaid agency can now document the number of individuals self-directing their 
services and the range of services that they choose.  

 Staff at one pilot site worked with a state agency to develop a new licensing agreement 
for community services providers who want to offer only self-directed services. Prior to 
this change, providers had to offer agency-provided services as well as the self-directed 
services option.  

Key Challenges  

 Some providers did not support self-direction, particularly at the beginning of the grant. 
This was partly due to concerns about how to ensure quality when consumers self-direct 
their services.  

 Some activities aimed at increasing the availability of personal care workers were not 
implemented because establishing the regulatory infrastructure for self-direction, which 
needed to be completed first, took longer than anticipated. 
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Continuing Challenges 

Although the number of MR/DD waiver participants self-directing their services has 
increased, the transition to self-direction is still in the very early stages. Some service 
providers neither understand nor support self-direction. 

Lessons Learned and Recommendations 

 As early in the process as possible, projects should recruit recognized spokespeople who 
support self-direction to help ensure that a shift from agency-directed services to self-
directed services continues and is supported at all levels. Projects should also include 
individuals who are hesitant to embrace the concept of self-direction for persons with 
developmental disabilities in order to educate them and gain their support and 
assistance in conducting project activities.  

 It is essential that consumer satisfaction data collected through the State’s reporting 
system be analyzed and reported to stakeholders in a timely fashion. 

Key Products  

Educational Materials 

Grant staff and partners produced a Kansas Self-Direction Toolkit, which they disseminated 
throughout the State to consumers, family members, case managers, and state agency 
representatives. Oregon is using the Toolkit as the starting point for developing one of its 
own. The Toolkit has been posted on the websites of the Kansas Association of Centers for 
Independent Living and the Shawnee County Community Developmental Disabilities 
Organization. It has also been translated into Spanish.  
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NORTH CAROLINA  

Community-Integrated Personal Assistance Services and Supports Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop infrastructure to support the use of consumer-
directed services. The grant had three major goals: (1) to facilitate consumer direction of 
services and supports through statutory and regulatory changes; (2) to increase consumer-
direction options for personal assistance services and supports through training and 
technical assistance for providers and consumers; and (3) to create community pilot 
initiatives for collaborative approaches across populations to enable people with disabilities 
and long-term conditions to direct their own supports, assume personal responsibility, 
manage risks, and exercise their rights. 

The grant was awarded to the North Carolina Department of Health and Human Services. 

Role of Key Partners  

 Oregon Technical Assistance Corporation, in conjunction with Easter Seals UCP of North 
Carolina, developed written resources and training materials, as well as the Consumer-
Directed Supports Toolbox to educate consumers and provider staff about consumer 
direction.  

 The State’s Real Choice grant staff coordinated their work on consumer-direction 
initiatives with CPASS grant staff, and the advisory committees for both grants were 
merged into a single oversight body to facilitate coordination of related activities.  

 The grant funded four pilot initiatives to encourage community inclusiveness and 
consumer direction. The pilots were implemented by the Arc of Mecklenburg County, 
First in Families of North Carolina, the Stevens Foundation for Development and 
Enrichment Services, and Powerful Youth Friends, a project of Exceptional Children’s 
Assistance Center. 

Major Accomplishments and Outcomes  

 The grant funded a study by the Human Services Research Institute (HSRI) to identify 
statutory and regulatory barriers to consumer direction and to identify any new statutes, 
regulations, or other provisions needed to enable and support consumer direction; for 
example, those related to the Workers’ Compensation Act and the conduct of criminal 
background checks. The State continues to review the study’s recommendations to 
determine which actions to take. The recommendations were incorporated into a 
strategic planning effort begun in 2006 to “Connect the Dots” among long-term services 
and supports initiatives. This strategic plan incorporates several of the HSRI 
recommendations for further action. 
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 By working together on grant activities, staff from various Divisions and Offices within 
the Department of Health and Human Services (DHHS), representatives from community 
organizations, consumers, and advocates developed an understanding of the 
commonality of needs and service barriers across disability and long-term care 
populations, and reached consensus that consumer-directed services are important for 
all disability and long-term care services groups.  

 The Consumer-Directed Supports Toolbox was created and distributed to about 45 case 
managers and other provider staff to use in educating consumers specifically and the 
community generally. Some of these individuals were involved in consumer-direction 
pilot projects implemented under the State’s Real Choice grant and others with the 
CPASS grant’s pilot programs aimed at educating the community.  

 The four community pilots trained consumer leaders to educate their communities about 
the importance of community integration for people with disabilities. Each pilot initiative 
chose a focus for its community efforts based on a community assessment: 
(1) affordable and accessible housing and accessible information on services and 
supports, (2) future planning for individuals with disabilities when family members are 
no longer available to assist them, (3) person-centered planning and self-determination, 
and (4) consumer direction and empowerment that address the specific concerns of 
youth with disabilities. 
 
All of the consumer leadership teams from the four pilots are continuing to develop and 
implement strategies in their focus areas to the degree they are able to do so without 
funding. The pilot conducted by First in Families of North Carolina, Inc., which focused 
on future planning, has continued to develop and offer its Lifetime Connections program 
for a fee. The program is being offered in the central part of the State to families of 
individuals with disabilities to plan for their future and to develop personal community 
networks. First in Families intends to eventually offer this service throughout the State.  

Enduring Systems Change  

 Grant resources and technical assistance helped the State to develop a new 1915(c) 
waiver for persons with mental retardation/developmental disabilities that will include a 
consumer-directed option for up to 600 individuals over the first 3 years of the waiver. 
At the time this report was prepared, the State planned to implement the waiver in 
2007. The Consumer-Directed Supports Toolbox developed under the grant will be used 
to educate waiver participants and local case managers and provider staff.  

 DHHS staff are more informed about consumer-direction options and are prepared to 
implement further options for consumers to direct their services and supports. The State 
plans to expand the Community Alternatives Program waiver for adults with physical 
disabilities to all 100 counties and to review other new HCBS options in the Deficit 
Reduction Act of 2005 to determine whether the State can create other self-directed 
services options.  
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Key Challenges  

Working with staff from multiple state agencies, disability groups, and service providers to 
achieve consensus around several grant initiatives was difficult. Goals took longer to 
implement than expected, and some activities were modified because of delays in other 
activities. These challenges were addressed through the close working relationship among 
grant coordinators of the CPASS and Real Choice grants, a strong stakeholder advisory 
group, a hired facilitator to lead meetings, and leadership by the Department. 

Continuing Challenges 

 Structural constraints such as separate funding and administration for similar services 
within different divisions of the DHHS makes it difficult to coordinate consumer-directed 
services options. For instance, the Medicaid waiver for individuals who are aging or have 
physical disabilities has different regulations from the Medicaid waiver for individuals 
with mental retardation/developmental disabilities, and they are administered by 
different divisions of DHHS. The Division of Vocational Rehabilitation’s Independent 
Living program is administered through yet another set of rules and regulations, as is 
the Division of Aging and Adult Services’ Home and Community Care Block grant 
program. 

 Continued technical assistance will be needed both to provide expertise and to promote 
collaboration among different divisions of DHHS as consumer-direction options are 
developed to support various populations with disabilities.  

Lessons Learned and Recommendations 

 States should take the time to develop relationships and a common language and 
understanding among stakeholder and constituent groups. Use of a hired facilitator to 
manage discussions among these groups was very helpful. Although it was difficult and 
time consuming to develop consensus among state divisions and consumer advocates 
representing varying population groups (physical disability, aging, developmental 
disabilities, mental health, etc.), doing so has resulted in ongoing relationships, 
discussions, and impetus for further systems reform. 

 Although developing consensus among stakeholders is essential, it is also important to 
allow enough flexibility for different constituent groups to define self-direction within 
their own context.  

 It is important for staff working on different grants and initiatives to meet regularly to 
ensure collaboration and the efficient use of resources, and a specific individual should 
be given the responsibility to ensure that this happens. 

 Medicaid requires coverage of institutional services, whereas home and community 
services are optional. Statutory and regulatory changes are needed to make home and 
community services the first option and institutional services the second for long-term 
care needs.  
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 Regulations for ICFs/MR should allow more flexibility in the provision of services. 

Key Products  

Outreach Materials 

A brochure entitled Consumer-Directed Supports in North Carolina provided general 
information about consumer-directed services. Approximately 10,000 copies have been 
distributed throughout the long-term care and disability service system. 

Educational Materials 

The Consumer-Directed Supports Toolbox, developed for the consumer-direction waiver 
participants and providers, includes (1) three different PowerPoint slide presentations 
targeting different audiences; (2) a set of exercises that can be used in conjunction with the 
PowerPoint presentations to create a training event; (3) brochures about consumer direction 
for public distribution; (4) a video entitled “Your Choice—an Introduction to Consumer-
Directed Care in Aging Services,” depicting older individuals who experience consumer-
directed supports through the Independent Living Program of the Division of Vocational 
Rehabilitation; and (5) a DVD entitled “Choosing the Best...You Decide,” showing individuals 
with developmental disabilities who are making important life choices.  
 
The Toolbox also includes a movie on a CD entitled “Metaphors and Mindsets,” which 
provides some of the history of the disability rights movement and the events precursory to 
the development of consumer-directed supports; and a manual for consumers and family 
members, intended primarily for consumers who have decided to participate in a consumer-
directed supports option. It is anticipated that the manual will be used by care advisors/case 
managers as “one-on-one” training materials. The manual contains a number of appendixes 
and website references for more technical information. The Toolbox can be found at 
http://www.hcbs.org/moreInfo.php/doc/1834. 

Reports 

 Grant funds were used to commission a study assessing barriers to consumer-directed 
supports within statutes and rules pertaining to services offered by all divisions within 
the DHHS. The contractor prepared three reports: (1) Summary of Major Findings and 
Recommendations; (2) Implementing Consumer-Directed Supports: An Analysis of 
Constraints in Rules and Recommendations for Systemic Change; and (3) North Carolina 
Legislative and Rule Analysis of Constraints to the Implementation of Consumer-Directed 
Supports. The reports can be obtained from Ann.Eller@ncmail.net.  

 The Center for Urban Affairs at North Carolina State University conducted a study of the 
impact of the grant and the Real Choice Consumer-Directed pilots and issued a report 
entitled North Carolina Consumer-Directed Services Demonstration Project: Final Project 
Report.  

 

http://www.hcbs.org/moreInfo.php/doc/1834
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TENNESSEE 

Community-Integrated Personal Assistance Services and Supports Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop an enduring system of accessible, consumer-
designed and -directed personal assistance supports and services in Tennessee. The grant 
had four major goals: (1) to develop and provide education, training, mentoring, and 
support in self-direction for consumers, workers, advocates, providers, and professionals; 
(2) to increase the use of consumer-direction options for personal assistance services, as 
well as to increase awareness and understanding of self-direction; (3) to develop and pilot a 
consumer-direction personal assistance program; and (4) to sustain services for pilot 
participants after completion of the grant.  

The grant was awarded to the Department of Finance and Administration, Division of Mental 
Retardation Services (DMRS), which contracted with the Arc of Tennessee to implement the 
grant.  

Role of Key Partners  

 The grant’s Project Oversight Committee—comprising 11 consumers, 3 family members, 
and advocacy organizations—helped to develop assessment and training materials, 
discussed needed policy changes, and assisted in the selection of pilot participants and in 
pilot implementation.  

 The grant’s Multi-Agency Advisory Council—comprising the heads of state departments 
(or their designee) that administer or oversee long-term care and/or disability 
programs—assessed policy barriers to implementing a self-direction option in waiver 
programs.  

Major Accomplishments and Outcomes  

 Grant staff monitored fiscal administration of the pilot program. The Arc of Tennessee 
arranged for each participant to contract with a fiscal intermediary, who processed time 
sheets and sent participants the paychecks to distribute to their workers. 

 When the grant’s pilot project was starting, the State began operating a new Self-
Determination waiver program, which was established to serve individuals on the DMRS 
waiting list for waiver services. In collaboration with DMRS, grant staff from the Arc of 
Tennessee held regional meetings to present information about the agency requirements 
for becoming a provider of personal assistance services under the new waiver. To 
encourage agencies to adopt the self-direction philosophy and to participate in the new 
waiver, grant staff offered mentoring and training for agencies that enrolled as 
providers.  
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 The State combined information and educational materials about self-direction, which 
grant staff developed for the pilot, with regulatory information to develop a Personal 
Assistance Services Resource Manual.  

 Prior to the grant, some state agency staff supported an institutional bias in the 
provision of long-term care services. As a result of grant activities, more staff are now 
supportive of home and community services generally and self-direction specifically.  

Enduring Systems Change  

 Tennessee does not have a waiver for individuals with developmental disabilities other 
than mental retardation. Some of these individuals may qualify for services in the State’s 
Elderly and Disabled waiver for adults aged 21 and older, if they meet the age and 
nursing facility level-of-care criteria. Prior to the grant, none of the State’s waivers 
permitted consumer direction.  
 
Grant staff developed and implemented a pilot project for seven individuals with physical 
disabilities and developmental disabilities other than mental retardation, who directed 
the services in their individual budgets. (The number of participants was limited by 
restrictions on the use of grant funds to provide direct services.) The pilot’s purpose was 
twofold: (1) to demonstrate that self-direction is a feasible option for individuals with 
these types of disabilities, and (2) to provide an impetus to the State to add a self-
direction option to the Elderly and Disabled waiver and to create a new self-directed 
waiver for individuals with developmental disabilities other than mental retardation.  
 
The State has committed to sustaining the project for 2 years with state funds until a 
Medicaid funding option becomes available for program participants.  

 The State is now considering policies to increase access to home and community 
services, including obtaining and implementing waiver amendments and developing new 
waivers that will expand services and the option to self-direct services.  

Key Challenges  

 The lack of understanding and support for self-direction was initially a barrier. However, 
key state agency staff are now committed to considering policies and practices that will 
make it possible for more consumers to control their services. 

 The lack of system infrastructure to support a consumer-direction option was a barrier to 
making it more widely available. 

Continuing Challenges 

 The infrastructure to support consumer direction is still not totally developed, but the 
State is continuing to work on it, particularly the information technology system. 
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 The nurse delegation provisions of the Nurse Practice Act are a major barrier to 
consumer direction and need to be amended to allow non-medical personnel to perform 
some nursing tasks such as tube feedings and bowel and bladder management. The Act 
permits relatives and others to perform these tasks only if they are not paid to do so; 
otherwise the Act requires that they be performed by licensed nurses or certified nursing 
assistants under their supervision.  
 
Allowing paid personal assistants who are adequately trained by consumers or their 
representative to perform some of these tasks would eliminate the need to hire licensed 
nurses with its attendant high costs.  

Lessons Learned and Recommendations 

 Obtaining the support of the Medicaid agency at the beginning of a major systems 
change initiative takes time, but doing so helps to implement changes.  

 Self-direction programs need to provide sufficient training during enrollment to ensure 
that participants have the necessary knowledge and are comfortable with managing their 
budgets. They also need to provide training in conflict resolution and managing staff. 

Key Products  

Outreach Materials 

Grant staff created a brochure highlighting key points about the project and available 
educational materials. They also produced a video on self-directing services, on support 
broker services, and on fiscal administration, which has been produced in DVD and VHS 
formats, and is available in English and Spanish, captioning, and closed captioning.  

Educational Materials 

Grant staff in the Arc of Tennessee with guidance from the Project Oversight Committee 
produced a Self-Assessment Tool, a Checklist, and a User Guide for recruiting, screening, 
selecting, and managing personal assistants. They also developed a Mentor’s Guide for 
individuals who had experience employing personal assistants to help pilot participants. 

The outreach and educational products will continue to be distributed statewide and used for 
education and training for self-directed services in all programs and for all disability groups. 
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WEST VIRGINIA 

Community-Integrated Personal Assistance Services and Supports Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to enable individuals of any age who are eligible for 
Medicaid-funded personal assistance services to choose the services that match their needs. 
The grant had four major goals: (1) to increase the knowledge, skills, and abilities of 
consumers to direct their own personal assistance services and supports; (2) to ensure 
consumer access to comparative information on providers, services, and costs; (3) to 
develop strategies to promote recruitment and retention of qualified personal assistants; 
and (4) to research, promote, and initiate Medicaid policy changes for maximum self-
direction and control in the state plan or waiver programs for home and community services 
and supports.  

The grant was awarded to the Center for Excellence in Disabilities of the Robert C. Byrd 
Health Sciences Center, West Virginia University.  

Role of Key Partners  

 The West Virginia Bureau for Medical Services and the Bureau of Senior Services 
collaborated with the Center for Excellence in Disabilities on all grant activities.  

 The CPASS grant Advisory Group—comprising persons with disabilities, family members, 
consumer advocates and advocacy organizations, service providers, and state agency 
staff—participated regularly in grant implementation. The Group reviewed products 
under development, provided comments and recommendations, participated in training 
sessions on consumer direction, and provided input on policy recommendations.  

 The Consumer Oversight Commission, established for the State’s FY 2001 Nursing 
Facility Transition (NFT) grant, continued its activities after the NFT grant ended and, at 
the request of CPASS grant staff, provided input on grant activities. 

Major Accomplishments and Outcomes  

 Grant staff developed the program and policy infrastructure for a consumer-direction 
option—Personal Options—in the State’s Medicaid Aged and Disabled waiver program. 

 To inform strategies to improve the recruitment and retention of personal assistants, 
grant staff surveyed agencies providing Medicaid-funded personal assistance services to 
obtain information on agency and worker characteristics, wages and benefits, and 
turnover and vacancy rates. The report of the survey’s findings, Comparative Provider 
Survey, was provided to state agency staff, providers, and other stakeholders.  

 Grant staff held a 1-day training session on recruiting and retention strategies for 
personal care assistants, which was attended by 110 personal assistance services 
providers. 
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 Grant staff convened a 2-day meeting of individuals with disabilities, state agency 
representatives, and service providers on “Finding Common Ground: Creating Inclusive 
Communities.” The meeting included information sharing, brainstorming, and planning to 
promote greater community inclusion for people with disabilities.  

 Grant staff, some consumer members of the advisory board, and state agency staff 
provided technical assistance and training in consumer direction, as well as awareness 
training about the rights and abilities of persons with disabilities to direct their own 
services. More than 2,500 persons received training or technical assistance, including 
graduate students in health care (e.g., nursing and occupational therapy), professionals, 
family members, adults with disabilities, policy makers, and the general public.  

 Grant staff helped to write the application for a Robert Wood Johnson Cash and 
Counseling (C&C) grant to sustain the CPASS grant activities. The State was awarded a 
grant, and resources from both grants were combined to design a consumer-direction 
module to collect data and monitor fiscal management of individual spending plans.  

Enduring Systems Change  

 As a result of the success of the grant project and the award of the C&C grant, the State 
amended the Aged and Disabled waiver program to add a self-directed services option—
Personal Options—which was available to about 3,400 individuals statewide beginning 
May 2007. The State’s Bureau of Senior Services is currently implementing a statewide 
marketing effort about Personal Options, which includes newspaper stories, TV spots, 
and the mailing of a letter to every waiver participant.  

 Grant staff developed an Internet–based Personal Attendant Directory/Registry, which 
has been maintained by the Bureau of Senior Services since the grant ended.  

Key Challenges  

 The state Medicaid agency experienced turnover in the staff working on grant activities 
and the waiver amendment, delaying grant implementation.  

 Changes in the State’s level-of-care criteria during the grant and the hiring of a new 
entity to perform eligibility determinations led to the loss of waiver services for some 
participants. This in turn led to lawsuits, publicity, and the eventual involvement of the 
governor and the legislature to address the issue. As a result, Medicaid agency staff did 
not have sufficient time to work on grant implementation, which slowed progress.  

 Some providers did not embrace the self-direction concept.  

 Lack of trust, respect, and cooperation among providers and state agencies limited 
collaboration to improve the system.  
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Continuing Challenges 

Although the State has committed to implementing consumer direction, some agency staff 
and service providers still have a mindset that people with disabilities need to be taken care 
of, rather than be assisted to live independently. 

Lessons Learned and Recommendations 

 Because systems change requires significant state agency involvement, it would be 
helpful for state agency personnel to be assigned full time to grant implementation 
rather than dividing their time among a number of responsibilities.  

 All stakeholders should be assured of meaningful input in the development of Medicaid 
policy, procedures, and practices to ensure that key issues are addressed. The 
interaction of state agency personnel, providers, and consumers and their advocates 
helps each to understand the others’ concerns and needs.  

Key Products  

Outreach Materials 

 Grant staff created a brochure about the CPASS initiative promoting self-directed 
personal assistance services and supports, which was distributed at various events, 
presentations, and advocacy events. 

 Grant staff presented information on grant activities, self-directed services, and the new 
Personal Options program on a public television program that was broadcast throughout 
the State for several months.  

Educational Materials 

 Grant staff developed a Person Centered Planning Checklist, for use by providers, 
consumers, and family members during service planning.  

 Grant staff developed a Personal Options Participant Manual and Resource Guide and a 
Direct Service Worker Toolkit and direct care workers’ curriculum. Drafts of these 
materials were field-tested and modified based on feedback from participants. The 
materials are currently being used statewide.  

Technical Materials  

 The Grantee developed a survey to collect workforce data from providers. A database 
with information from the survey is being maintained by the West Virginia University 
Center on Aging website, at www.WVCaregivers.org.  

 Grant staff researched and developed a presentation on “Turnover Costs of Direct Care 
Workers.”  

http://www.WVCaregivers.org
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Reports 

The grant produced a research brief—The Direct Care Workforce: Medicaid Funded Personal 
Assistance Services in West Virginia—which was disseminated at conferences, HCBS quality 
assurance meetings, long-term care planning groups, legislative oversight committees, and 
to state agency personnel. It will continue to be used at provider trainings. 
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ALASKA 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to implement a consumer-direction option in four Medicaid 
waiver programs. The grant had three major goals: (1) to ensure that a planning, capacity 
building, monitoring, and advocacy structure was in place that would lead to systems 
improvements; (2) to integrate self-determined service delivery arrangements into the 
current service delivery systems; and (3) to improve access to services through systems 
reform and the development, implementation, and evaluation of consumer-driven service 
coordination systems. 

The grant was awarded to the Department of Health and Social Services (DHSS), Division of 
Senior and Disabilities Services. DHSS contracted with the University of Alaska’s Center for 
Human Development to assist in grant implementation and to conduct a summative 
evaluation of the grant project.  

Role of Key Partners  

 The Governor’s Council on Disabilities and Special Education, which is within the DHSS, 
received grant funds to hire staff to support a Consumer Task Force comprising 
consumers, family members, advocates, service providers, and state agency 
representatives.  
 
The Governor’s Council also helped to organize three annual aging and disability policy 
summits, and played a key role in the work to improve the management of a waiting list 
for persons with developmental disabilities.  

 The Consumer Task Force reviewed Alaska’s existing consumer-direction personal care 
assistance program, examined models in other states, and made recommendations for a 
consumer-direction model for all waiver populations.  

 The Senior Advocacy Coalition cosponsored monthly teleconferences for consumers and 
stakeholders in rural Alaska to educate them in how to bring about change in policy and 
service delivery systems. The Coalition is a voluntary group comprising aging 
organizations; for example, Older Person’s Action Group, Alaska Commission on Aging, 
AGENET, and Senior Citizens Advisory Commission.  

Major Accomplishments and Outcomes  

 Grant staff and partners sponsored three annual Disability Policy Summits. The purpose 
of the 2003 summit was to acquaint the new state administration with issues affecting 
the lives of Alaskans with disabilities and to propose solutions. At the 2004 summit, 
representatives of 31 cross-disability groups discussed housing, education, community 
participation, health care, transportation, and employment issues. Representation 
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increased to 52 cross-disability groups at the 2005 summit, who revised a work plan to 
address priorities for improving the system of long-term services and supports for people 
of all ages with disabilities.  
 
The policy summits brought the discussion of disability and senior issues to the same 
table, and enabled consumers, other stakeholders, and administrators to share 
information and work toward a unified vision for the aging and disability communities. 

 The Governor’s Council on Disabilities and Special Education secured funding from the 
Alaska Mental Health Trust Authority for the Center for Human Development to conduct 
the Partners in Policymaking program, which provides leadership training and internships 
for people with developmental disabilities and their families. Grant funding was used to 
increase the number of statewide trainings by four, and to offer training and internships 
to seniors and adults with physical disabilities.  

 After the Governor announced the merger of senior and disabilities services in 2003, the 
Governor’s Council on Disabilities and Special Education collaborated with the Division of 
Senior and Disabilities Services (DSDS), the Alaska Commission on Aging, and the State 
Independent Living Council, to hold forums on how the merger could best work for 
consumers. In eight communities, the forums solicited feedback from individuals with 
disabilities, seniors, family members, and service providers. Grant staff formed The Task 
Force on the Integration of Senior and Disabilities Services to address priority areas 
identified by stakeholders at the forums, and made recommendations to the DSDS in 
January 2004.  

Enduring Systems Change  

 The grant’s Care Coordination Planning Team—comprising DSDS staff and Center for 
Human Development staff who had originally designed the Care Coordination training—
revised the State’s competency standards for Medicaid waiver care coordinators. The 
revisions clarified some provisions and emphasized consumer-direction principles in the 
standards. They emphasize that care coordinators have a responsibility to ensure that 
consumers exercise choice and direct their own care. The State adopted the competency 
standards for care coordinators in October 2006.  

 The Care Coordination Planning Team also developed new training modules for care 
coordinators that include in-person and online training programs emphasizing the 
principles of self-determination and service coordination concepts. The Team completely 
revised the State’s Care Coordination training, which was implemented in late 2005 and 
early 2006. 

 The grant project established an Ad Hoc Committee to examine Alaska’s current waiver 
waiting list for persons with developmental disabilities. The Committee comprised 
several members of the Consumer Task Force, supplemented by key DSDS staff, 
families, and service providers. The Committee made 17 recommendations to improve 
waiting list management.  
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As a result, the legislature appropriated $3 million as state match to $4.1 million in 
Medicaid federal funds to provide services to 100 people on the waiting list. DSDS also 
agreed to serve 25 persons on the waiting list each quarter over the next 5 years, 
excluding crisis placements. The State will provide additional waiver slots for those who 
meet the level-of-care criteria. DSDS has implemented some of the other 16 
recommendations, and the Ad Hoc Committee continues to meet to elaborate the 
remaining recommendations.  

Key Challenges  

 The project lacked continuity in grant activities as the result of a state agency 
reorganization that involved the merger of senior and disability services under a single 
agency, a change in state administration, and frequent turnover in both grant staff and 
top administrative personnel.  

 After hearing from the Director of Senior and Disabilities Services that amending the four 
current waivers to include a consumer-direction option was not feasible, the Consumer 
Task Force recommended to the DHSS that the State apply for a new 1915(c) self-
direction waiver utilizing the Independence Plus waiver template. Although grant staff 
drafted a new 1915(c) IP self-direction waiver application, DHSS leadership determined 
in March 2005 that the timing was not right for moving forward with a self-direction 
waiver.  
 
The DHSS leadership was not supportive of consumer-direction initiatives in general. 
When Alaska’s Personal Care Assistance program transitioned from an independent 
contractor model to an agency with choice model, in October 2001, a number of policy 
changes were also made—for example, the ability to have a family member provide 
services. However, the program did not institute a good system of controls and balances. 
For example, agency staff determined how many hours of services would be provided 
but did not receive training in how to make these determinations, and consumers were 
not trained to manage their own care. (The State now uses contracted nursing 
organizations to perform the assessments and requires agencies to provide consumer 
training.) 
 
As a result, the program’s annual cost increased from $7.6 million to $79 million over a 
3-year period, an outcome that some DHSS leaders and legislators blamed on the 
consumer-direction concept. Therefore, some state officials are wary of consumer-
direction initiatives. The Administration’s lack of support necessitated grant staff and the 
Consumer Task Force revising the project’s goals to fit the State’s priorities. 

Continuing Challenges 

Some state policy makers remain wary of consumer-direction initiatives, making it difficult 
to increase options for consumers to direct services in the State’s waiver programs. 



Alaska Real Choice 

II-40 

Lessons Learned and Recommendations 

Before beginning work to implement a consumer-driven service delivery model, it is 
essential to have the support of legislative and administrative policy makers. 

Key Products  

Educational Materials 

Grant staff developed educational and training materials for families and consumers about 
services and resources available in Alaska, on how to navigate the long-term care system, 
and how to be more in control of one’s care. 

Reports 

The University of Alaska’s Center for Human Development prepared a final evaluation 
report, Alaska’s Real Choice Systems Change Project, which was released in December 
2006. As part of the evaluation, the Center surveyed Consumer Task Force members about 
the grant process, activities, and outcomes; and also surveyed care coordinators on the new 
training process.  
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CALIFORNIA 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to improve consumers’ ability to manage their services 
and improve the quality of care provided in the California In-Home Supportive Services 
(IHSS) program. The grant had two major goals: (1) to develop educational materials to 
enable IHSS participants to better understand the program and to develop the necessary 
skills to direct their care, and (2) to identify the training and other support needs of IHSS 
workers and develop educational materials and resources to help them improve the quality 
of care they provide to consumers.  

Public Authorities (PAs) are quasi-governmental entities that work with counties to provide a 
registry of qualified care providers for consumers. California requires all PAs to provide 
access to training on the IHSS program to consumers and providers.  

The grant was awarded to the California Department of Social Services (CDSS), which 
contracted with the Institute for Social Research (ISR) of the California State University in 
Sacramento to implement the grant. 

Role of Key Partners  

The IHSS Enhancement Initiative Task Force and its committees advised CDSS on grant 
activities. The Task Force included consumers, providers, and representatives from state 
agencies, the County Welfare Director’s Association representing county IHSS 
administrators and staff, the California Association of Public Authorities, the Service 
Employees International Union, and the Family Caregiver Alliance. The Task Force’s Material 
Review Committee provided input on the development of educational materials.  

Major Accomplishments and Outcomes  

 ISR conducted a needs assessment to determine what supports IHSS participants need 
to manage their employer responsibilities. The needs assessment included 15 focus 
groups in three counties with participants, workers, and staff from IHSS programs and 
PAs. ISR conducted separate focus groups with staff in the Service Employee 
International Union in Los Angeles County and the United Domestic Workers union in the 
San Francisco area. ISR also conducted 111 telephone interviews with IHSS and PA staff, 
participants, and workers in 18 counties.  

 ISR developed an inventory of existing educational and resource materials and 
determined which topics needed revised materials and which needed new materials. 
They then developed and tested the educational materials. The topics of these materials 
included (1) responsibilities of participants’ role as an employer (hiring, firing, managing 
services, and hours that providers may work); (2) responsibilities of care providers (do’s 
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and don’ts on the job); (3) personal health and safety issues; (4) available resources for 
supporting care; and (5) program services.  

 CDSS provided two train-the-trainer workshops for county IHSS staff and PA staff to 
prepare them to educate consumers and workers. CDSS also distributed the new 
educational materials to county IHSS programs and PAs.  

Enduring Systems Change  

The California Department of Social Services distributed educational materials developed 
under the grant to county IHSS programs, PAs, and nonprofit consortia. The latter have the 
same role as PAs but are used by a few of California’s smaller counties, whose population is 
insufficient to have individual PAs. All of these entities will make these materials available, 
in their public lobbies, to the IHSS program’s 375,000 participants and the general public, 
as well as to county workers. The materials are also available on the CDSS website. IHSS 
program staff and the PAs will update and customize the materials over time as needed.  

Key Challenges 

This large state has a very diverse population, and the IHSS program is administered by 58 
counties, which vary in their internal operations in administering the State’s welfare 
programs. Developing materials that would work in all counties was a major challenge.  

Continuing Challenges 

Because IHSS program regulations are complex and frequently changing, keeping 
stakeholders educated is challenging. The State provides instructions to counties, which are 
responsible for directly administering State welfare programs and furnishing the information 
to participants and workers. To facilitate education, CDSS holds open forums with 
stakeholders to gain their input and educate them about policy changes. 

Lessons Learned and Recommendations 

 Grant staff initially attempted to develop a General Resource Guide for the entire State 
but concluded that it was impractical given that resources vary by county. 

 Many states have developed educational materials about consumer direction. States 
should research what is available and determine what can be adapted before expending 
resources to develop new materials.  

Key Products  

Educational and Technical Materials 

 CDSS developed numerous materials: a handbook and pamphlet for consumers; a 
handbook and pamphlet for workers; a Consumer/Provider Task Grid, which lists 
common care tasks and negotiated care hours; a Consumer/Provider Job Agreement; a 
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resource guide on adaptive equipment and supplies (durable medical equipment); a File 
of Life (a summary of emergency medical information available in several types of 
media, including a magnet), a CD containing PDF versions of the consumer and provider 
handbooks; and an IHSS Consumer Training Media DVD about program services, and 
hiring and supervising workers.  

 CDSS had the two pamphlets, the job agreement, and the task grid translated into 12 
languages and a Braille version. The handbooks were translated into the four most 
common languages among IHSS recipients: Spanish, Armenian, Chinese, and Russian. 

 





 Real Choice 

II-45 

COLORADO 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to improve the State’s long-term care (LTC) system by 
expanding community-based service options to enable consumers to live in the most 
integrated setting appropriate to their needs. The grant had four major goals: (1) to identify 
service needs and gaps in the existing system, focusing on problems in the frontier and 
rural areas; (2) to enhance the quality assurance and quality improvement systems for all 
community services throughout the State; (3) to develop and implement demonstration or 
pilot programs to increase community services and consumer options; and (4) to develop an 
education and awareness campaign for consumers and providers about community-based 
LTC services options. 

The grant was awarded to the Colorado Department of Health Care Policy and Financing, 
which is the state Medicaid agency and the operating agency for HCBS waivers.  

Role of Key Partners  

 The grant’s Consumer Task Force—comprising consumers, advocates, and agency staff—
participated in work groups, planning meetings, and focus groups, as well as in the 
monitoring and evaluation of grant activities. 

 The Center for Research Strategies (CRS) developed, implemented, and reported the 
results of a survey of providers and consumers of Medicaid community-based LTC 
services. 

 The Department of Public Health and Environment (DPHE) worked with grant staff to 
improve the DPHE Complaint Program website.  

Major Accomplishments and Outcomes  

 Grant staff collaborated with CRS to develop and implement a statewide LTC services 
capacity survey for providers and consumers. The provider survey, which elicited 
providers’ views on their ability to provide community-based LTC services, was mailed to 
all providers in the State, including personal care/homemaker, home health care, and 
adult day care providers; alternative care facilities; residential treatment facilities for the 
mentally ill; residential care facilities for the developmentally disabled; and hospice 
providers.  
 
The consumer survey was mailed to a random sample of individuals receiving Medicaid 
community-based LTC services to obtain their opinions on the services they receive as 
well as those they need. CRS produced a report on the limitations of the current system 
with recommendations to make the system more effective.  
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 The Grantee awarded contracts to four Colorado organizations, totaling $125,000, under 
the Rural Seed grant program. The funded projects were designed to fill unmet needs, 
remove barriers, and improve services and quality of life for individuals with disabilities 
residing in rural communities. Three of the four projects accomplished their objectives. 

– The Colorado West Regional Mental Health Center installed telepsychiatry equipment 
at seven grant sites and trained staff and clinicians to use and maintain the 
equipment. Clients expressed a very high degree of satisfaction with the service; 
several reported that they would not have had access to psychiatric care without it. 
Others reported that it (1) ensured more timely renewal of prescriptions requiring a 
psychiatric visit; (2) was convenient; and (3) allowed access to specialized care, 
such as child psychiatry, which would otherwise be unavailable.  

– Timberline Adult Day Services, a nonprofit organization, used its grant to provide 
services to persons of all ages with a wide range of disabilities and chronic medical 
conditions.  

– Cooper Corner Adult Day Program used its grant to reopen and resume serving 
clients after a year of inactivity.  

– Southeast Mental Health Services used grant funds to provide specialty and non-
emergency medical transportation. The grant stipulated that a minimum number of 
trips had to be provided, but because consumers did not request transportation to 
the extent expected, this service will be discontinued.  

 Grant staff convened a Mental Health Advisory Committee comprising consumers, 
providers, practitioners, advocates, and experts from several fields, including mental 
health, long-term care, and independent living. This committee focused specifically on 
issues involved in transitioning nursing facility residents with mental illness into 
community living arrangements and produced a best practices report that is offered as a 
guide for service providers, advocates, and mental health clients. The adoption of the 
report’s guidelines and recommended best practices is voluntary—the Department of 
Health Care Policy and Financing has not mandated them.  

 A consultant conducted research to identify both opportunities and barriers for 
individuals with mental illness who want to transition from nursing facilities to 
community-based settings. Service providers at mental health centers, independent 
living centers, and case management agencies provided answers to a series of questions 
about their organizations’ services, transition processes, current and recent transition 
activity, collaboration practices, beliefs about clients’ transition potential, and the 
resources available in their communities. Based on the interview data, grant staff 
produced a report offering recommendations to the Department of Health Care Policy 
and Financing that would address transition barriers and increase support for and 
monitoring of various agencies’ efforts to transition nursing facility residents.  

 Grant staff conducted a statewide Summit on Community Living for Individuals with 
Mental/Behavioral Health Challenges to increase opportunities for networking, 
collaboration, and knowledge-sharing among agencies and systems providing long-term 
services to people with mental illness.  
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Enduring Systems Change  

 Grant staff implemented the Quality for Equality (Q4E) Project to examine and enhance 
quality assurance and quality improvement (QA/QI) in Medicaid HCBS programs, 
particularly those providing services in clients’ homes. Staff recruited and coordinated 
the Q4E Committee, staffed and documented all Committee and subcommittee 
meetings, conducted research, analyzed information, and wrote a final report with 
recommendations for improving the QA/QI system.  
 
One of the recommendations was to improve the Department of Public Health and 
Environment’s website to better enable web users to locate home care provider 
agencies, to review histories of complaints against such agencies, and to file a 
complaint. Grant staff and DPHE staff worked together to implement this 
recommendation and to make other improvements. Consumers can also use the website 
to access information and tools related to the provision of LTC services in the home and 
community. The website was given a new name: http://homecarecolorado.info. 

 In response to advocates’ concerns about the quality of case management services and 
the process by which case management agencies incorporate client input into quality 
improvement activities, grant staff designed and piloted a new survey instrument: Client 
Satisfaction Survey for Medicaid Long-Term Care Case Management. The survey was 
designed to increase the opportunities for clients to provide feedback on case 
management services, and provide accurate data on the quality of these services to case 
management agencies, the Department of Health Care and Financing, and Medicaid 
clients. The Department is now using the instrument to solicit consumer input annually 
on case management services.  

 Information and educational materials developed under the grant and an improved 
website have increased consumers’ knowledge of and access to home and community 
services.  

 The Rural Seed grant program increased service availability to meet the needs of people 
with disabilities in the four targeted communities, and three of the four projects have 
continued beyond the grant period by leveraging grant funds to obtain additional funding 
sources. 

Key Challenges  

 Consumers found it difficult to participate in advisory committees because of a lack of 
transportation, inclement weather, health problems, and inflexible attendant care 
schedules. The Grantee attempted to overcome these challenges by (1) reimbursing 
transportation and other costs, including meals, lodging, and attendant care, while 
traveling to meetings; and (2) providing teleconferencing for all grant advisory 
committee meetings. 

http://homecarecolorado.info
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 Achieving consensus when formulating quality improvement recommendations was 
challenging given the wide range of perspectives that had to be incorporated—including 
those of service providers.  

 The Cooper Corner Adult Day program faced several challenges, including transportation 
barriers and limited knowledge of marketing and outreach strategies. The staff found it 
difficult to raise the program’s visibility, recruit new clients, find other funding sources, 
and develop a long-range plan for sustainability. The Department granted a 4-month 
extension with the stipulation that Cooper Corner use the remaining grant funds and the 
additional time to obtain technical assistance in the areas of marketing, outreach, 
fundraising, and strategic planning. Southeast Mental Health Services faced similar 
challenges. 

Continuing Challenges 

Rural service providers need technical assistance in organizational development, 
fundraising, marketing and outreach, board/staff training, volunteer recruitment and 
management, community needs assessment, project evaluation, and other areas.  

Lessons Learned and Recommendations 

General 

 Ensure that stakeholders are involved from the very beginning and throughout the 
project, and obtain their support for grant activities.  

 Encourage trust and honesty among collaborative partners. Do not avoid controversial 
issues, but address them directly and validate all stakeholders’ opinions, including 
minority views. 

Rural Seed Grant Program 

 Each rural community is unique, with its own resources and barriers. Because of the 
variety and complexity of rural issues, adequate representation of rural areas is needed 
when statewide issues are under consideration. Whenever possible, consumers, 
providers, advocates, and other stakeholders from each of Colorado’s rural regions 
should be recruited and included in discussions with the State about policy issues. 

 Community support is crucial to projects in rural areas. Organizations operating in these 
areas seem to be most successful when they strategically build on the strengths of 
small-town culture, making the most of community pride, local business networks, 
personal relationships, and local events and traditions.  

Key Products  

Outreach and Educational Materials 

Grant staff developed a variety of materials: (1) a directory entitled Colorado Medicaid 
Alternative Care Facilities Resource List for Clients with Mental Illness; (2) a fact sheet 



Colorado Real Choice 

II-49 

about the roles and responsibilities of LTC case managers; (3) a brochure in English, 
Spanish, Russian, and Vietnamese—Support, Service, and Satisfaction: Resolving Problems 
with Home Health, Personal Care and/or Homemaker Service Agencies—and a worksheet, 
Finding a Quality Home Care Agency; and (4) a set of six DVDs/videos featuring highlights 
from a grant-sponsored statewide summit, including workshop sessions and keynote 
speeches, on community living for individuals with mental/behavioral challenges.  

Technical Materials  

 Grant staff authored a report entitled Transitioning Clients with Mental Illness from 
Colorado Nursing Facilities: A Best Practices Model Report, which included the following 
tools: a Transition Flow Chart; a Nursing Facility Client Transition Referral and Response 
Form; a Transition Readiness Assessment Form; a Community Resource Assessment 
Form; and a Client Community Living Self-Assessment Form. 

 Grant staff designed and piloted a new survey instrument: Client Satisfaction Survey for 
Medicaid Long-Term Care Case Management. 

Reports 

Some of the reports below are mentioned earlier in this summary. Most are available online. 

 Systems Change for Real Choices: Report on Provider Survey and Consumer Needs 
Assessment Survey (2004). Available at  
http://www.chcpf.state.co.us/HCPF/Pdf_Bin/Final_Report.doc 

 Case Management Client Satisfaction Survey Project: Final Report and Recommendations 
(2006). Available at http://www.hcbs.org/moreInfo.php/doc/1761 

 Quality for Equality: Committee Report and Recommendations (2006). Available at 
http://www.hcbs.org/moreInfo.php/doc/1546 

 Report on Colorado’s Rural Seed Grant Program, 2004–2005 (2006). Available at 
http://www.hcbs.org/moreInfo.php/doc/1545 

 Transitioning Clients with Mental Illness from Colorado Nursing Facilities: A Best 
Practices Model Report (2006). Available at 
http://www.hcbs.org/moreInfo.php/doc/1759 

 Community Transition Opportunities and Barriers for Nursing Facility Residents with 
Mental Illness (2006).  

http://www.chcpf.state.co.us/HCPF/Pdf_Bin/Final_Report.doc
http://www.hcbs.org/moreInfo.php/doc/1761
http://www.hcbs.org/moreInfo.php/doc/1546
http://www.hcbs.org/moreInfo.php/doc/1545
http://www.hcbs.org/moreInfo.php/doc/1759
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COMMONWEALTH OF NORTHERN MARIANA ISLANDS (CNMI) 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to expand long-term care capacity in the Commonwealth 
and develop methods to increase consumer access to—and control of—personal assistance 
services. The grant had five major goals: (1) to increase access to assistive technology (AT) 
devices and provide training about AT for consumers and service providers, (2) to create a 
community center on each of the Commonwealth’s three main islands to function as venues 
for coordination and delivery of personal assistance services, (3) to develop a web-based 
information and referral center to be used by consumers and those serving persons with 
disabilities and long-term care needs, (4) to establish a respite care service program, and 
(5) to increase consumer control and choice of services by increasing the number of self-
advocates participating in the PARTNERS in Policymaking program.  

The grant was awarded to the CNMI Council on Developmental Disabilities.  

Role of Key Partners 

 AssistGuide, Inc., was subcontracted to establish a comprehensive one-stop, web-based 
resource center for consumers, agency providers, Council members, and other 
stakeholders who provide services for persons with disabilities or long-term care needs. 

 The CNMI Center for Independent Living (CIL) recruited participants for the PARTNERS in 
Policymaking program and identified AT devices needed to operate an Independent 
Living Transitional Model Home Center and an AT loan program.  

 The Consumer Task Force (CTF), comprising 30 consumers and advocates, assisted in 
the planning and coordination of trainings and workshops, and in presentations about 
grant activities. The CTF also evaluated subcontractor work products, progress, and 
outcomes, and collaborated with the CNMI Council on Developmental Disabilities on 
several grant initiatives.  

 J & L Enterprises and the Tinian Legislative Delegation partnered with the grantee to 
launch and operate a transportation service for individuals with disabilities on Rota 
Island and Tinian Island, respectively.  

 The Northern Marianas College University Center for Excellence (NMC-UCE) collaborated 
with the grant subcontractor, AssistGuide, Inc., to develop a data collection and analysis 
capability for the Council. NMC-UCE also contributed funds for the construction of the 
one-stop, web-based resource center.  

 Northern Marianas Housing Corporation provided HUD funding for an Independent Living 
Transitional Model Home Center.  



Commonwealth of Northern Mariana Islands Real Choice 

II-52 

 The Office of Aging was involved in the creation of one-stop information and referral 
centers on two of the islands.  

Major Accomplishments and Outcomes  

 Grant staff conducted a survey to identify individuals with disabilities and their families 
who are considered unserved or underserved in order to establish a comprehensive and 
inclusive listserv, ensuring that they have an opportunity to participate in all available 
trainings and other Council activities. Other surveys were conducted to determine the 
need for respite services, transportation services, and one-stop resource centers on the 
Commonwealth’s three islands. The needs assessments also informed the selection and 
purchase of AT equipment and devices for the Council’s AT Equipment Loan Center.  

 The grant funded a PARTNERS In Policymaking (PIP) program, a leadership training 
program for adults with disabilities and parents of young children with developmental 
disabilities. The program educates participants about current issues and best practices in 
the disabilities field and the policy-making and legislative process. Consumers from all 
three islands (220 participants) attended the program; of the 60 graduates, a third are 
now serving on boards of directors or advisory councils for various service providers and 
nonprofit self-advocacy groups or organizations. The Council is lobbying to establish a 
permanent funding source to continue the PIP program and has already found several 
members of Congress willing to sponsor legislation. 

 Grant funds and HUD funds were used to renovate an existing building to become the 
Independent Living Transitional Model Home Center, where persons with disabilities can 
learn independent living skills and where developers and prospective homeowners can 
view and experience a fully accessible home. The CNMI CIL operates and manages the 
Model Home Center. 

Enduring Systems Change  

 Grant partners developed a data collection and analysis capability to document the size 
and conditions of the disabilities community, to direct attention to relevant issues of 
community concern, to justify resource allocation, and to improve the focus of service 
programs. This capability is for the DD Council’s use but is also available to any 
government and nongovernment service provider or nonprofit organization. 

 Grant partners developed the infrastructure for a website to provide long-term care 
information and referral services after the grant ended. The platform is designed as a 
self-sustaining enterprise and public funds are not required for operation or growth. Fees 
will be collected from providers, but there will be no charge for consumers. To inform 
service providers about the website, the contractor conducted a 2-day event that was 
attended by 95 percent of CNMI’s long-term care providers, most of whom do not have 
their own websites. The event gave providers the opportunity to register on the site and 
to learn how to upload information about their respective programs and services. 
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 Grant staff developed a pilot program to provide respite care services for children aged 5 
to 12 years on one island. The pilot was successful, which enabled the contractor to 
expand services to a second location. The pilot—and the CNMI-wide needs assessment 
undertaken by grant staff—contributed to the enactment of a law in 2004 establishing a 
permanent program of Respite Care Services for individuals of all ages with disabilities. 
However, funds for the program have not yet been appropriated.  

 The grant enabled the Council to procure various AT devices and equipment for its AT 
loan program. The Assistive Technology Project administered by the Council received 
federal funding from the Department of Education and will be implementing a $508,392 
low-interest loan program that will offer qualified individuals with disabilities affordable 
loans to purchase assistive technology, adapted vehicles, and/or home modifications. 

 The grant also enabled the expansion of public transportation services for individuals 
with disabilities and elderly persons to all three of the Commonwealth’s islands. 
Accessible vans were purchased and partners were found to operate the services. The 
program will continue to be funded with a grant from the Department of Transportation 
with the CNMI Public School System as the Grantee, which has committed to adding 
vehicles as needed. The number of people using the service increased from 120 to 720 
by the end of the grant. 

 Although the grant goal of establishing community centers on all three islands for the 
coordination of services was not fully accomplished, the Council used grant funds to 
establish a one-stop family information and referral center on one island in 2005 that 
has since been merged with the one-stop center of the Family Support Center (FSC) 360 
Project. The FSC 360 Project is being financed by a new federal grant, and a one-stop 
center on a second island was opened in 2006 with the support of FSC 360 grant staff 
and resources. Another center will be opened on the third island as soon as a suitable 
and affordable building has been identified.  

Key Challenges  

 Several goals were not completed because of inadequate funding, including retrofitting 
the transitional home with assistive technology and conducting AT training with 
consumers.  

 The renovation of an existing building to become the Independent Living Transitional 
Model Home Center required more time and money than anticipated, delaying its 
completion until after the grant had ended. (Grant funding for the project was delivered 
and obligated to HUD during the grant period.) 

 Although the PARTNERS in Policymaking program was conducted successfully throughout 
the 3 years of the grant, lack of funding prevented the completion of the last cycle of 
training for some participants. 



Commonwealth of Northern Mariana Islands Real Choice 

II-54 

Continuing Challenges 

 Although CNMI enacted a law 3 years ago to establish a Respite Care program, they did 
not appropriate funding for the program. The grant’s pilot program for children continues 
to operate on a fee-for-service basis, but there is a dire need for respite services—
including home care—on all three islands for caregivers of persons of all ages with all 
types of disabilities. The Council is continuing its efforts to secure funding.  

 A significant number of families still do not know about services provided by the Council 
and other service providers. 

Lessons Learned and Recommendations 

 CMS should require Grantees to ensure continuity of grant activities, both through record 
keeping and detailed fiscal accounting, in the event that grant staff change.  

 CNMI should fund the maintenance of the website developed with the grant. 

 All agencies that provide services to persons with disabilities and the CNMI Council on 
Developmental Disabilities should attempt to collaborate to address issues affecting 
persons with disabilities. For example, agencies should engage in a united and concerted 
effort to remedy the lack of accessible public transportation services.  

Key Products  

Outreach Materials 

Grant staff produced brochures about the grant, the Respite Care Service, and the 
PARTNERS in Policymaking program; bumper stickers for the Saipan Call-A-Ride and Rota 
Call-A-Ride initiatives; PowerPoint presentations about the transportation initiative and the 
proposal for funding assistance for the Independent Living Transitional Model Home Center; 
and other information leaflets/flyers. Most materials will be used beyond the grant period. 

Educational Materials 

The training materials used during the PARTNERS In Policymaking activities covered many 
topics, such as inclusive education, supported/competitive employment, parliamentary 
procedure, self-advocacy, community organizing, using the media, and supported/ 
independent living. Some of the materials are currently being used as training modules or 
resource guides by various service providers and nonprofit associations of families of people 
with disabilities.  
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CONNECTICUT 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to build capacity to support informed decision making, 
independent living, and a meaningful quality of life for persons with disabilities. The grant 
had six major goals: (1) to assess the extent to which persons with disabilities are able to 
receive an inclusive education and obtain supports and services needed to enhance 
independence and participate in community life; (2) to facilitate the development of an 
expanded workforce to meet the needs of persons with disabilities; (3) to enhance the 
capacity of state agencies to provide services by including persons with disabilities and their 
families as partners and decision makers in service design and delivery; (4) to select and 
assist three Connecticut communities to become models of capacity building and support for 
promoting opportunities and choices for persons with disabilities; (5) to disseminate 
information and resources for project replication; and (6) to increase public awareness of 
persons’ with disabilities need for community inclusion.  

The grant was awarded to the Connecticut Department of Social Services (CDSS). The 
grantee contracted with the A. J. Pappanikou Center for Developmental Disabilities of the 
University of Connecticut to implement many of the grant’s activities.  

Role of Key Partners  

 A Steering Committee, comprising members from key consumer organizations as well as 
participating state agencies and staff from other CMS-funded grants, guided grant 
activities. 

 The grant directors for multiple grants—Nursing Facility Transitions (NFT), Medicaid 
Infrastructure, CPASS, Quality Assurance/Quality Improvement, and Independence 
Plus—met every 6 to 8 weeks to identify potential areas for collaboration. In addition, 
staff from the NFT grant participated in task force meetings for the community inclusion 
pilot projects to identify opportunities and resources for nursing facility transitions. 

Major Accomplishments and Outcomes  

 A contractor assessed whether persons with disabilities in Connecticut can obtain 
supports and services to enable full community participation and independence. 
Activities included a survey of consumers on such topics as accessibility of public and 
private places, employment, and community participation. The contractor also assessed 
how well state agencies’ staff development approaches promote the self-determination 
philosophy.  

 A contractor coordinated eight forums for legislators, eight regional forums for the 
general public, and a statewide conference with representatives from seven communities 
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to promote awareness of disability issues and to facilitate networking among community 
leaders and consumers in order to include people with disabilities in community life.  

 To expand the number of personal assistance workers in Connecticut, grant staff 
developed recruitment and outreach materials for use in high schools, community 
colleges, and other educational venues in collaboration with the CMS-funded CPASS 
grant. Grant staff also facilitated collaboration between the Medicaid Infrastructure 
grant, the Connecticut Association of Personal Assistants, the Department of Mental 
Retardation (DMR), and Allied Community Resources to develop methods for recruiting 
workers, such as the development of guidelines for a “Rewarding Work” website.  

 A contractor and staff from one of the model community pilots produced a wide array of 
materials to educate both the public and legislators about barriers to full participation in 
community life by persons with disabilities and the supports needed for full community 
inclusion.  

Enduring Systems Change  

 Grant staff selected three communities (Bridgeport, Groton, and New Haven) to each 
pilot a model community project, focused on implementing community-specific activities 
to enhance the inclusion of people with disabilities in the community. Two of the model 
communities (Groton and New Haven) achieved national recognition for their efforts. The 
Town of Groton developed a resource directory for people with disabilities and has 
committed to updating the directory for people with disabilities both in print and on the 
Internet. New Haven sponsored a Disability Mentoring Day that matched young adults 
with disabilities with employers. Bridgeport sponsored a fair housing workshop and 
established a dial-a-ride transportation program for people with disabilities and seniors, 
which increased their ability to participate in their communities and to access services. 
 
Each community relied on grassroots involvement, using community education and other 
methods to raise awareness about disability issues in order to increase the participation 
and inclusion of people with disabilities in community activities. As a result of the grant’s 
public education and awareness activities about the model communities project, nine 
other communities allocated funding for projects to increase the inclusion of people with 
disabilities in their communities. The most significant projects included the development 
of a 30-hour-a-week dial-a-ride program in southwestern Connecticut. 

 The formation of a cross-disability Steering Committee for the grant, among the first of 
its kind in the State, led to the creation of several statewide coalitions, including the 
Inclusion Think Tank, whose mission is to support collaborative efforts to expand 
community inclusion across the State, and the Disability Advocacy Collaborative. The 
Collaborative is a cross-disability network of disability rights advocates whose mission is 
to inform and educate individuals with disabilities and their families, as well as dozens of 
advocacy organizations, to influence how services and supports for people with 
disabilities are provided. It has received funding from the Connecticut Council on 
Developmental Disabilities and is restructuring to become a nonprofit organization in 
order to sustain its efforts.  
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Key Challenges  

 Some communities initially viewed full community inclusion solely in terms of improved 
physical access to housing, transportation, and public buildings. Grant-affiliated staff 
worked to ensure that communities understood the broader definition of community 
inclusion, which recognizes the importance of social connections between persons with 
disabilities and nondisabled citizens. To increase these connections, one town hired 
inclusion specialists to work with a town parks and recreation program to ensure that 
people with disabilities can participate in recreation and sports activities along with 
nondisabled peers.  

 Turnover in local leadership stalled progress in some communities. In one of the towns 
the turnover led to slow decision making and little or no follow-up to decisions that were 
made, making it very difficult to fulfill the project’s goals.  

Continuing Challenges 

Three system-level statewide problems present barriers to the full inclusion of people with 
disabilities in the community: the lack of (1) affordable and accessible housing, 
(2) adequate public transportation, and (3) a Money Follows the Person (MFP) policy.  

Lessons Learned and Recommendations  

 To facilitate nursing facility transitions, the State needs to establish an MFP policy and 
adequate funding for waiver programs. The Personal Care Assistance, DMR, and Elder 
Medicaid waivers have helped facilitate nursing facility transitions, but a more systematic 
transition approach with specific goals is needed. After the grant ended, the State 
received a CMS-funded MFP grant, which will help establish such a process. 

 Grant initiatives need to be consumer driven from the outset. “Nothing about us without 
us” should be the guiding philosophy. Grant staff should establish interagency and cross-
disciplinary coalitions early during the project and develop and foster opportunities for 
people with disabilities to inform and educate legislators, community leaders, and state 
agencies serving people with disabilities. This is the most effective way to present 
information and bring about change. Grant staff should also develop partnerships at the 
community level through task forces of consumers and various community leaders. Buy-
in and sustainability will be attained as stakeholders commit to specific shared outcomes 
on common projects.  

 When developing community projects, grant staff should avoid a “cookie cutter” 
approach because commitment will be obtained only if the outcomes are generated 
locally and meet the needs of the individual community. The use of community forums to 
help develop shared goals is an effective tool for promoting local change. 

 Grant staff also found it very helpful to hire facilitators to work with various stakeholder 
groups to achieve consensus, particularly in the three model communities where 
stakeholders held disparate views.  
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 To be most effective, grants should focus on one or two simple goals rather than try to 
address multiple complex issues.  

 State plan and waiver programs should offer a range of consumer-directed services 
options—including an individual budget option—and a broader array of community 
supports in addition to traditional services provided by a home health aide or personal 
attendants--for example, modifications to housing and vehicles and access to assistive 
technology. 

 In addition to increasing physical access to housing, transportation, and public buildings, 
initiatives to facilitate transition by promoting community integration should include 
social interactions among persons with disabilities and nondisabled persons.  

 The functional eligibility criteria—two or more activities of daily living (ADL) 
impairments—for the State’s six Medicaid waivers (Personal Care Assistance, Home Care 
Program for Elders, Acquired Brain Injury, Katie Beckett, and DMR’s Comprehensive and 
Individual Family Support waivers) are too stringent and should be changed.  

 The State should ensure that individuals with disabilities who need services and supports 
do not fall through the cracks of waiver programs targeted to specific disabilities.  

 The State should develop a single access point for all services. 

 The State should develop Medicaid-reimbursed supports for consumers with psychiatric 
disabilities, increase supports for employment and transportation, and develop incentives 
for building accessible and affordable housing. 

Key Products  

Unless otherwise noted, grant staff developed all of the following materials and reports. 

Educational Materials 

 Three briefs on accessibility, employment, and community participation and involvement 
were distilled from the findings of the consumer survey. 

 Four fact sheets on accessibility, transportation, respectful language, and on how the 
media typically portray people with disabilities, will be shared with media outlets. 

 A guide helps consumers learn how to use local media to promote community inclusion. 

 A compendium of ideas on community inclusion for people with disabilities includes 
information from the eight forums and the statewide conference on community inclusion, 
and from the activities of the three model communities. The compendium covers 
common barriers to inclusion, themes that may help address challenges, examples of 
community inclusion initiatives, and an extensive series of suggested action steps.  

 The Town of Groton, one of the three pilot sites for the model community initiative, 
developed A Resource Directory for Persons with Disabilities and Their Families. 
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Reports 

 One report focused on the consumer survey—Connecticut Real Choice Consumer Survey: 
Are Citizens with Disabilities Able to Participate in All Desired Aspects of Community Life 
in the Town in Which They Live? 

 Beyond Services to Clients: Are We Training Staff to Support Self-Determination and 
Consumer Decision Making? assessed whether the staff development practices of state 
agencies incorporated principles of self-determination and consumer empowerment. 

 Consumer and Family Perspectives on Services Provided by Connecticut’s State Agencies 
assessed consumers’ views as to whether services provided by state agencies supported 
self-determination and consumer empowerment.  
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DISTRICT OF COLUMBIA 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to create infrastructure to build a cost-effective HCBS 
system. The grant had four major goals: (1) to better coordinate policy across government 
agencies; (2) to improve the dissemination of HCBS information to consumers and 
streamline the eligibility determination process; (3) to develop an accessible continuum of 
services across the life span from institutionalization to self-sufficiency; and (4) to develop 
infrastructure to ensure an adequate pool of qualified providers, a range of services for 
meeting consumers’ needs, and the ability to collect utilization and outcomes data.  

The grant was awarded to the District of Columbia Department of Health, Medical Assistance 
Administration.  

Role of Key Partners  

 The grant’s Community Advisory Committee played a major role in the planning and 
implementation of all grant activities under both the Real Choice grant and the CPASS 
grant. The Committee comprised consumers, consumer advocates, aging and disability 
experts, service providers, members of the DC Coalition on Long-Term Care, staff from 
the DC Office on Aging, the Mental Retardation and Developmental Disabilities (MR/DD) 
Administration, the Income Maintenance Administration of the Department of Human 
Services, and occasional participation from the Department of Mental Health. 
 
The Committee assisted in developing policy and strategic action plans and worked with 
a multi-agency task force to review services needed and services offered in the District’s 
MR/DD and Elderly waiver programs. In addition, several subcommittees worked on 
specific grant goals and related activities.  

 Direct Action, a nonprofit organization comprising individuals with disabilities, and the 
District’s Independent Living Center conducted educational seminars.  

 CPASS grant staff worked with Real Choice grant staff to develop an Aging and Disability 
Resource Center. 

Major Accomplishments and Outcomes  

 Direct Action and the Independent Living Center conducted educational seminars for 
consumers, providers, and agency staff on consumer direction, housing, and 
transportation, including paratransit services and linkages with the metropolitan transit 
authority.  

 A consultant assessed providers’ capacity to furnish training for personal care aides 
(PCAs), the cost of this training, and PCA reimbursement rates. Based on the 
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assessment, the consultant developed marketing information to help providers recruit 
workers and improve service quality, and to inform policy development related to PCAs. 

 Grant staff developed and conducted a continuous quality improvement (CQI) initiative 
with providers and consumers to expand the Medical Assistance Administration’s existing 
CQI system to better cover the new Elderly and Physically Disabled waiver.  

Enduring Systems Change  

Partly as a result of the extensive educational and advocacy efforts of the grant’s 
Community Advisory Committee and other consumers, the District enacted several policy 
changes to increase the availability of home and community services.  

 The Elderly waiver program was amended to cover the population under age 65 with 
physical disabilities and is now the Elderly and Physically Disabled waiver program.  

 The financial eligibility standard for waiver services was raised from 100 percent of the 
federal poverty level to 300 percent of Supplemental Security Income.  

 The Department of Health, Medical Assistance Administration, implemented new PCA 
regulations that allow nonlegally responsible relatives to receive payment for providing 
PCA services after receiving approved training.  

 The Department increased reimbursement for Home Health Aides and PCAs by 
authorizing a $2 an hour increase as a pass-through—allowing the increase to go directly 
to the workers. The Community Advisory Committee recommended a minimum hourly 
wage of $10.50, and the Department approved an agency rate of $16.30 an hour to pay 
the higher wage rate and cover the additional payroll and related taxes.  

 A contractor developed an Aging and Disability Resource Center (ADRC) that operated 
for 14 months before being closed by a political mandate due to contracting 
irregularities. ADRC operations were taken over by the Office of Disabilities and Aging, 
which hired two employees to perform the activities formerly carried out by ADRC staff.  

Key Challenges  

Grant initiation was delayed by overly complex and time-consuming personnel and 
contracting policies and procedures. District budget approval by the U.S. Congress and the 
District’s Office of the Chief Financial Officer, needed to authorize grant expenditures, took a 
very long time. As a result, grant staff were unable to spend about $400,000 of the $1.3 
million grant award. 

Continuing Challenges 

 The lack of affordable, accessible housing continues to be a challenge and is most 
apparent when attempting to transition people from institutions.  
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 Cultural differences between consumers and their workers are increasingly reported as 
having a negative impact on the quality of care. Consequently, the Medical Assistance 
Administration is planning to develop training for providers to address this issue.  

Lessons Learned and Recommendations 

When undertaking systems change initiatives, it is essential to involve all stakeholders—
consumers, providers, and agency staff—both to educate them and to obtain their input and 
buy-in.  

Key Products  

Educational Materials 

 Grant staff developed brochures for consumers about the MR/DD waiver and the new 
Elderly and Physically Disabled waiver, as well as home health and nursing home 
services, to be distributed at health fairs and other forums. 

 A consumer advocate developed a handbook to help consumers find information about 
long-term care services.  

 A contractor developed a website for the Office of Disability and Aging to provide 
information and referral for individuals seeking Medicaid and aging network services.  

Technical Materials  

A contractor developed an Employment Guide for newly disabled individuals and those who 
have aged out of Individuals with Disabilities Education Act (IDEA) services.  

Reports 

A consultant produced a report, entitled PCA Training Program Survey Quality 
Assurance/Quality Improvement Project. 
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GEORGIA 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to build state capacity to improve the accessibility and 
availability of home and community services for people with disabilities or long-term illness. 
The grant had four major goals: (1) to address barriers to community living in the long-
term care system; (2) to develop an ongoing mechanism for consumer involvement in all 
aspects of the integrated community services delivery system for people with disabilities or 
long-term illness; (3) to develop a process for effective communication and collaboration 
among state agencies to enhance planning and implementation of the integrated community 
services system changes; and (4) to develop an accessible, integrated community services 
system for mental health and developmental disabilities services.  

The grant was awarded to the Georgia Department of Human Resources (DHR).  

Role of Key Partners  

 The Consumer and State Task Force provided oversight and guidance for grant activities. 
The Task Force included consumers and their families; consumer, disability, and aging 
advocates; and consumer representatives from each of the State’s two Nursing Facility 
Transition grants. 

 The Governor’s Council on Developmental Disabilities provided financial resources and 
staff time to develop the peer support specialist and direct support professional curricula.  

 disABILITY LINK, a private organization, provided staff time and expertise to develop the 
peer support specialist curriculum.  

 The Department of Technical and Adult Education provided staff time, training space, 
and expertise for developing the direct support professional curricula.  

 The Georgia Consumer Network provided time, in-kind support, and expertise on peer 
support and mental health consumers’ needs. 

 The Georgia Health Policy Center, Andrew Young School of Social Policy at Georgia State 
University, developed several reports. 

Major Accomplishments and Outcomes  

 A grant consultant developed a report on access to and coordination of emergency and 
inpatient mental health services that recommended the development of a single point of 
access to mental health services.  

 Grant staff and consultants trained regional staff of DHR’s Division of Mental Health, 
Developmental Disabilities, and Addictive Diseases (MHDDAD) about transitioning mental 
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health consumers from institutions to the community. MHDDAD staff subsequently 
transitioned 28 consumers to the community.  

 The Georgia Health Policy Center prepared a report on the potential for providing peer 
support services to elderly people, an effort to be continued through the Division on 
Aging.  

 The Governor’s Council on Developmental Disabilities and disABILITY LINK developed a 
curriculum to teach peer support skills to community-dwelling consumers with 
developmental disabilities and consumers with physical disabilities. In addition to 
developing and evaluating the curricula, disABILITY LINK implemented a pilot project in 
three cities to demonstrate the viability of peer support and developed a continuing 
education module and a Peer Support Code of Ethics. A total of 97 persons attended the 
3-day courses.  

Enduring Systems Change  

 The Georgia Peer Support Program developed a curriculum to train certified peer support 
specialists to work with persons with high mental health hospital recidivism rates while 
they are still hospitalized and, when appropriate, after discharge to the community.  

 The Governor’s Council on Developmental Disabilities developed the Direct Support 
Professional Certification Program for certifying direct care workers, which is offered in 
local technical colleges. The Council also developed a trainer’s manual and a continuing 
education program for post-certification support. The purpose of the training and 
certification was to improve the standard of care provided to persons with developmental 
disabilities and serious mental illness. The State currently has no training requirements 
for these workers. The recognition afforded workers who are certified provides an 
incentive to improve their skills. Some of the workers who were certified received salary 
increases. 

 Grant staff provided training to stakeholders such as local mental health providers about 
rental subsidy programs and worked with the Department of Community Affairs (DCA), 
which has a range of programs designed to foster new housing development, 
homeownership, and improved housing choices. Advocacy by stakeholders and 
negotiations with DCA led the State to allocate 200 Section 8 vouchers for people with 
mental illness.  

 A consultant worked with grant staff to develop and implement a curriculum to certify 
medication aides, which is offered at local technical colleges. Grant staff helped to 
develop legislation to amend the Georgia Nurse Practice Act to allow Certified Medication 
Aides to give medications under the weekly supervision of a nurse in licensed group 
homes. The State enacted the legislation in 2006.  
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Key Challenges  

 The Department of Human Resources had difficulty recruiting a sufficient number of 
qualified instructors to conduct the Direct Support Professional Certification Program in 
local technical colleges. Grant staff addressed this challenge by recruiting staff at local 
community services organizations as well as former MHDDAD staff to be instructors and 
by training instructors to train others. 

 The Department was involved in several reorganizations, which delayed implementation 
of grant activities. A change in government political leadership led to new departmental 
leadership, which did not support the goal to develop a process for effective 
communication and collaboration among state agencies. As a result, the goal was 
dropped. A housing objective—to partner with the Center for Mental Health Services 
Olmstead Housing Coalition to transition 50 individuals with serious mental illness to the 
community—was also dropped because of departmental budget cuts and staff 
reductions.  
 
In the grant’s fourth year, the housing objective was reestablished and transition 
activities are under way. However, they were not completed in time to be evaluated 
before the grant ended.  

Continuing Challenges 

 Obtaining accessible and affordable housing for people with any type of disability 
continues to be a challenge but is particularly so for individuals with mental illness 
because of the associated stigma.  

 Budget cuts and restrictions in the use of funding at both the federal and state levels 
continue to be a challenge to supporting persons with disabilities in the community.  

 Lack of public transportation is a barrier to community living.  

Lessons Learned and Recommendations 

 Medicaid waivers for people with developmental disabilities, physical disabilities, and the 
elderly population should be amended to cover peer support.  

 The proportion of housing allocated for people with disabilities under all HUD programs 
should be increased.  

 Planning within state government is often ineffective because of constant 
reorganizations, budget restrictions, and staff turnover. Grant staff should allow 
additional time to accommodate delays caused by these factors. 
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Key Products  

Educational Materials 

 The Governor’s Council on Developmental Disabilities and disABILITY LINK developed 
participant and facilitator manuals for the three peer support training curricula and 
developed a resource manual containing additional information for use by peer support 
specialists.  

 The Georgia Department of Technical and Adult Education developed participant 
workbooks and instructor handbooks for the Direct Support Professional Certification 
Program. Curriculum modules for which these materials were developed included 
Facilitating Access to Community Living 1 and Facilitating Access to Community Living 2. 

 A consultant developed participant and instructor handbooks for the curriculum, 
Medication Administration Principles for Certified Medications Aides.  

Reports 

 The Georgia Health Policy Center developed the report Evaluating the Feasibility of Peer 
Support for the Elderly.  

 The Georgia Health Policy Center developed another report, The Effect of Peer Support 
on Recidivism Rates for Mental Health Hospital Admissions and Crisis Stabilization 
Episodes. The report documents the impact of the Georgia Peer Support program on 
mental health clients’ state mental health hospitalizations and/or crisis stabilization 
episodes. The target audience for this report includes mental health professionals and 
Medicaid and Medicare program staff. 

 A consultant developed a report, Key Elements and Strategies for Improving Service 
Entry and Linkage to Mental Health and Addictive Diseases Services, which included 
recommendations for developing a single point of access for mental health services.  
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INDIANA 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to create an enduring infrastructure to support consumer-
directed community services and supports for all persons with disabilities who wish to live 
and participate in their communities. The grant had three major goals: (1) to support and 
work with the Governor’s Commission on Home and Community-Based Services in 
developing strategies to create and expand community capacity for persons with disabilities, 
and in providing a forum for interaction with consumers and advocates; (2) to restructure 
the State’s quality assurance system to include consumer safety, protection, complaints, 
and advocacy; and (3) to create public/private partnerships through mini-grants to local 
communities for innovative projects that deliver long-term care services and supports.  

The grant was awarded to the Indiana Family and Social Services Administration (FSSA).  

Role of Key Partners  

 Grant funds were used to award three rounds of mini-grants for a total of 27 mini-grants 
to local entities for 1-year demonstration projects aimed at improving community 
services and supports for persons with disabilities. Mini-grants were in amounts from 
$2,000 to $40,000, and the total amount awarded through three rounds of grants was 
$782,824.  
 
A wide range of entities received grants, including nonprofit organizations serving elderly 
persons and/or persons with disabilities, aging services providers, developmental 
disabilities (DD) services providers, mental health providers, the Mental Health Advocacy 
Organization, and university groups. 

 The Family and Social Services Division of Mental Health and Addiction (DMHA) reviewed 
mini-grant proposals and led the review process for selecting mini-grantees. DMHA also 
led the evaluation of mini-grantees’ progress toward their goals. 

 Indiana had three Systems Change grants: Real Choice, CPASS, and Nursing Facility 
Transition. Staff for each grant were located in the same division—Disability, Aging, and 
Rehabilitation Services—and worked together to ensure synergy among the three grants’ 
goals and outcomes whenever possible.  

Major Accomplishments and Outcomes  

The 27 grant partners that received mini-grants reported many accomplishments, a 
selection of which are presented below.  

 LifeStream Services—a nonprofit service provider—tested the efficacy of an automated 
telephone-based time and attendance monitoring system to enhance service quality and 
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reduce operational costs for community care. Home care staff use the telephone system 
to mark the time of arrival at a client home, to key tasks completed, and to mark 
departure time. The system demonstrated its efficacy, and LifeStream Services uses the 
data generated to process claims more quickly than through manual claims processing.  

 Options for Better Living—a nonprofit DD provider—developed a health promotion 
curriculum, Making Healthy Choices, for individuals with disabilities, a publication being 
shared with individuals with disabilities, their families, providers, and advocate groups 
throughout the State. It also developed a publication, Disabilities Resource Guide for 
Health Care Professionals, with information on how to approach and communicate with 
people with disabilities and how best to provide them with health and community 
information.  

 Peak Community Services, Inc.—a human services agency that provides services to and 
employment opportunities for individuals with developmental disabilities—developed and 
distributed three 15-minute training presentations available on video and DVD that 
describe the needs of people with developmental disabilities and/or mental illness who 
are making the transition from a hospital to a group home or from a group home to an 
apartment or house. It also developed a workbook to accompany the videos.  

 Adult & Child Care Center, Inc., employed a peer support specialist to serve on an 
existing Assertive Community Treatment (ACT) team. This peer support allows adults 
with serious mental illness to interact with a peer in recovery as they go through their 
treatment. 

 Indiana Canine Assistance & Adolescent Network, Inc., which raises and trains service 
dogs to assist persons with physical disabilities, trained 15 puppies and provided 
advanced training for 5 adult dogs.  

 Indiana Housing Finance Authority created methods by which the Indiana Housing Trust 
Fund could be permanently funded. The Fund strives to build housing capacity for 
persons with developmental and physical disabilities, mental illness, and senior citizens. 

 Wabash Center developed an overnight support system for people with disabilities in the 
community through electronic monitoring. An off-site center provides monitoring 
services to multiple individuals via video and audio monitoring. 

 IARCCA—an Association of Children and Family Services—developed a comprehensive 
training program to educate providers on the Medicaid Rehabilitation Option as a 
resource to support an array of services for children with serious emotional disturbance 
and mental health needs and their families. 

Enduring Systems Change  

 Grant staff supported and worked with the Governor’s Commission on Home and 
Community-Based Services, which submitted its final report in June 2003 that included 
28 recommendations to shift the balance of Indiana’s long-term care system from 
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institutional to home and community care. Several of the recommendations have been 
adopted either through legislation or administrative rules.  

 Grant staff assisted in drafting legislation enacted in 2003 that mandated consumer-
directed services as an option in at least one Medicaid waiver program by July 1, 2004, 
and called for other expansions of home and community services. Other 
recommendations enacted were (1) an increase in the income eligibility criteria for the 
Aged and Disabled waiver to 300 percent of SSI, (2) the addition of adult foster care to 
the Aged and Disabled waiver, and (3) the establishment of an assisted living waiver. 

 The Division of Disability, Aging, and Rehabilitation Services’ Bureau of Quality 
Improvement Services, in the Family and Social Services Administration, adopted the 
CMS Participant Experience Survey as a quality assurance measure to ensure input from 
waiver participants about services and providers.  

 A video monitoring system developed by Wabash Center with a mini-grant is now an 
approved service for appropriate individuals receiving waiver services in Supported 
Living Arrangements. The system allows individuals with disabilities to enjoy a greater 
level of autonomy as they are able to safely spend a night alone in their own home/ 
apartment when no workers are present to ensure their safety. The system also allows 
one staff person to monitor multiple individuals/locations from a centralized monitoring 
site. 

 The Grantee developed a complaint and incident reporting process that has been 
implemented in four waiver programs administered by the Division of Aging: Aged and 
Disabled, Traumatic Brain Injury, Medically Fragile Children, and Assisted Living. The 
Division is considering combining these waivers to reduce duplicative administrative 
functions.  

Key Challenges  

 The Division of Disability, Aging, and Rehabilitation Services developed an Aging Provider 
Standards rule, signed by the Governor in November 2004, to guide quality assurance 
efforts for home care. However, the rule was revoked by legislative action in the 2005 
session. At that time, the Division of Aging was legislatively mandated to create a new 
provider standards rule drafted with input from aging providers and support 
organizations. The new rule was signed by the governor in August 2006.  

 The project was delayed initially by significant staffing changes, including changes in 
senior FSSA officials. 

Lessons Learned and Recommendations 

 The formation of task forces within the Governor’s Commission enabled the Commission 
to focus on several specific systems change issues and to develop significant policy 
recommendations. The task force model also enabled the participation of a wider range 
of individuals in the systems change process, resulting in timely recommendations that 
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addressed consumers’ and advocates’ concerns. It is also important to have dynamic and 
influential leadership at the advisory council and commission level, without which the 
task forces would not have been successful.  

 Large state agencies with multiple grants should coordinate activities across grants to 
prevent duplication of effort and to ensure that grant activities in one area are 
compatible with and complement those in other areas. By using three grants 
synergistically—Real Choice, CPASS, and NFT—the State was able to leverage resources 
to improve the long-term care system.  

Key Products  

The entities that received mini-grants produced outreach, educational, and technical 
materials on a wide range of topics. For example, the Indiana Association for Economic 
Development and the Corporation for Supportive Housing developed a participant 
workbook—Reframing Affordable Housing in Indiana: Supporting Housing for People with 
Disabilities—for use at two workshops.  
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KANSAS 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to make home and community services as accessible as 
institutional services for individuals with disabilities or long-term illness. The grant had five 
major goals: (1) to develop a strategic plan to guide future systems change; (2) to examine 
practices concerning hospital referrals to Area Agencies on Aging and Independent Living 
Centers and identify barriers to choosing community living; (3) to provide short-term case 
management services to divert individuals who are at risk of institutional placement upon 
discharge from a hospital; (4) to educate providers about home and community services 
available to support individuals with disabilities in the community; and (5) to develop 
educational messages and materials for the general public, consumers, service providers, 
and other long-term care stakeholders.  

The grant was awarded to the Kansas Department of Social and Rehabilitation Services. 

Role of Key Partners  

 The Real Choice Systems Change Strategic Planning Committee—comprising consumers, 
advocates, providers, staff from state agencies, and other stakeholders—provided input 
on and oversight of grant activities.  

 The Kansas Department on Aging provided staff time and expertise to implement grant 
initiatives and helped to ensure that aging stakeholders were represented on the 
Committee. 

 The University of Kansas School of Social Welfare conducted a study of referral practices 
and barriers to choice in community living. 

 The Kansas Association of Centers for Independent Living educated providers about the 
range of HCBS available in the community and provided opportunities for providers to 
network and work together. 

 Several Area Agencies on Aging (AAAs) and Independent Living Centers (ILCs) worked 
under contract for the grant’s diversion project and identified underutilized services and 
resources for supporting community living. 

 North Central Flint Hills AAA implemented the diversion project.  

Major Accomplishments and Outcomes  

 The grant’s oversight committee developed a strategic plan for the State to make home 
and community services as accessible as institutional services.  
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 A grant contractor, North Central Flint Hills AAA, conducted a 2-year diversion pilot 
project with two hospitals, which provided enhanced case management and follow-up 
services to facilitate discharge to home settings. Of 203 patients who were referred to 
the diversion project, 116 were discharged to their homes. Almost all reported that the 
additional case management provided through the project was instrumental in enabling 
them to return home after discharge. The diversion project strengthened relationships 
among hospital discharge planners, AAAs, and ILCs across the State. 

 Based on the pilot’s preliminary findings, the grant funded the University of Kansas 
School of Social Welfare to (1) examine current referral practices from hospitals to AAAs 
and ILCs and identify the barriers to choosing a home or community setting after 
discharge; and (2) identify strategies to overcome these barriers and implement best 
practices to increase choice among care settings.  
 
University staff surveyed discharge planners, interviewed case management supervisors 
at AAAs and ILCs, and conducted four focus groups. The University will produce a report 
on the findings, which the Kansas Department on Aging will use to better target 
resources designated for improving referral practices across the State and to expand the 
diversion project statewide.1  

 A public relations contractor developed a multimedia educational campaign for the 
general public to increase awareness about people of all ages with long-term care (LTC) 
needs and the services available to meet those needs. The campaign included TV and 
radio public service announcements, a DVD on LTC issues and services, and a website—
www.Links4living.com—to provide LTC information and referral services for persons of all 
ages with disabilities. Grant staff obtained funding to maintain the website for 3 years 
after the grant ended. 

 A public relations contractor developed a Speakers Bureau, which has continued 
operating since the grant ended, to encourage dissemination of information on LTC 
issues. 

Enduring Systems Change  

 Two curricula, one for consumers and their families and one for providers, were 
developed by a public relations contractor. The curriculum for consumers focuses on 
topics such as public benefits, available services, and how to apply for services. The 
providers’ curriculum focuses on topics such as consumers’ rights, providers’ legal 
responsibilities, and referral practices. Providers who complete the curriculum can qualify 
for continuing education credits. These curricula have increased awareness of LTC 
supports and services across the State, and AAAs and ILCs have continued to use them 
since the grant ended. The curricula are also available on the Links4living website.  

 The Kansas Association of Centers of Independent Living (KACIL) educated case 
managers, hospital discharge planners, independent living counselors, and AAA staff 

                                           
1 CMS allowed the grant to fund the final year of this study even though it continued after the grant 

officially ended.  

http://www.Links4living.com
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about the wide range of services and supports available to support community living for 
persons with disabilities. KACIL hosted meetings and other activities to encourage 
networking and collaboration among providers.  
 
The original project was carried out in two urban and two rural areas, and the Kansas 
Department of Social and Rehabilitation Services is expanding the project to four 
additional areas across the State.2 The project has strengthened collaboration among 
community organizations and service providers in the project sites.  

Key Challenges  

Participating partners found it challenging to work together for a common goal. The grant 
focused on a broad target population, which required bringing together a large group of 
stakeholders—consumers, advocates, and provider organizations—representing persons of 
all ages with different types of disabilities. Individuals had not previously worked together 
and occasionally held differing philosophies or legislative or advocacy agendas. Differences 
in terminology among the various disability and age constituencies were also a source of 
dissent. For example, older individuals did not want to be called disabled. However, by the 
end of the grant period, most differences were worked through and goals were achieved, 
occasionally with the help of mediation. 

Continuing Challenges 

Although stakeholders have come a long way, achieving consensus among multiple and 
diverse groups still poses challenges when seeking to make changes to the LTC system.  

Lessons Learned and Recommendations 

 It is very important to ensure that all stakeholders have the opportunity to participate in 
and provide input on grant activities. The use of mediation to prevent differences in 
stakeholders’ views from delaying progress toward grant goals was very helpful. The 
experience of achieving consensus among multiple and diverse stakeholders during this 
grant was instrumental in helping the State win a Systems Transformation grant in FY 
2006 and effectively implement it.  

 Stakeholder meetings were initially too long—a full day—and held in one site, requiring 
some to travel several hours to attend, which reduced participation. The Steering 
Committee for the 2006 Systems Transformation grant, which includes many members 
that served on the FY02 Real Choice Strategic Planning Committee, holds more focused 
2-hour meetings. Grant staff also use videoconferencing equipment provided by 
community health centers to reduce the travel time for some members. This approach, 
plus the use of multiple communications methods—e-mail, listservs, website, and 
telephone calls—helps to ensure stakeholders’ participation. 

                                           
2 CMS allowed the grant to fund the expansion even though it continued after the grant had officially 

ended. 
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Key Products  

Educational Materials 

 A contractor developed and distributed TV and radio public service announcements and 
informational booklets and folders to promote positive views of persons with LTC needs, 
which continue to be used by community services providers and organizations. 

 A contractor developed consumer and provider educational curricula and a website 
(described above under Major Accomplishments).  

Reports 

 The Statewide Independent Living Council of Kansas submitted a report—Evaluating 
Barriers to Community Living, Transition, and Diversion—on barriers facing individuals 
who want to move to or remain in the community. 

 The Kansas Association for Centers for Independent Living produced a report, Capacity 
Building of Services for Kansas Real Choices, describing its educational activities 
(described above under Enduring Changes).  

 The North Central Flint Hills AAA produced a report, Real Choice Care Enhancement 
Program, on its diversion pilot project in two hospitals. 
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LOUISIANA 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop and implement a long-term care (LTC) reform 
plan that would move the State away from reliance on institutional care by increasing the 
range of HCBS options and improving consumer satisfaction and outcomes in home and 
community settings. The grant had four major goals: (1) to support the Consumer Task 
Force and the Disability Services and Supports Planning Group in providing 
recommendations for the LTC reform plan, (2) to develop and implement a housing pilot 
project, (3) to develop and implement a workforce development project, and (4) to develop 
and implement consumer direction in HCBS waivers.  

The grant was awarded to the Department of Health and Hospitals. Responsibility for 
implementing Goals 1, 2, and 3 was subcontracted to the Governor’s Office of Disability 
Affairs, and for Goal 4 to the Department of Health and Hospitals, Office for Citizens with 
Developmental Disabilities.  

Role of Key Partners  

 The Consumer Task Force (CTF) comprised 22 members representing elderly persons, 
adults with physical disabilities, persons with developmental disabilities (DD) or mental 
health diagnoses, advocacy organizations, state agencies, legislators, provider 
organizations, and other stakeholders. The CTF served as the advisory committee for the 
grant and as the steering committee for a larger group—the Disability Services and 
Supports System Planning Group (DSSSPG)—consisting of consumers, family members, 
advocates, state staff, providers, facility administrators, and interested citizens. Both 
groups participated in grant focus groups and pilot projects, reviewed work products, 
and provided input for the State’s LTC reform plan—Plan for Immediate Action.  

 An Interagency Team developed the Plan for Immediate Action. The Team comprised 
top-level administrators and policy staff from the following departments: Health and 
Hospitals (Office for Citizens with Developmental Disabilities, Office of Aging and Adult 
Services, and Bureau of Health Services Financing), Social Services (Bureau of Licensing 
and Louisiana Rehabilitation Services), and the Governor’s Offices of Elderly Affairs and 
Disability Affairs.  

 Grant activities related to consumer direction were coordinated with Louisiana’s 
Independence Plus grant, downsizing efforts and transition efforts were coordinated with 
the Nursing Facility Transition grant and the Rebalancing grant, and a housing summit 
was conducted with and funded by the Medicaid Infrastructure grant. 

 Louisiana State University Health Sciences Center—Human Development Center 
developed the Direct Support Training curriculum and produced three housing guides. 
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Major Accomplishments and Outcomes  

 Grant staff held orientation sessions, conducted forums, and assisted in the Governor’s 
State Summit on Health Care to inform consumers about the options for LTC systems 
change, to develop consumers’ communication and work skills, and to obtain their input 
into the systems change planning process. During the Governor’s Summit, 387 
stakeholders provided recommendations for improving the State’s system of LTC 
services and supports.  

 Long-term partnerships were developed between the Department of Health and 
Hospitals and the Louisiana Housing Finance Agency; local disability service providers 
and local offices of community development; and local service providers and housing 
developers. Ongoing relationships were also established among governmental housing 
agencies, nonprofit housing organizations, and disability advocates. The State Housing 
Authority now sees the state service sector and aging and disability stakeholders as 
partners. The many partners are pursuing options to increase housing availability. 

 Grant staff and partners conducted three statewide housing conferences, providing 
attendees with information on “best practices” in the development of housing options for 
people with disabilities. 

 Grant staff and partners developed and implemented a statewide listserv to provide 
information on housing issues. 

Enduring Systems Change  

Directly or indirectly, the grant helped to bring about the following systems improvements, 
primarily through its support of the Interagency Team, the CFT, and the DSSPG to develop 
and implement the Plan for Immediate Action. 

New and/or Improved LTC Services and Infrastructure  

 The State has decreased fragmentation of service delivery through the consolidation of 
licensing and programs. All developmental disability services were consolidated into the 
Office for Citizens with Developmental Disabilities (OCDD), and all Medicaid aging and 
adult disability services were consolidated into a new Office for Aging and Adult Services 
(OAAS) as of November 2005. All community service providers have been licensed by 
one agency—the Bureau of Health Services Financing, Health Standards Sections 
(BHSF/HSS)—since September 2005. BHSF/HSS is working with stakeholders to update 
licensing regulations. 

 The State (1) approved personal assistance services as a Medicaid state plan option, 
(2) developed two new DD waivers—the Supports waiver and the Residential Options 
waiver, (3) developed a PACE pilot, and (4) developed Medicaid-funded assisted living 
services—OAAS is currently working on developing an assisted living waiver. 

 Grant staff developed processes and materials to support self-direction, which expanded 
consumer-direction opportunities from three to five regions of the State, and recruited 
31 additional participants, bringing the total number of people self-directing services to 



Louisiana Real Choice 

II-79 

approximately 45. Consumer direction has now been included as an option in two DD 
waivers—the New Opportunities waiver and the Residential Options waiver—and the 
State plans to expand the option to other waivers.  

 The State has increased access to LTC services through the development of (1) single 
points of entry for DD services and for aging and adult disability services, and (2) needs-
based resource allocation systems. OCDD and OAAS are in the final stages of developing 
the needs assessment process. 

 The State has increased its commitment to developing performance indicators and 
improving quality. OCDD and OAAS are collaborating on developing a web-based critical 
incident reporting system that will be piloted in 2007, and a data-driven quality 
management system, which will be supported by the State’s Systems Transformation 
grant.  

Housing 

 The grant directly supported the establishment of three Community Housing Advocacy 
Networks, which increased the capacity of people with disabilities, advocates, and 
professionals to have an impact on state and local housing funding and program 
development decisions. The Networks also increased builders’ and developers’ awareness 
of the use of universal design, barrier-free housing techniques, and federal building 
accessibility legislation.  

 Disability advocates, homelessness advocates, and the Louisiana Housing Finance 
Agency worked collaboratively for the passage of legislation to form the Louisiana 
Housing Trust Fund, which established a fund to provide housing subsidies for people 
with disabilities and others who cannot find affordable housing. They hope to get 
legislation enacted to appropriate funding for the Trust Fund during the 2007 Legislative 
Session. 

Workforce 

 The State established a Direct Service Worker Registry and developed a career ladder 
and a competency-based training curriculum for direct service workers. By the end of the 
grant, more than 125 workers had demonstrated competence in the required curriculum 
area, 31 of whom also completed train-the-trainer sessions and are now serving as 
trainers. In addition, 9 workers were trained to assess the curriculum’s competency-
based assignments and are now serving in that capacity. The Grantee continues to 
advertise and recruit students and to work with community colleges and vocational-
technical schools to make training more accessible. 

 The State enacted legislation to allow direct service workers to administer medications 
after 16 hours of training by a Registered Nurse, who evaluates their knowledge, and an 
additional 6 hours of individualized training. The provisions apply to all people receiving 
LTC services regardless of funding source.  
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Other 

 Three of the State’s nine public ICFs/MR (16+) downsized to fewer than 16 beds. 
Overall, the census in large public centers decreased from more than 1,600 people 5 
years ago to fewer than 1,200 people when the grant ended. The State is using its 
Systems Change Rebalancing grant and Money Follows the Person grant to assist private 
ICFs/MR in addition to public ICFs/MR to downsize. To utilize provider expertise, the 
State encourages ICFs/MR to diversify and transfer capacity to the provision of home 
and community services and some have done so. All of the public ICF/MR providers have 
become waiver service providers, opened smaller facilities, and developed community 
service capacity.  

 For example, providers have developed and are operating five resource centers 
specializing in different areas: (1) behavioral and psychiatric interventions, (2) nursing 
and physical and nutritional management, (3) medical and dental services, (4) aging 
with a developmental disability, and (5) community inclusion. The centers also have 
developed community support teams—comprising psychologists, social workers, and 
registered nurses—to handle crises in the community and prevent institutionalization.  

 The State updated a developmental disabilities law, including provisions related to the 
capacity to consent and surrogate decision making. 

Key Challenges  

 Much of the work during the fourth year of the grant was interrupted by Hurricanes 
Katrina and Rita, given the need to focus attention on finding people who were 
evacuated and identifying and meeting the emergency needs of as many people with 
disabilities as possible. Grant staff requested and received an additional 6-month no-cost 
extension to complete grant activities. 

 The grant staff’s difficulty in obtaining fiscal agent services for people in consumer-
direction programs was finally resolved during the 6-month no-cost extension period by 
obtaining assistance from consultants. The contract with the fiscal agent was mutually 
terminated in December 2005, and the OCDD became the temporary agency in order to 
continue offering self-directed services to program participants. A new contract has been 
negotiated for fiscal agent services.  

 A major challenge that delayed implementation of the grant’s consumer-direction project 
was the inability to obtain workers’ compensation coverage. Louisiana’s State Worker’s 
Compensation Program considers direct service workers to be domestic employees, who 
are ineligible for Worker’s Compensation coverage. The State is currently negotiating 
with CMS to permit the use of waiver funds to cover employer-related expenses, 
including health and disability insurance for a direct service worker. Another option 
would be to allow consumers to use waiver funds to increase their liability coverage 
under a homeowner’s policy.  
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Continuing Challenges 

Lack of affordable, accessible housing and transportation continue to be issues for people 
with disabilities and elderly persons.  

Lessons Learned and Recommendations 

 Prior to attempting systems reform, stakeholders need to gain support from the 
executive and legislative branches of state government. The support of Louisiana’s 
Governor’s Office and the leadership within state departments and offices were critical to 
the grant’s success. For many years, stakeholders and advocates had pushed for reform, 
and it was not until support was received from key administration officials that the State 
began to develop and implement a reform plan.  
 
Additionally, because system reform involved transferring program administration from 
one office to another and changing processes that affected several state offices, the 
Interagency Team that included decision makers from the involved agencies was critical 
for reaching consensus. Without the support of all state agencies involved, reform would 
have been blocked by turf battles.  

 The State encouraged ICFs/MR to downsize on a voluntary basis to avoid opposition. 
Although the process has been slow, it has ultimately been successful.  

 Sufficient federal funding for affordable housing and public transportation systems is 
recommended, as is continued coordination between federal departments and agencies 
to ensure access by individuals with disabilities to federally financed housing and 
transportation. 

Key Products  

Outreach Materials 

Grant staff developed a PowerPoint presentation for use with people interested in self-
directing services and conducted presentations in the five regions of the State offering the 
consumer-direction option. 

Educational Materials 

 Grant staff and partners produced a Direct Support Training Curriculum that includes a 
Participant Manual, a Trainer Guide, and Competency-Based Portfolio Assignments.  

 Grant staff and partners produced three housing guides—Obtaining Barrier Free Housing: 
A Guide for individuals with Disabilities, Family Members, and Service Providers; 
Obtaining Community Based Rental Housing: the Rights of Persons with Disabilities; and 
Overcoming Affordability Obstacles: Guide for Disability Advocates—to teach people with 
disabilities and their advocates how to interact with local housing authorities, how 
housing funding works, and how to work with housing contractors to build affordable, 
accessible housing.  



Louisiana Real Choice 

II-82 

Technical Materials  

Grant staff and partners produced an Employer Handbook for people who choose to self-
direct their services and also produced a satisfaction survey and a quality management 
survey as part of the consumer-direction pilot.  
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MISSISSIPPI  

Real Choice Grant  

Primary Purpose and Major Goals  

The grant’s primary purpose was to introduce and integrate a person-centered planning 
process in the community long-term services system to reduce the need for unnecessary 
hospitalization and to improve the quality of life for adolescents and adults with serious 
mental illness or a dual diagnosis. The grant had two major goals: (1) to train service 
providers, peer support specialists, and other stakeholders in the person-centered planning 
process and implement it in four community mental health centers in selected state mental 
health regions; and (2) to evaluate the cost effectiveness and quality outcomes of the new 
person-centered planning process.  

The grant was awarded to the Mississippi Department of Mental Health.  

Role of Key Partners  

 An Advisory Committee met biannually to discuss barriers to systems change and to 
identify solutions to address them. Committee members included representatives from 
the four pilot centers (staff, administration, and consumers), peer specialists, 
representatives from the private and public partners such as the Mississippi Council on 
Developmental Disabilities, the state Medicaid office, and state universities.  

 Grant staff from the Rebalancing grant and Integrating Housing with Supports grant 
helped to identify solutions to meet consumers’ needs for housing and transportation in 
the four pilot areas.  

 The National Alliance for the Mentally Ill conducted complementary activities to help 
empower individuals with mental health issues.  

 The Arc of Mississippi provided a staff person for 2 years to work with grant staff on 
person-centered planning activities.  

Major Accomplishments and Outcomes  

 The National Alliance for the Mentally Ill used its national curriculum to provide peer-to-
peer training to pilot participants.  

 Grant staff conducted consensus-building activities with community mental health center 
(CMHC) staff and other stakeholders in the four pilot regions to heighten awareness and 
investment in the person-centered planning process.  

 The four pilot CMHCs trained staff about the new person-centered planning process and 
how it works with the current service delivery system. Over the grant period, these 
centers trained 82 CMHC staff that provide vocational support services, therapies, case 
management, housing support services, and natural community supports, such as 
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recreational and faith-based activities, employment, housing, and transportation. 
Individuals were offered the same supports that are available to the general public.  

 Providers and contractor staff implemented person-centered planning with 60 consumers 
and about 120 peer support specialists at the pilot CMHCs. During person-centered 
planning meetings, providers helped develop written action plans with the consumer, 
which included life goals and a service plan to meet them. Participants in this process 
were trained to be peer specialists and to support other individuals with mental illness, 
thus strengthening their own skills as self-advocates and assisting others in obtaining 
the types of services and supports desired. 

 Grant contractors provided training and technical assistance to consumers to help them 
get jobs and achieve recreational outcomes that would provide opportunities for better 
relationships. Typically, individuals like to attend church and become involved in church 
groups and improve physical fitness through gym memberships.  

 A contractor evaluated the effectiveness of person-centered planning in reducing re-
hospitalization and improving consumer satisfaction with services and supports and their 
quality of life. The contractor compared 38 consumers (some of whom were peer support 
specialists) who participated in person-centered planning with 21 consumers in a control 
group. The evaluation assessed the effect of increased assistance with nontraditional 
services, additional use of natural community supports, and more effective linkage to 
peer supports on the potential outcomes. Although the data suggested that person-
centered planning increased consumer satisfaction and the quality of supports, its 
effectiveness could not be determined definitively because of the small sample size.  

 Grant staff made several presentations describing the person-centered planning process 
at statewide conferences for stakeholders.  

 Staff from the four pilot CMHCs also presented the person-centered planning process to 
the remaining 11 Mississippi CMHCs and conducted a survey of the 200 participating 
pilot CMHC staff to determine their view on implementing the process. Attendees 
described beneficial aspects of person-centered planning, their concerns about 
implementing the process, and possible solutions to address their concerns.  

Enduring Systems Change  

 CMHC staff in the pilot areas are now willing to use some nontraditional supports such as 
transportation, dental care, and health club membership fees rather than relying solely 
on traditional supports. The Department of Mental Health is currently revising its policy 
in order to continue person-centered planning and to provide reimbursement for 
nontraditional supports under Medicaid. The Department requested a Medicaid waiver 
amendment to start Assertive Community Treatment (ACT) teams in Mississippi and 
began the process of implementing the Georgia Peer Specialist Program that will allow 
peers to serve on the ACT teams and be reimbursed in that capacity.  
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 The Department of Mental Health made state funds available to CMHCs to provide 
nontraditional supports not covered by Medicaid (e.g., bus passes, fitness club 
memberships).  

 The State now has a system to provide training and technical assistance for enhancing 
linkages to natural supports in the community and to peer specialists, which will help 
improve employment outcomes and increase recreational opportunities.  

Key Challenges  

 Changing traditional views about mental health service delivery was difficult.  

 The project evaluation was not completed because the number of participants was too 
low to draw conclusions about the impact of person-centered planning on the lives of 
individuals with mental illness and on their service providers. Additional data will be 
collected and analyzed in the following years. Mississippi CMHCs will continue using the 
person-centered planning process and track the use of nontraditional supports, individual 
outcomes, and financial savings for individuals who are able to remain in the community. 

Continuing Challenges  

None reported. 

Lessons Learned and Recommendations  

 Medicaid should allow CMHCs to use a portion of Medicaid dollars to obtain nontraditional 
supports for individuals with mental illness as identified through the person-centered 
planning process.  

 Medicaid should allow CMHCs to use Medicaid dollars to pay trained peer specialists as a 
stand-alone service in order to deliver nontraditional supports to meet needs identified 
through the person-centered planning process. In the absence of Medicaid coverage, the 
State should reimburse peer specialist services. 

 Training for all CMHC disciplines is needed to ensure a broader commitment to the 
person-centered planning process, which entails the use of a nontraditional treatment 
plan. A curriculum (similar to Georgia’s Peer Specialist curriculum) needs to be 
implemented to train peers on developing person-centered planning written action plans.  

 The State needs to mandate training to use person-centered planning for all disciplines 
that work in the mental health system.  

 The State should fully fund ACT teams.  
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Key Products  

Educational Materials  

 Grant staff developed a PowerPoint presentation about the need and the process for 
conducting person-centered planning.  

 Grant staff developed a manual describing how to implement the person-centered 
planning process for use in the mental health system.  

Reports  

A contractor developed a report of the findings of the summative evaluation for internal use.  
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MONTANA 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to increase housing and transportation options for people 
with disabilities and to strengthen their ability to advocate for their service needs. The grant 
had five major goals: (1) to increase transportation options for people with disabilities; 
(2) to increase housing options for persons with disabilities; (3) to promote and strengthen 
partnerships among families, consumers, human services providers, and the Department of 
Developmental Disabilities (DD) Program staff; (4) to develop curricula and implement 
training for parents, community advocates, and self-advocates to reflect changes in the DD 
Program; and (5) to help implement a new individualized budgeting system for DD services 
through the development of software to support individualized budgets.  

The grant was awarded to the Montana Department of Public Health and Human Services 
(DPHHS) Disability Services Division.  

Role of Key Partners  

 Support and Techniques for Empowering People (STEP), Inc., a nonprofit provider of 
services in Montana, developed training curricula to assist persons with disabilities and 
their families to advocate for themselves. 

 The Western Transportation Institute, Montana State University-Bozeman developed and 
implemented a coordinated transportation system and eliminated service overlap in two 
communities. 

 The Montana Home Choice Coalition—a group of advocates; providers; federal, state, 
tribal, and local agencies; the housing finance community; realtors; and the home-
building industry—worked with local, state, and federal resources to find affordable and 
accessible housing for all persons with disabilities.  

 Grant staff formed the Individual Services Advisory Committee—comprising public 
agency staff, private providers, consumers, and family members—to advise DPHHS on 
the project to develop software to support individualized budgets.  

Major Accomplishments and Outcomes  

 The Montana Home Choice Coalition increased opportunities for persons with disabilities 
to purchase or rent affordable and accessible housing by obtaining grants and identifying 
and utilizing existing resources to fund housing, such as Section 8 vouchers designated 
for people with disabilities. The Coalition also provided pre-purchase, post-purchase, and 
general housing counseling to 485 individuals and families and successfully advocated 
for the creation of the Montana Housing Fund to help persons with disabilities obtain 
affordable, accessible housing. The Coalition’s website, www.montanahomechoice.org, is 

http://www.montanahomechoice.org
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a one-stop resource for information about affordable, accessible housing and other 
relevant housing issues for persons with disabilities.  

 STEP, Inc., developed three training curricula, which it used to provide training in 
empowerment and in advocacy methods to parents, community advocates, and self-
advocates. A total of 285 people received training through the grant’s Empowerment 
Project, and an additional 80 people have been trained to present the curricula using a 
train-the-trainer method. Information about the courses is posted on the STEP website, 
www.step-inc.org. 

Enduring Systems Change  

 The State is implementing a new individualized budget option for DD services in Medicaid 
and state programs. Because the State used to pay providers through a fee-based and 
cost-based system, a new reimbursement method was needed to enable consumers to 
use their budgets to select individual services from any provider. The grant funded the 
development of a new software system that will enable the DPPHS to reimburse 
individual services. The State is piloting the new system incrementally in the State’s five 
regions for DD services. The pilot started in July 2005; in July 2007, four of the regions 
were using the new system, and in July 2008, the entire State will be using it. 

 To address the funding silos and lack of coordination of transportation for persons with 
disabilities, the Western Transportation Institute of Montana State University at Bozeman 
developed and implemented a coordinated transportation system and eliminated service 
overlap in two communities. The new service in Helena now provides more than 700 
rides per month to persons with disabilities, elderly persons, and others. Based on the 
project’s success, the Department of Public Health and Human Services’ Office of 
Transportation is collaborating with the Montana Department of Transportation to 
implement the grant’s Transportation Project statewide. 

Key Challenges 

 Statutory changes were needed to implement the Transportation Project. Six months 
before the grant ended, the State amended the transportation statute to allow more 
flexibility in the provision of transportation services statewide.  

 The time commitment and the travel distance to a training site were barriers to 
participation in the Empowerment classes for providers, parent representatives, and 
other professionals. To address this problem, STEP held quarterly classes in each of the 
State’s five DD service regions.  

 It was difficult to reach consensus between DPHHS and providers about a consistent rate 
structure for each individual DD service.  

http://www.step-inc.org
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Continuing Challenges 

 The need to both contain costs and develop reimbursement rates that can attract 
providers poses a continuing challenge. 

 Lack of affordable and accessible housing is a continuing barrier to community living for 
people with disabilities.  

 Lack of transportation remains a barrier to integrated community living. Some 
transportation providers are concerned that serving individuals with serious mental 
illness or other stigmatized disabilities will reduce use of their services by other 
populations, for example, elderly persons. Also, because funding for transportation 
services remains the responsibility of multiple agencies, it is difficult to coordinate 
funding to improve transportation services for persons with disabilities. 

Lessons Learned and Recommendations 

 Because it is not possible to anticipate all the potential issues when implementing a new 
reimbursement system, implementing it incrementally over several years enabled the 
State to address issues as they arose and to refine the methodology.  

 One of the grant’s original goals was to develop a computerized billing system that 
would allow consumers to electronically bill multiple transportation funding sources with 
a single smart card. The grant was not funded at the level needed to do this, but the 
State should develop such a system to reduce paperwork and make it easier for persons 
with disabilities to obtain transportation services from multiple sources.  

 HUD should provide more funding for Section 8 vouchers and other housing subsidies. 

 The grant enabled the State to make major improvements in the systems that serve 
persons with disabilities. CMS should continue providing funds to States to improve 
these systems.  

Key Products  

Educational Materials 

 The HomeChoice Coalition developed informational materials regarding how to apply for 
housing and housing assistance, accessible housing, and accessible housing design. 
These materials will continue to be used by the Coalition to help persons with disabilities 
to locate accessible housing. 

 STEP, Inc., developed three training curricula—Empowering Advocates, Empowering 
Self-Advocates, and Empowering Parents—to educate parents and advocates on 
assuming an active role in the coordination of their services. Topics covered include how 
to lead the support planning process and how to transition to adult services. All three 
curricula are available on CD and have also been distributed to the Parents Let’s Unite 
for Kids Organization, which is the parent information and early intervention information 
clearinghouse in Montana.  
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NEVADA 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to produce enduring improvements in the statewide 
system of integrated community services and supports for children with special health care 
needs (CSHCN) and their families. The grant had seven major goals: (1) to complete a 
statewide needs assessment of the nature and magnitude of challenges facing CSHCN and 
their families; (2) to evaluate other states’ service delivery models and statewide planning 
approaches for CSHCN; (3) to develop a comprehensive set of public policy proposals, 
recommendations, and strategies to improve community services and supports for CSHCN 
and their families; (4) to establish a statewide CSHCN advisory council to guide project 
activities and serve as an ongoing forum for issues affecting CSHCN after the grant ends; 
(5) to conduct a statewide media campaign on issues and challenges facing CSHCN and 
their families; (6) to implement three pilot projects to improve awareness of and access to 
information and services for CSHCN and their families; and (7) to establish a supportive 
environment for CSHCN through the school nurse system to prevent diabetes among 
school-age children and to help students with diabetes manage their disease through 
optimal dietary control.  

The grant was awarded to the Nevada Department of Health and Human Services, Bureau 
of Family and Health Services.  

Role of Key Partners  

 The state Medicaid agency, the Office of Disability Services, and the Aging and Disability 
Resource Centers worked with the Grantee to improve collaboration on cross-agency 
data sharing, referrals, and community outreach activities.  

 Numerous advocacy organizations and the state Medicaid agency provided in-kind 
support for outreach, education, or awareness activities. 

Major Accomplishments and Outcomes  

 A contractor conducted a statewide needs assessment of CSHCN and their families, 
which identified the need to (1) simplify the complex financial assistance process for 
obtaining publicly funded health care through Medicaid or State Children’s Health 
Insurance Program; and (2) increase accurate communication about health care needs, 
Early Periodic Screening Diagnosis and Treatment services, and the transition of youth 
aged 14 to 24 from the pediatric to the adult health care delivery system.  
 
Based on this assessment and the recommendations of the Nevada Advisory Council for 
CSHCN, the grant provided financial support to Nevada Blind Children’s Foundation for 
story boxes and library management software, to the Family Resource Center in Elko for 
website outreach print materials and print costs for the All About Me Guidebook, to 
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Nevada Parents Empowering Parents to print and distribute additional parent planners, 
and to Nevada People First for printing Respectful Language posters and bookmarks.  

 The contracted evaluation team reviewed and summarized 16 states’ service delivery 
models and statewide planning approaches for CSHCN. The Bureau of Family and Health 
Services used this information to inform the development of a potential universal online 
application for financial assistance and to compare the benefits of a “one-stop shop or 
referral system” with a “no-wrong door system.” 

 Grant staff provided support to Nevada People First to develop a Respectful Language bill 
and accompanying promotional materials to encourage the use of respectful language 
when describing children with birth defects, such as creating a more respectful name for 
the State’s birth defects registry. The registry was renamed as the Nevada Birth 
Outcomes Monitoring System.  

 A contracted media consultant aided by grant staff and the Nevada Advisory Council for 
CSHCN developed and conducted a media campaign to raise awareness about the 
number of CSHCN in Nevada and their quality of life. The campaign included TV and 
radio spots, plus interviews with parents of children with special health care needs and 
providers that were aired on four public affairs shows.  

 Grant staff partnered with other CMS-funded Grantees, the Office of Disabilities, and the 
Northern Nevada Center for Independent Living to develop and host a grant-funded 
Olmstead Conference on disability rights and community living.  

 Registered Dietitian contractors conducted a pilot project to educate school staff about 
diabetes treatment for both Types 1 and 2, utilizing the CDC/NIH’s Helping the Student 
with Diabetes Succeed guide. The Registered Dietitians also provided diabetes 
prevention education for students and helped those with diabetes manage their disease 
through optimal dietary control. The dietitians (1) collaborated with school nurses and 
school administrators to implement treatment protocols for Type 1 diabetes and 
appropriate roles for all school staff; (2) helped to strengthen relationships between 
school nurses and staff in the Bureau of Maternal and Child Health; (3) worked with 
school food service administrators to ensure that accurate menu analysis is available to 
school nurses and families; and (4) suggested changes in billing procedures, using 
Current Procedural Terminology codes, so that dietitians can be paid for nutrition 
consulting to improve the students’ reported blood sugar levels.  

 A contracted evaluator developed (1) consumer satisfaction surveys for the CSHCN 
helpline, and (2) an assessment tool for evaluating how well primary care practices 
function as a medical home for CSHCN. Grant staff developed a system to monitor the 
number of calls received and to record the types of referrals provided to families.  

Enduring Systems Change  

 Grant staff developed the Nevada Advisory Council for CSHCN, a 13-member group of 
consumers, parents, and providers of services for CSHCN, which meets regularly and 
advises the Bureau of Family and Health Services on the CSHCN program and related 
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policy issues, such as the need for an online universal application for health coverage 
like the Utah Clicks! System. The Council also provided input for developing a client base 
for a new psychological and social support service for adults and children. The Bureau 
has been supporting quarterly meetings of the Council since the grant ended. 

 Grant staff developed a CSHCN website with input from the Nevada Advisory Council for 
CSHCN and community providers to present information for parents and providers about 
the broad array of CSHCN conditions, where to seek services and parent support, 
recreation, and nutritional interventions. They also converted a phone line previously 
used for CSHCN eligibility determination into a helpline for all children with special health 
care needs. Since the grant ended, the Bureau of Family and Health Services has 
maintained the website and helpline in coordination with Nevada’s new 2-1-1 information 
and referral service.  

 Under a pilot grant, the Elko Family Resource Center created a guidebook to help 
parents care for their children with special health care needs and will continue to 
maintain a regional website providing information on local resources and services in rural 
eastern Nevada. 

 Family TIES (Family Voices), a contractor, developed two online training courses on 
Olmstead issues and the transition of youth from the pediatric to the adult health care 
delivery system to help CSHCN and their families learn how to obtain services to live in 
the community in the most integrated setting.  

 To ensure that CSHCN receive comprehensive services and have a medical home, grant 
staff established informal mechanisms to increase screening for the Early Periodic 
Screening Diagnosis and Treatment (EPSDT) benefit. For example, they meet regularly 
with providers to educate them about the benefit and have established ongoing work 
groups to address issues related to EPSDT screens. The Maternal and Child Health 
Advisory Board has committed to quarterly monitoring of progress toward increasing the 
number of EPSDT screens.  

 Grant staff developed information about CSHCN for placement in public library catalogs 
and placed icons on public use computer desktops and in providers’ waiting rooms in 
southern Nevada. These and many other grant-funded education, outreach, and training 
materials will continue to be used. 

Key Challenges  

 Some members of the Nevada Advisory Council were unwilling to partner with other 
organizations to achieve change because they preferred to focus on their own agendas. 
Strong differences of opinion among several members and long histories of 
disagreement and distrust delayed progress on prioritizing the types of activities to 
implement for the demonstration projects. To address this problem, grant staff hired a 
consultant to facilitate meetings when major decisions had to be made in a timely 
manner, which helped to get grant activities back on schedule.  
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 Grant staff found it difficult to change policies because the legislature met only biennially 
and the gubernatorial administration changed during the grant. Policy change will require 
a partnership of the state Medicaid agency, the health provider infrastructure, and the 
school system. Such a partnership cannot be developed within a 3-year grant period. 

 Delays in grant implementation due to administrative and hiring difficulties prevented 
the development of a planned database for tracking and monitoring CSHCN.  

 Nevada lacks a strong chapter of the American Academy of Pediatrics (AAP) to address 
the lack of awareness about the EPSDT program and physician shortages throughout the 
State. In other states, the AAP has been a strong promoter of the benefits of EPSDT 
screens and such assistance is needed in Nevada. A strong AAP chapter could also 
provide education and training to rural physicians, which would increase access to 
specialty care. Currently, families in rural areas have limited access to primary care, and 
some have to travel 5 or more hours for specialty care.  

Continuing Challenges 

The major challenge in Nevada continues to be the complexity of the financial assistance 
process to obtain adequate health care through Medicaid and State Children’s Health 
Insurance Program (SCHIP). The related challenges and obstacles are (1) the inability to 
obtain suitable data identifying CSHCN who are served through different state agencies 
(e.g., in Medicaid, foster care, group homes, and juvenile detention facilities); (2) the 
inability to determine why the proportion of CSHCN covered under Medicaid and SCHIP is 
decreasing while the number of applications for this coverage is increasing; (3) the lack of 
understanding by consumers, service providers, and eligibility workers about services 
provided through Medicaid waivers—the Mental Retardation waiver and the waiver for 
Independent Nevadans—and the Katie Beckett benefit and the EPSDT program; (4) the 
failure to refer CSHCN to other programs when they are deemed ineligible for a specific 
program; and (5) the failure of state agencies and program staff to offer referrals to the full 
array of services available, such as community-based respite and parent support services. 

Lessons Learned and Recommendations 

 In Nevada’s DHHS, several bureaus were awarded various New Freedom Initiative (NFI) 
grants: Money Follows the Person, Rebalancing, CPASS, and a Medicaid Infrastructure 
grant. Coordination across bureaus, improved communication, and cooperative planning 
would have made all the grant projects more successful. Prior to meeting at the 2005 
CMS NFI Conference, four of the staff from the State’s different grants didn’t know one 
another. Although the staff made up for lost time, partnering was at the managerial and 
operations level, not the administrative level. Better communication and direction from 
the Director of DHHS to coordinate the multiple CMS-funded grants would have 
enhanced systems change.  

 Opportunities for Systems Change grantees to share lessons learned would have been 
helpful. Other grantors have provided more formal opportunities to share with other 
states and learn from the experiences, for example, through quarterly conference calls, 
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trainings, webcasts, site visits, and conferences. Although grant staff were very pleased 
with the individual technical assistance and the resource website, it was not the same as 
hearing directly from other Grantees.  

 It would be helpful to develop the infrastructure to monitor health care outcomes and 
the quality of community services. No-cost technical assistance would help states that 
have initiated change but have not reached full, permanent implementation of their 
program initiatives. Technical assistance from CMS to increase the availability of data for 
monitoring, tracking, and planning for CSHCN services would greatly assist in 
maintaining the progress made through the Systems Change initiative.  

Key Products  

Educational Materials 

 The CSHCN website provides information on upcoming community activities beneficial to 
CSHCN. These might be new services or programs, conferences, and family gatherings. 
The website also includes nutrition tips, transportation information, and recreation 
opportunities for families of CSHCN. 

 Information developed in the media campaign will continue to be used on affiliated 
partners’ websites, and will be offered at health fairs, in service providers’ waiting 
rooms, and in the public areas of affiliated organizations.  

 Grant staff developed flyers promoting services for CSHCN; fact sheets on the EPSDT 
program, establishing a medical home, and living independently in the community; and 
brochures with information on how to obtain publicly funded health coverage through 
Medicaid or SCHIP, which the Bureau of Family and Health Services has continued to 
distribute since the grant ended.  

 Grant staff—with the guidance of the Nevada Advisory Council for CSHCN, staff of the 
Family Resource Centers, and bureau chiefs of the agencies providing the coverage—
collaborated with eligibility workers to develop a document organizer called Nevada 
Families: Access for All. It is a tool for helping families with CSHCN to document all 
personal information needed for applying for Medicaid and Nevada Check Up—a 
Children’s Health Insurance Program that provides low-cost, comprehensive health care 
coverage to low-income, uninsured children (birth through 18) who are not covered by 
private insurance or Medicaid. 

 Grant staff partnered with the Family to Family Grantee to create two online training 
courses on the Olmstead decision and the transition of youth from the pediatric to the 
adult health care delivery system.  

 The Elko Family Resource Center produced All About Me—Elko Parent Guidebook, which 
provides information on services for CSHCN.  

Reports 

 A contractor produced a report on the major findings of the statewide needs assessment. 
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 A contractor produced a report on the major findings of the evaluation of other states’ 
service delivery models and statewide planning approaches of CSHCN. 

 A contractor developed a report—Capturing System Change for Children with Special 
Health Care Needs and Their Families—as part of the grant’s evaluation activity.  
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NEW MEXICO 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to help the State to reform and balance its long-term 
services delivery systems to provide more home and community service options for all 
individuals with disabilities, with an increased focus on consumer control and direction of 
services. The grant had three major goals: (1) to establish a statewide training program to 
provide individuals with resources and information on how to obtain services and supports 
and make meaningful choices about community living and service provision; (2) to establish 
a statewide training program to provide consumers, family members, and other advocates 
with the skills necessary to help create and sustain systems change; and (3) to develop and 
implement a CMS-approved statewide self-direction 1915(c) Medicaid waiver (‘Mi Via’) for 
individuals of all ages with disabilities. 

The grant was awarded to the Human Services Department, Medical Assistance Division. 
However, in 2005 the Real Choice grant was transferred to the State’s new Aging and Long 
Term Services Department to allow for greater coordination with the Cash and Counseling 
grant from the Robert Wood Johnson Foundation (RWJF).  

Role of Key Partners  

 The Self-Direction Waiver Stakeholders Work Group comprised 125 consumers, family 
members, advocates, and service providers from all parts of the State, including 
individuals from the Native American community. The Work Group and its 12 
subcommittees met monthly for more than 2 years to assist in the development, 
refinement, and delivery of all materials related to the new self-direction Medicaid waiver 
application. In addition, the Work Group reviewed and edited outreach, educational, and 
training materials. The Work Group operated prior to the grant, but its activities became 
more formalized while working to develop and implement the new self-direction waiver 
program.  

 The Department of Health and the Human Services Department/Medical Assistance 
Division assisted in the development and implementation of the new self-direction 
Medicaid 1915(c) waiver after the grant was transferred to the Aging and Long Term 
Services Department.  

 National ADAPT assisted in planning and developing conferences and workshops that 
addressed consumer direction, legislative advocacy, and housing issues. 

 Grant staff for the RWJF Cash and Counseling grant assisted in the design and 
implementation of the new self-direction waiver and developed outreach, educational, 
and training materials.  
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Major Accomplishments and Outcomes  

 Grant staff coordinated with the RWJF Cash and Counseling grant staff to design and 
produce outreach, educational, and training materials for consumers, family members, 
and advocates to enable them to gain a better understanding of the systems changes 
taking place in the State for the funding and delivery of long-term services. The basic 
outreach and educational written materials were produced in English and Spanish, and 
the Mi Via DVD was produced in English, Spanish, Navajo, and pueblo languages. The 
materials were disseminated through organizations such as PeopleFirst, Independent 
Living Centers, the Brain Injury Association, the Multiple Sclerosis Society, and the Arc. 

 Grant staff coordinated and conducted five trainings with technical assistance from the 
Topeka Independent Living Resource Center, Kansas. The trainings taught individuals 
how to obtain and use self-directed services and supports under the new self-direction 
waiver developed by the grant. It also included training for individuals with disabilities to 
lead and sustain systems change. Grant staff made presentations about the same topics 
at conferences and summits statewide throughout the grant period.  
 
Using a train-the-trainer approach, the trainings educated more than 500 people in 
identifying issues, developing strategies to deal with problems, and instituting actions to 
begin to resolve identified issues. The participants took what the training had provided 
back to their local communities, thereby broadening the base of understanding of 
systems change. Trainees became very effective advocates at both the state and local 
government levels, including tribal governments, and developed communications 
networks to keep people informed through e-mail, telephone, and subgroup meetings. In 
addition, the involvement of ethnic minority communities in advocacy expanded and 
continues to expand.  

 The grant’s training activities were responsible for the development and implementation 
of the Disability Housing Initiative (DHI), a component of the State’s Money Follows the 
Person (MFP) initiative. The DHI’s goals are to ensure that nursing home residents 
transitioning under the MFP policy, as well as participants in the Self-Direction waiver 
and the Disabled and Elderly waiver, will have better access to affordable, accessible, 
integrated housing.  
 
This will be achieved by increasing access to Section 8 HUD vouchers, by increased 
compliance with federal law (Section 504 of the Rehabilitation Act of 1973 as amended 
and the Fair Housing Act and amendments) concerning accessible public housing units, 
and by an increase in the use of universal design in housing development and 
construction. Thirty people actively participated in the DHI, which identified barriers to 
community living, and developed recommendations and a strategy for expanding 
accessible, affordable, and integrated housing for individuals of all ages with disabilities.  
 
As part of the DHI—with assistance from Centers for Independent Living, the Aging and 
Long Term Services Department, and the Governor’s Commission on Disability—the 
State is surveying all of the State’s Public Housing Authorities and properties that receive 
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state and/or federal funds for development to ensure compliance with the Federal Fair 
Housing Act and Section 504 of the Rehabilitation Act of 1973.  

Enduring Systems Change  

 The Aging and Long Term Services Department (the Grantee) collaborated with the 
Department of Health, the Human Services Department/Medical Assistance Division, and 
the RWJF Cash and Counseling grant to develop and implement a statewide self-direction 
1915(c) Medicaid waiver called Mi Via (meaning “my way” or “my road”).  
 
Participants in the State’s four waiver programs—Disabled and Elderly, Developmental 
Disability, Medically Fragile, and AIDS—as well as individuals with brain injuries are 
eligible for Mi Via; enrollment began in February 2007. Eighty people are currently 
receiving services in Mi Via, and another 433 are being assessed for or transferring to it. 
Current waiver participants can transfer to Mia Via and may transfer back to the 
traditional waivers if Mia Via does not work for them.  

 Strong stakeholder advocacy—informed and facilitated by the Self-Direction Waiver 
Stakeholders Work Group—was instrumental in the State’s decision to enact a Money 
Follows the Person law in the long-term services delivery system. The grant provided 
resources to train consumers, advocates, and family members about the MFP initiative, 
which is currently planned for implementation through the Coordinated Long Term Care 
delivery system in July 2008. The MFP initiative will enhance opportunities for 
community living and self-direction of services.  

 Two of the grant-funded advocacy trainings, which provided a basic understanding of the 
“nuts and bolts” of the legislative process in New Mexico, were held in conjunction with 
the legislative session and disability awareness days at the State Capitol. Significant 
legislation resulted from the ensuing advocacy efforts, including the following: 

– The appropriation of $519,000 to establish and fund a statewide low-interest or no-
interest loan program for persons with disabilities to obtain assistive technology.  
The $519,000 was matched three-to-one with federal dollars. 

– The appropriation of $250,000 to establish an independent living center with sites in 
the Pueblo of Laguna and the Pueblo of San Felipe to support Native Americans with 
disabilities.  

– The appropriation of $2 million for brain injury services in the Mi Via waiver.  

– The removal of a statutory barrier that had prevented state and local governments 
from providing or paying for land and buildings or financing affordable housing 
projects. This change will lead to more housing options.  

– An act authorizing the removal of stereotypical and offensive words about persons 
with disabilities from existing state laws. 

 The grant’s training activities about consumer direction and the Mi Via waiver have led to 
an increase in knowledge about self-directed services statewide. This in turn has led to 
an increase in the number of individuals in the Medicaid Personal Care Option using the 
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self-direction option. Before the grant began only 2 percent of participants directed their 
services; when the grant ended, 10 percent were self-directing.  

 Nearly 70 percent of New Mexico’s Medicaid long-term services expenditures is for home 
and community services, and the number of people receiving these services has more 
than doubled since 2002. 

Key Challenges  

 The approval process for the Mi Via waiver was complex because it covers participants 
from four other waivers (DD, AIDS, Medically Fragile, and Disabled/Elderly), which are 
administered by different state agencies. Mi Via also covers a population not previously 
served by a waiver program: individuals with brain injury.  
 
The waiver faced several start-up challenges: (1) the State underestimated the 
complexity of the process for transitioning waiver participants from the four different 
waivers to Mi Via and for adding the new population—persons with brain injury; 
(2) participants in the Developmental Disability and Medically Fragile waivers with large 
($100,000+) budgets needed more time than originally allocated to develop individual 
budgets; and (3) coordinating the “handoff” from the traditional waiver to Mi Via—to 
ensure that there was no interruption in services—was a complex and time-consuming 
process, particularly for people with extensive needs, such as ventilator users.  

 Transferring the grant from one state agency to another and coordinating it with the 
Cash and Counseling grant was difficult because of administrative and budgetary 
requirements. Although CMS granted an 18-month extension, the State had requested a 
24-month extension to better coordinate efforts with the RWJF grant timeline. 

 The departmental reorganization delayed grant implementation for more than a year.  

Continuing Challenges 

 Many of the start-up challenges continue, but the State is working to address them.  

 The State lacks affordable, accessible, and integrated housing, especially for people with 
very low incomes.  

Lessons Learned and Recommendations 

Implementation of New Consumer-Direction Program 

 Rather than starting statewide, the State would have done better to bring in one or two 
populations to the new Mi Via waiver at a time and to have piloted the waiver in just one 
or a few areas initially. 

 It is very important to have a contracts manager to ensure that all the various details 
necessary for bringing a new delivery program with varying populations into service are 
coordinated in a timely manner by the designated individuals and/or teams. 
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 Outreach and educational materials about consumer direction are much more effective 
when photographs and personal quotes are used to illustrate the diversity of community 
living. 

 It is important to train stakeholders to understand the state political process. 

 Using a professional facilitator helped the many work groups to reach consensus and 
make decisions.  

State 

 Implementing the components of systems change is far easier when a single state 
agency has authority for the entire system.  

 Hiring an experienced, dedicated person to help prepare the waiver application was very 
helpful. The knowledgeable contractor was instrumental in facilitating the coordination 
among three different state departments in reaching consensus on waiver issues with 
CMS. The contractor’s expertise also ensured compliance with CMS requirements. 

 The State needs a participant tracking system for the Mi Via waiver that can be used by 
all of the three agencies that oversee the waiver populations being served in Mi Via.  

Federal 

 The new 1915(c) waiver template is excellent. The quality of the instructions and 
guidance enabled grant staff to ask questions about the waiver that they never would 
have asked themselves. CMS should wait until states have time to work with the new 
template before any further revisions are made. 

 CMS should simplify the process for using grant funds collaboratively with other funding 
sources. One funding source is rarely sufficient to accomplish all that needs to be done. 
Blending funding from multiple sources enables states to leverage resources to 
accomplish more. For example, combining the Cash and Counseling grant with the Real 
Choice grant enabled staff to more successfully design, develop, and implement the Mi 
Via waiver, because there were sufficient resources to pay for consumers to attend 
meetings, conduct town hall meetings, make PowerPoint presentations, make videos 
about participants in the program, and develop social marketing materials.  

Key Products  

Outreach and Educational Materials 

Grant staff and partners produced PowerPoint presentations, as well as video/DVD 
presentations in English, Spanish, Navajo, and Pueblo languages; and also produced 
handouts (e.g., pens, bags, tote bags, clip boards, mouse pads, and night lights) to inform 
stakeholders about the changes in the funding and delivery of long-term services. In 
addition, the following brochures were produced: 
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 The Mi Via program brochure lists eligibility criteria for the program, a brief description 
of what it does, a short explanation of how the program works, and contact information 
for learning more about it. 

 The Mi Via: Is it right for you? brochure helps consumers decide whether to participate in 
the waiver and includes a definition of self-direction; information about eligibility criteria, 
how to get help in understanding the program, how it works, what you can purchase 
with the program, and how it differs from traditional Medicaid waivers; tips on how to 
get the most out of the program; participant responsibilities; and a simple “pros and 
cons” tool for deciding whether to participate. 

Technical Materials  

 Grant staff partnered with the Cash and Counseling grant staff and received valuable 
input from stakeholders to produce the Mi Via Participant Guidebook, a 63-page step-by-
step guide for consumers. It describes the Mi Via waiver and how it works, specifies 
participant responsibilities, tells how to choose and hire a consultant to help with the 
program, describes the creation of a service plan and budget, and gives details about 
how to hire staff and purchase supplies to implement the program. It also briefly 
describes traditional Medicaid waiver services. 

 The Aging and Long-Term Services Department (the Grantee) produced New Mexico’s Mi 
Via Program—An Interagency Medicaid 1915(c) Self-Directed Waiver Program, which is a 
staff training guide for state agencies. It includes a draft of Frequently Asked Questions 
for consumers; a series of tables comparing the Mi Via waiver program with other state 
waivers (eligibility, management, services, funding); an enrollment flowchart for persons 
applying for Mi Via; the service and support plan review criteria for the Mi Via waiver; 
and the Mi Via quality management strategy and action plan. 
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NEW YORK 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to identify strategies and programs that reduce nursing 
home placement and support community choices. The grant had four major goals: (1) to 
divert or transition individuals with disabilities who can live in the community with 
appropriate supports from nursing homes and intermediate care facilities (ICFs); (2) to 
develop partnerships that foster collaboration among community stakeholders involved in 
advocating for, arranging for, or providing long-term care services; (3) to promote 
consumers’ independence, freedom of choice, and the ability to live in the most integrated 
setting appropriate to their needs; and (4) to identify barriers that impede individuals from 
living in the community and develop recommendations to address them through systems 
change.  

The grant was awarded to the Department of Health (DOH) and was implemented jointly 
with the Office of Mental Retardation and Developmental Disabilities (OMRDD).  

Role of Key Partners  

 The OMRDD Project Advisory Group, which included individuals with developmental 
disabilities (DD), parents, advocates, staff of the participating DD Services Offices, and 
other providers and stakeholders, worked in partnership with OMRDD staff to guide 
project implementation and formative evaluation activities. The Advisory Group also 
developed strategies and recommendations for addressing system barriers to community 
living.  

 The Self-Advocacy Association of NYS, Inc. (SANYS), partnered with the OMRDD to 
develop and implement a process for educating ICF residents about community living 
and transitions.  

Major Accomplishments and Outcomes  

 The grant supported two distinct components: DOH developed Information, Assistance, 
and Advocacy models to improve consumer access to information that focused on 
diverting individuals of all ages and disabilities from nursing homes. OMRDD 
implemented a person-centered planning and peer-mentoring program that focused on 
transitioning persons with developmental disabilities from ICFs to more integrated 
settings. 

 OMRDD and SANYS provided person-centered planning and peer mentoring to 49 
residents in six ICFs, who chose to participate in the grant project. Of those 49 
residents, 41 received support to attain the goals and outcomes established in their 
plans, 33 of whom carried through with their initial decision to move to a smaller, more 
integrated community setting. At the end of the grant period, 11 individuals had moved 
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into small residential settings of their choosing, and residential opportunities were being 
identified or developed for the remaining 22 participants.  

Enduring Systems Change  

 The OMRDD component of the grant project established a peer-mentoring team within 
each of the participating regions, and a manual was completed for training peer 
mentors. The teams, funded by OMRDD, will continue to work with the project 
participants as needed through FY 2007–08. In partnership with OMRDD, SANYS will 
field an outreach and information team of self-advocates to make presentations on 
community-living alternatives to individuals living in large residential settings. The 
project improved and expanded the use of person-centered planning and the State plans 
to use its recently awarded Systems Transformation grant to further expand its use.  

 Grant funding was used to support five local urban and rural Information, Assistance and 
Advocacy (IA&A) demonstration projects to promote consumer independence, freedom 
of choice, and the ability to live in the most integrated setting that can meet one’s 
needs. The IA&A grants provided the foundation on which New York State’s single point 
of entry initiative, New York CONNECTS, can build. Counties will have the ability to 
review the information and best practices from the IA&A projects to enhance and 
support their efforts. These projects resulted in the following enduring changes: 

– Broome County’s Community Alternative Systems Agency developed and 
implemented educational outreach for consumers and professionals and launched a 
CARE Volunteer Program and a Consumer Education Seminar Series. The county now 
has a cadre of trained volunteers who respond to requests for information, 
assistance, and referral regarding long-term care decision making, assess whether 
consumers could benefit from a referral, and provide peer support. The CARE 
Volunteer program will continue under the auspices of Action for Older Persons 
(AOP) using the screening tools developed through the IA&A Real Choice grant. AOP 
hopes to obtain additional funding for the program through future grant 
opportunities.  

– The Center for Disability Rights (CDR) coordinated a nursing home diversion program 
at seven Independent Living Centers (ILCs) statewide, which included active 
advocacy in seeking and obtaining services. More than 50 individuals obtained the 
services needed to avoid unwanted placement in a nursing facility. The project has 
resulted in enhanced experience and knowledge for diversion navigators and has 
improved relations leading to better communication and cross-referrals between ILCs 
and other community groups, including local social services districts, area offices on 
aging, hospitals and nursing homes, housing authorities, senior centers, and 
Alzheimer’s support groups. CDR will continue diversion efforts as part of its ongoing 
services and advocacy to consumers.  

– Eldersource expanded access to its 24-hour information and assistance telephone 
line for elderly persons to include long-term care consumers and caregivers of all 
ages. It also produced a handbook that can be used as a guide for service providers 
to develop or enhance their own IA&A processes or to replicate the system used by 
Eldersource.  

– The Fulton County Office for the Aging enhanced the county’s Central Assessment 
and Placement Program, a point of entry into its long-term care (LTC) system, and 
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developed a manual that documents the steps needed to develop a collaborative 
interagency LTC system. The manual, to be shared statewide, provides a blueprint 
for developing a single point of entry system.  

– The Eastern Adirondack Health Care Network developed an online accessible and 
comprehensive information and referral system for the Adirondack region to help 
consumers avoid nursing home placement. This model can be duplicated in other 
areas where distance or consumer mobility makes face-to-face IA&A impractical. The 
sponsoring agency is actively seeking continued funding for the website, possibly 
through advertisements or by marketing the site to other areas. It is currently 
working with Clinton County’s Office for the Aging to explore the use of the system 
to support the county’s NY CONNECTS point of entry project. 

Key Challenges  

Diversion from Nursing Homes Project 

 The most common barriers to successful diversion were the lack of accessible housing 
and home and community services. Other barriers included insufficient income; lack of 
safety monitoring services; lack of transportation; difficulty securing home modifications, 
assistive technology and durable medical equipment; and Medicaid provisions—for 
example, spend-down requirements, service caps, and the inability to participate in more 
than one waiver to obtain needed services.  

 Working closely with consumers required significant staff time, and each site’s limited 
funding constrained staff availability. Hiring and retaining staff with the necessary skills 
to serve consumers with many needs was more difficult than originally anticipated. 

Information, Assistance, and Advocacy Website Project 

 Reaching consensus on the content of the website and obtaining commitments to 
maintain it was difficult; for example, mental health agencies were concerned that a 
web-based IA&A system could not address the needs of their clients and expressed their 
intention to use other systems, declining all attempts at further discussion.  

 Maintaining accurate current information on the Adirondack Choices website was not 
possible for some local agencies because of a lack of resources. This resulted in IA&A 
grant staff having to input and maintain the data. 

Person-centered Planning, Peer Mentoring, and the ICF Transitions Project 

 ICF residents’ limited decision-making capacity impeded person-centered planning. 
However, the efforts of family, mentors, other advocates, and staff to draw out and 
interpret the individual’s intentions overcame this challenge in most cases.  

 The lack of residential and day services in some rural areas was a transition barrier. 
Some individuals wanted to move outside of their Developmental Disabilities Services 
Office (DDSO) region, requiring the provision of resources from two DDSOs, which was 
complex and time consuming. To address this challenge, individuals who were able to 
self-direct had the option to design their own supports and services under OMRDD’s Self-
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Determination initiative using Consolidated Supports and Services, a service within 
OMRDD’s Medicaid waiver.  

 Communication among service providers to develop person-centered plans posed a 
challenge, especially when staff turnover occurred in key positions, such as that of a 
service coordinator or residential manager. Other challenges included (1) finding people 
willing to join a circle of support for individuals in ICFs who lacked strong relationships in 
the community; and (2) resolving scheduling difficulties between staff and family, who 
sometimes lived at a considerable distance from the ICF, and with direct care workers 
who knew the individual best but were unable to attend planning meetings because of 
work commitments. 

Continuing Challenges 

 Continuing barriers to community living for all people with disabilities or LTC needs 
include (1) staff turnover, which is endemic to the human services industry; (2) a 
shortage of qualified nurses to provide services in community settings, which is 
exacerbated by restrictions imposed by the NYS Nurse Practice Act and the NYS Board of 
Nursing that prevent provision of services by alternate, unlicensed staff; (3) the lack of 
public transportation for people with mobility impairments; and (4) the lack of 
affordable, accessible housing.  

 The need for residents to travel outside of an ICF to explore community options 
necessitates procedures and approvals to ensure appropriate staff coverage, especially 
for individuals who require nursing coverage during such outings.  

Lessons Learned and Recommendations 

General 

 Affordable and accessible housing, transportation, and supportive community services 
are essential for individuals with chronic illness or disabilities to live in the community.  

 Consortiums of long-term care stakeholders must work toward common goals to be 
successful. Stakeholders must be willing to focus on ultimate outcomes—not vested 
interests—to best meet consumers’ needs regardless of payor source.  

Projects  

 Information regarding long-term care services must be available in easily accessible and 
user-friendly formats. The IA&A projects used various media to communicate 
information, including the Internet, 24-hour telephone service, and printed materials.  

 A web-based information and referral system can dramatically improve consumers’ 
ability to make informed decisions regarding appropriate long-term care. The majority of 
consumers using online information and guidance resources did not require additional 
follow-up, which enabled staff to focus on those consumers requiring more assistance. 
However, maintaining an up-to-date system requires considerable financing and staffing.  
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 Volunteers can be valuable to a local information and referral system, but their role must 
be well defined and they must be provided with ongoing training opportunities. 

 Recruitment and retention of appropriate professional IA&A staff can be difficult if there 
are salary disparities between institutional and community care settings, different 
programs, and/or other large system payors. 

 Development of a successful IA&A model and improvement of ongoing services benefit 
from established and organized local systems for planning and coordination.  

 Peer mentoring is a resource-intensive means of providing information to people in large 
residential settings. An evaluation of initial efforts led to changes in how mentors were 
trained, introduced to participants, and supported to fulfill their role as mentors. 

Key Products  

Outreach Materials 

The grant projects produced numerous outreach materials using various media (e.g., wallet 
cards, posters, television commercials, DVDs, seminars, brochures) to inform stakeholders 
about the grant projects and to enhance understanding of consumer rights and long-term 
care options in the community.  

Educational Materials 

 Broome County CASA produced a Consumer Education Seminar Series to train CARE 
volunteers; a seminar for consumers, advocates, and social work professionals (Meeting 
Today’s Challenges: Collaborative Ventures Supporting Consumers); and an eight-
booklet educational series, also available on the CASA website, that addresses topics 
including Understanding Levels of Long-Term Care, Housing Modifications and Repairs, 
Caregiver Support, Advanced Care Planning, and Healthy Living. 

 Broome County CASA produced the Nursing Home to Community Program: A Discharge 
Planning Manual, designed to orient the long-term care providers in Broome County to 
the nursing home discharge process by defining the roles of the key partners who are 
involved in returning residents to community living and to document a standard protocol 
for accessing and maximizing partner resources. The manual is used both by current 
hospital and nursing home discharge planners and as a training tool for new employees. 

 Eldersource developed a Phone Specialist Manual to orient and train staff who are first 
responders on the 24/7 phone system, and a Care Management Manual to train staff on 
procedures and to provide a current list of available community resources. The manuals 
will be updated regularly and used for new staff orientation and in-service training.  

 Under the OMRDD project, SANYS produced the Real Choice Mentor Training Manual for 
self-advocates. 
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Technical Materials  

 The Center for Disability Rights produced a Diversion Screening Tool, an Information and 
Referral Form, a Barrier Tracking Form, and a Consumer Satisfaction Survey. 

 The Fulton County Real Choice Consortium produced a toolkit—New Tools that Span the 
Generations: A Guide to Developing a Point of Entry in your Community—based on 
Fulton County’s 25 years of experience in developing, implementing, and fine-tuning the 
Central Assessment and Placement Program, a point of entry into the county long-term 
care system.  

 Eldersource produced the Information and Assistance Handbook, which documents the 
components of a successful information and assistance system. It is intended as a guide 
for service providers to develop or enhance their own IA&A processes or to replicate the 
system used by Eldersource. 

Reports 

 The DOH report (Models of Information, Assistance, and Advocacy) is an internal final 
report based on the five IA&A projects, and the OMRDD report (Person-Centered 
Planning and Peer Mentoring) is a formative evaluation report.  

 Broome County CASA produced a report for internal use entitled Improving System 
Interaction and Processes: An Analysis of the Broome County Office for Aging 
Information and Assistance System to help guide some revisions in systems and services 
offered by both Broome County CASA and its Office for the Aging. 
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NORTH DAKOTA  

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to create a consumer-driven service system for people 
with disabilities and long-term illness. The grant had three major goals: (1) to identify 
current strengths and challenges in the North Dakota system of care for persons with 
disabilities who wish to receive home and community services, (2) to enable persons with 
disabilities to receive comprehensive community services in a single locale, and (3) to 
improve access to information about home and community services options.  

The grant was awarded to the Department of Human Services. The Governor’s Commission 
on the Olmstead Decision was the governing body for the grant. 

Role of Key Partners  

 Independence, Inc., administered the No Place Like Home project, which developed 
informational materials about home and community services options and assistive 
technology for persons with disabilities. Ten persons with disabilities helped to develop 
project materials.  

 The Good Samaritan Society in Cass County implemented a program to organize a more 
effective health and human services system for elderly persons and persons with 
disabilities in rural areas.  

Major Accomplishments and Outcomes  

 Grant staff conducted consumer awareness information sessions regarding long-term 
care services options in all eight regions of the State. Consumers helped to develop the 
content for each session and assisted in providing information at the sessions.  

 Grant staff distributed information about long-term care services options to the State’s 
eight Human Service Centers (state agencies with co-located state and county service 
programs). They also distributed information to eight drop-in centers for the seriously 
mentally ill, four Independent Living Centers and their affiliates, the North Dakota 
Nursing Home Association and its affiliates, and to consumers who have contacts with 
these entities.  

 The Good Samaritan Society in Cass County developed a brochure and video on home 
and community services and nursing home transition, which they distributed to nursing 
home residents. The Society also implemented the Community of Care program in 2003 
to organize a more effective health and human services system for elderly persons and 
persons with disabilities in rural areas. The program offers care coordination, resource 
centers, and volunteer and support programs. The Society has continued to fund the 
project since the grant ended.  
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Enduring Systems Change  

The North Dakota Mental Health Association and the United Way were awarded grant funds 
to expand the 211 toll-free phone service to focus on meeting the specific needs of persons 
with disabilities, including an expansion of TTY capability for persons with hearing 
impairments. The 211 service provides statewide information and referral, and a crisis 
intervention service.  

Continuing Challenges 

 The State’s long-term care system is complex and difficult to navigate.  

 Although the Department of Human Services is an umbrella agency for many programs, 
the State lacks a process for ensuring communication and coordination among the many 
programs and projects serving the same populations.  

 Many elderly people lack information about home and community services and do not 
seek out information until a crisis occurs. 

 Because North Dakota is a rural/frontier state, a lack of transportation is a barrier to 
community living. Many consumers thus lack access to services because of the long 
distances that workers must travel and the often severe weather conditions.  

Lessons Learned and Recommendations 

To bring about systems change, it is essential to ensure that all stakeholders are involved in 
a project’s planning and implementation. However, getting them to attend meetings on a 
regular basis can be a time-consuming process and persistence is essential. Particularly in 
frontier and other geographically isolated areas, it is very important to have local leaders 
who can keep people involved for the duration of a project through ongoing communication, 
feedback, and encouragement as well as in-person contact when possible.  

Key Products  

Outreach and Educational Materials 

 In connection with its No Place Like Home Project, Independence, Inc., developed 
informational brochures, booklets, and a video to increase awareness of service options 
and assistive technology for persons with disabilities or long-term illnesses who want to 
remain in their home or in community residences. More than 5,000 brochures and 
booklets and 75 videos were distributed to senior centers, support groups, parish 
nurses, hospital social workers, universities, the State Hospital, and the State 
Developmental Center.  

 The Good Samaritan Society developed a video that provided information about home 
and community services for elderly persons. This video, along with brochures about 
transitioning from nursing homes to the community, was provided to nursing home 
residents.  



 Real Choice 

II-111 

OHIO 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to improve consumers’ access to community supports, 
services, and housing. The grant had three major goals: (1) to develop a website to provide 
consistent, reliable, and up-to-date information about long-term care services and supports 
regardless of a consumer’s point of contact with the formal delivery system; (2) to increase 
housing options for people with disabilities; and (3) to promote consumer involvement in 
state-level decision making on policy issues affecting persons with disabilities.  

The grant was awarded to the Ohio Department of Job and Family Services (ODJFS), which 
contracted with the Department of Aging (the state unit on aging) to implement the grant. 

Role of Key Partners  

 An Advisory Council—comprising consumers, providers, representatives of state 
agencies, members of Ohio’s Olmstead Task Force, and other stakeholders—oversaw the 
design and development of a website for aging and disability-related community 
services: ConnectMeOhio.org. The Council provided input on website design and 
accessibility issues and on marketing materials. Grant funds enabled the Ohio Olmstead 
Task Force to participate in conferences, meetings, and advisory councils.  

 The Ohio Housing Finance Agency, the Ohio Department of Development, and the Ohio 
Developmental Disabilities Council helped fund and develop the housing locator on the 
ConnectMeOhio.org website. 

Major Accomplishments and Outcomes  

 One of the grant’s original goals was to hire a housing coordinator to develop and 
conduct housing outreach activities for the grant project, but ODJFS decided to do the 
hiring instead and make it a permanent full-time state position. The funds saved were 
redirected to the development of the website for aging and disability-related community 
services. The housing coordinator worked with a number of community groups and 
advocacy agencies in the State to identify housing issues and to help them participate in 
developing housing policy for their communities and the State. 

 Grant staff promoted cooperation among state agencies to increase housing options for 
people with disabilities; for example, ODJFS partnered with the Ohio Developmental 
Disability Council to present a Housing Conference in October 2005. Additionally, grant 
staff worked with various state agencies and advocacy groups to form the Ohio Access 
Housing Workgroup, whose goal is to increase housing options for Ohio’s citizens, 
especially those with disabilities and in institutions who want to transition. 
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Enduring Systems Change  

 The Department of Aging in conjunction with ODJFS developed a website to provide 
information about aging and disability-related community services. It is the official Aging 
and Disability Resource Center website, and more than 33,000 people have visited it. An 
Ohio Developmental Disability Council grant is funding marketing activities to improve 
visibility among elderly persons and people with disabilities. The website 
(www.ConnectMeOhio.org), which has received more than 2.1 million hits, includes 

– information on more than 1,400 provider organizations and the services they 
provide; 

– a Benefits Checkup feature that provides information about benefits and a system to 
help individuals determine whether they are eligible for them; and 

– a Housing Locator that provides information on subsidized, elderly, and accessible 
housing in Ohio. 

Key Challenges  

Getting all service providers throughout the State to enter and update their information has 
been a challenge.  

Continuing Challenges 

 For the website to be effective, service providers need to register and provide accurate 
information about their services, fees, locations, and contact information. Because 
getting them to do so remains a challenge, the information on the website for some 
areas of the State is more comprehensive than for other areas. 

 Permanent funding to maintain and update the new website has not been secured. The 
Aging and Disability Resource Center grant and the Ohio Developmental Disabilities 
Council have provided funding until 2008, and may provide additional funding after that 
date. The Ohio Housing Finance Agency, the Ohio Department of Development, and the 
Ohio Department of Job and Family Services may also contribute funds to sustain the 
website in the future. 

Lessons Learned and Recommendations 

 Home and community services should be an entitlement under Medicaid, and the new 
HCBS state plan option authorized by the Deficit Reduction Act of 2005 should use the 
same financial eligibility criteria as HCBS waivers.  

 HCBS programs and systems are fragmented and often difficult to understand. It is 
critical that consumers be educated about programs and systems to enable them to 
make choices in their best interest. The Internet is a key method for providing 
information about community programs and services to older adults and people with 
disabilities and for helping them to obtain assistance.  

http://www.ConnectMeOhio.org
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 The State should allocate resources to sustain the new website.  

Key Products  

Outreach Materials 

A contractor designed an array of marketing materials to promote the new aging and 
disability-related community services website at conferences, seminars, and speaking 
engagements. The materials consist of highlighters, jar grippers, fliers, sticky note pads, 
postcards, magnifying rulers, and Internet advertisements.  
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OKLAHOMA 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop the infrastructure necessary to promote 
accountability in the long-term care system. The grant had five major goals: (1) to establish 
and maintain an organization to guide needed systems changes; (2) to develop and 
implement an infrastructure to support Continuous Quality Improvement activities; (3) to 
improve the availability, reliability, adequacy, and quality of Personal Assistance Services; 
(4) to identify infrastructure to support nursing facility transition services; and (5) to 
develop a plan for a managed care program for persons needing long-term care services.  

The grant was awarded to the Oklahoma Department of Human Services, Aging Services 
Division (DHS/AD), the state agency responsible for administering Oklahoma’s section 
1915(c) waiver programs. The Long Term Care Authority of Tulsa administered, managed, 
and implemented grant activities on behalf of DHS/AD. 

Role of Key Partners  

 The Long Term Care Authority of Tulsa developed the Oklahoma Real Choice Systems 
Change Partnership to guide grant activities. The Partnership comprises consumers with 
disabilities who use personal assistance services and partnering organizations supporting 
the grant. DHS/ASD provided technical assistance to the Partnership. 

 Ability Resources—an Independent Living Center (ILC) in Tulsa—assisted in developing 
and implementing a nursing facility transition (NFT) pilot program. 

Major Accomplishments and Outcomes  

 Grant staff educated consumers and other members of the Oklahoma Partnership to 
foster their contribution to grant design issues, especially in the areas of consumer 
satisfaction and quality. Grant staff and partnering organizations made several 
presentations to the Partnership’s members to help them acquire the skills, knowledge, 
and tools to perform their work effectively. Grant staff also developed methods for 
Partnership members to provide ongoing feedback on consumer-direction issues, such as 
recruiting and supervising workers, using e-mail, and teleconferencing. 

 The Long Term Care Authority (LTCA) of Tulsa conducted a consumer satisfaction survey 
with more than 300 consumers in the ADvantage waiver program to identify specific 
areas for Continuous Quality Improvement initiatives (CQI) and to provide baseline data 
for future surveys that will help identify areas for quality improvement. Grant staff and 
Oklahoma State University staff developed a report describing preliminary survey 
findings.  
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 The LTCA hired a consultant to conduct a comprehensive analysis of Oklahoma’s current 
long-term care system and develop a report on its findings and recommendations. The 
report, Home and Community Based Services in Oklahoma: A Systems Review, was 
disseminated through special events and media to legislators, community leaders, and 
other stakeholders. DHS has reviewed the recommendations and begun implementing 
several of them to improve access to and quality of services and to contain overall long-
term care costs. The report’s recommendations provided a blueprint for balancing state 
spending among home and community services, residential services, and institutional 
services. One of the report’s recommendations was to add an assisted living benefit to 
the ADvantage waiver program, and the State is in the process of doing so. 

 To improve the availability, reliability, adequacy, and quality of personal assistance 
services, the LTCA contracted with a vendor to customize an Interactive Voice Response 
(IVR) system designed to monitor providers in the ADvantage waiver program. The IVR 
system, which was adapted and customized to the ADvantage waiver using grant funds, 
tracks in-home care visits, automates the claims submissions associated with those 
visits, generates payroll reports, and determines whether the provider is in the 
consumer’s home in real time. Four provider agencies participated in the pilot to test the 
new system, tracking more than 400 ADvantage consumers. DHS plans to expand the 
pilot and implement the system statewide. 

 The Tulsa ILC and the LTCA developed and implemented an NFT pilot program to gain 
detailed knowledge of NFT service requirements and costs. The pilot enabled 19 nursing 
facility residents to successfully transfer to the community.  

Enduring Systems Change  

 The knowledge gained through the NFT pilot influenced DHS’s decision to cover NFT 
transition case management services in the ADvantage waiver. The State is now 
developing the waiver amendment to add this service, which it plans to submit to CMS 
by the end of 2007.  

 The LTCA contracted with the National Cooperative Development Bank (NCDB) to 
analyze and report on the regulatory environment for Medicaid-funded assisted living in 
Oklahoma and to recommend assisted living services standards that would meet federal 
Medicaid requirements. NCDB also consulted with the State’s assisted living industry and 
its housing authority, along with the Oklahoma Housing Finance Agency representatives; 
it developed recommendations for financing changes using tax credits to fund 
construction of affordable assisted living facilities in Oklahoma. NCDB also provided 
technical assistance to several prospective providers wanting to obtain tax credit 
financing to develop and build affordable assisted living facilities.  
 
Based in part on these recommendations, the State has prepared a waiver amendment 
to add Assisted Living Services as a service option under the ADvantage waiver program. 
Doing so will build capacity to prevent unnecessary and premature nursing home 
placements. The State plans to submit the amendment to CMS by the end of 2007. 
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 The LTCA developed the structure for an automated system to monitor provider 
performance on quality indicators and to regularly provide the results to providers. This 
system integrated a waiver management information system, a complaint/resolution 
management system, and CQI tracking measures in order to comply with CMS quality 
mandates, improve waiver management, implement CMS Consumer Risk Tracking and 
Management guidelines, and enhance the efficiency of waiver operations. Providers are 
now more knowledgeable about quality improvement tools and techniques.  

 Several surveys that the LTCA developed under the grant to measure quality—a 
consumer satisfaction monitoring tool, a participant experience survey for nursing facility 
residents, a person-centered planning survey—as well as a transition timeline and 
checklists for facilitating NFT, will continue to be used. 

Key Challenges  

 NFT pilot program staff noted several transition barriers, including a lack of community 
mental health services and difficulty obtaining housing for individuals with felony 
convictions. These barriers were addressed by having a Transition Coach educate 
consumers on the challenges to be faced during transition, and allowing more time in the 
transition timeline to resolve unforeseen issues.  

 Some nursing home residents lacked the necessary identification, such as a driver’s 
license, to rent an apartment or obtain phone and utility services, and lacked funds to 
obtain it. Some had different names on social security cards and birth certificates. Staff 
were uncertain whether Medicaid considered the cost of obtaining identification 
documents to be a covered transition expense because it was not listed in the CMS State 
Medicaid Directors’ Letter regarding these expenses.  

 Staff working in the NFT pilot experienced a lack of cooperation from nursing facility staff 
and often from the facility’s physicians. They had difficulty obtaining physicians’ 
medication orders upon discharge and their signatures, which are required on 
applications authorizing lift transportation. Additionally, paratransit services were not 
always available when needed, particularly at short notice, and some taxicab drivers 
were unwilling to lift wheelchairs into trunks. 

Continuing Challenges 

 Because of budget shortfalls, the State may not have the funding to implement assisted 
living services as an ADvantage waiver benefit or to expand the Interactive Voice 
Response (IVR) system beyond the grant-funded pilot providers. The Department is 
trying to identify sufficient funding to expand the IVR system to additional providers, but 
funding may be so limited that even the current IVR system may be in jeopardy. 

 The enrollment process for the ADvantage waiver is cumbersome and can take several 
months. The State does not have an expedited enrollment process for nursing home 
residents who want to transition or for Medicaid-eligible consumers who are at risk of 
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nursing home placement. The State plans to address these enrollment barriers under its 
Money Follows the Person grant. 

 Waiver case managers and nursing home discharge planners are not knowledgeable 
about the complexities of nursing facility transition processes and the availability of 
home and community services other than waiver services.  

 Some providers still have difficulty accepting the consumer-direction philosophy, which 
maintains that consumers should be able to choose who provides their care and the 
manner in which that care is provided.  

Lessons Learned and Recommendations 

 Nursing home residents’ desire and motivation to reside in the community—not their 
level of disability—are the key factors for a successful transition. 

 Establishing relationships with community service providers prior to applying for service 
can facilitate access during the transition process.  

 Nursing home residents who transition are vulnerable to a breakdown in service delivery 
during the first 2 weeks in the community. Case managers need to provide a higher level 
of monitoring during this time to ensure that they receive the services they need and are 
not readmitted to the nursing home.  

Key Products  

Outreach Materials 

The LTCA developed a Homecoming brochure describing the NFT program, which was 
distributed to long-term care consumers, their families, community and advocacy 
organizations, and nursing facility ombudsmen.  

Educational Materials 

 The LTCA and the Oklahoma Partnership developed the Memory Book, a collection of 
stories about the lives of the consumer consultants in the Partnership, to serve as a 
resource for provider training.  

 The LTCA also developed four PowerPoint presentations about the activities of the 
Oklahoma Partnership to help consumer representatives acquire the skills and 
knowledge to perform effectively, and one presentation on the CMS Quality Framework. 

 The LTCA developed short policy briefs to educate and inform policy makers, advocates, 
and interested providers on the new assisted living benefit, the associated waiver 
provider application, an overview of waiver financing, and a comparison of activities of 
daily living (ADL) limitations among nursing facility residents, assisted living facility 
residents, and ADvantage waiver clients. 

 The LTCA produced a training video for agency employees, which described a nursing 
home resident’s experience attempting to transition.  
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Technical Materials  

The LTCA developed consumer satisfaction surveys for measuring quality, noted above 
under Enduring Changes.  

Reports 

 The LTCA developed a final report on the NFT pilot program, describing barriers 
encountered, transition costs, and community outreach efforts; and a document on 
policies and procedures for the NFT program.  

 A consultant produced a report, Home and Community Based Services in Oklahoma: A 
Systems Review, that provided a comprehensive review of Oklahoma’s long-term care 
system and recommendations for shifting the balance in spending from institutional care 
to community living.  

 A consultant developed a report, Oklahoma Housing Finance Authority: Low Income 
Housing Tax Credit, that was an analysis of Oklahoma’s Low Income Housing Tax Credit 
program with recommendations for developing affordable assisted living using this 
program and the necessary steps to do so.  

 Another consultant report, Creating Affordable Assisted Living Through the ADvantage 
Program, analyzed Oklahoma’s regulations and standards for assisted living facilities and 
made recommendations for developing regulations and standards that would meet 
federal Medicaid requirements.  

 The LTCA and Oklahoma State University staff developed a report, ADvantage Program 
Consumer Satisfaction Survey Interim Report, that presented the survey’s preliminary 
findings.  
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PENNSYLVANIA 

Real Choice Grant 

Primary Purpose and Major Goals 

The grant’s primary purpose was to identify areas in the current long-term home and 
community services system that need improvement and to develop and implement 
strategies to provide the foundation for effective and enduring systems improvements. The 
grant had four major goals: (1) to develop a cross-disability, comprehensive, understand-
able, and responsive system of access to home and community services and supports for 
consumers of all ages; (2) to examine barriers to the provision of needed services for 
individuals with severe multiple disabilities who currently lack services; (3) to support direct 
service workers in developing knowledge of and expertise in best practices for providing 
services and supports to individuals with multiple disabilities; and (4) to develop better 
long-term living management methods to support community living.  

The grant was awarded to the Pennsylvania Department of Public Welfare, Office of Policy 
Development.  

Role of Key Partners  

 United Cerebral Palsy of Pennsylvania implemented demonstration projects to help 
families of consumers with disabilities to meet their family support needs.  

 The Center for Applied Research and the Paraprofessional Healthcare Institute were 
contracted to conduct focus groups and trainings. 

 The Governor’s Office of Health Care Reform participated in focus group and training 
activities.  

 Better Jobs, Better Care–Pennsylvania developed a direct care worker association.  

 Jewish Employment and Vocational Services produced a home modifications website and 
brochures. 

Major Accomplishments and Outcomes  

 United Cerebral Palsy of Pennsylvania conducted three demonstration projects to meet 
the family support needs of 150 families of persons with disabilities. Family support 
services are defined as supports, resources, services, and other assistance provided to 
families to (1) help them maintain family unity and keep persons with disabilities in the 
family home and participating in their community; (2) prevent inappropriate and 
unwanted out-of-home placement; and (3) when possible, reunite persons with 
disabilities who have been placed out of the home by their family. These services and 
supports help families to continue providing informal care so that individuals with 
disabilities can remain in the community. The demonstration projects were family driven 
and flexible to meet consumers’ varying needs for services such as therapies, adaptive 
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equipment, and other innovative services not available through current programs. 
Respite services were also provided.  

 The Governor’s Office of Health Care Reform, the Center for Applied Research, and the 
Paraprofessional Healthcare Institute collaborated to conduct  

– 6 regional focus groups to learn about consumers’ experiences with long-term care 
services and to develop recommendations for how to improve those services. In 
particular, the focus groups explored consumers’ perceptions of quality as they relate 
to direct care workers. The focus groups included discussions about how quality of 
care should be defined from the consumer’s perspective and how it can be improved, 
and training and career ladders for workers.  

– 11 Quality Management Training events to help community service providers to 
develop quality management strategies and processes to improve home and 
community services, including strategies for improving retention of direct care 
workers.  

 Grant funds were combined with funding from the Department of Public Welfare and the 
Governor’s Office of Health Care Reform to develop an outreach/educational DVD on best 
practices in providing long-term living services and supports for people with brain 
injuries and their families.  

 Grant funds supported Jewish Employment and Vocational Services in developing a 
comprehensive website and outreach materials to provide information about home 
modifications: what they are, how to obtain them, and available funding.  

 The grant funded a contractor to develop a report on reforming Pennsylvania’s waiver 
programs and balancing the long-term living system, which included recommendations 
for consolidating waiver programs and expanding them to unserved populations such as 
persons with autism. The autism advocacy community maintains that the existing 
waivers do not meet all the needs of persons with autism and that a specific waiver is 
needed. Partly as a result of the autism community’s advocacy, the State is developing a 
new autism waiver program.  

Enduring Systems Change  

 The grant funded development of a home and community services Stakeholder Planning 
Team with a full-time project director to identify gaps in and barriers to services for 
people with disabilities. The Team developed a strategic plan on long-term care issues, 
including access, quality, workforce, and housing. The Pennsylvania Department of 
Public Welfare has continued supporting the Stakeholder Planning Team since the grant 
ended in order to receive ongoing input from people with disabilities, advocates, 
providers, and family members about how to improve the long-term living system.  

 The Department of Public Welfare provided grant funds to Better Jobs Better Care–PA to 
help establish a Direct Care Worker Association to promote worker knowledge of and 
expertise in best practices in personal assistance services and supports. The State will 
continue to develop training systems, peer mentoring, and outreach to improve the 
direct care worker profession.  
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 The grant supported the State’s balancing efforts, including implementation of a 
statewide initiative to enhance its nursing facility transition activities: the program 
provides counseling to consumers entering nursing homes to help them retain their 
community housing and supports in order to facilitate their discharge to the community.  

 Grant-produced education and training materials will continue to be funded for 
duplication and distribution by various departments and organizations. 

Key Challenges  

 Grant implementation was delayed because the State’s fiscal procedures for funding 
grant initiatives were very slow.  

 Ensuring consumer participation at all stages and levels of planning was difficult because 
of logistical problems, such as arranging transportation and lodging, that can be very 
time consuming without staff specifically assigned to address this barrier.  

 The State’s organizational structure—with separate offices for each disability 
population—is a difficult environment for bringing about systems change. 

Continuing Challenges  

 Lack of funding for new initiatives is a major challenge.  

 Coordinating legislative and administrative activities to achieve effective and 
comprehensive systems change is very difficult, particularly because such change 
requires multiyear efforts. 

Lessons Learned and Recommendations 

 The availability of a skilled workforce is essential for expanding home and community 
services. Consumer focus groups discussing the definition of quality services mentioned 
this as one of the most important elements.  

 When planning changes in the service delivery system, it is very important to ensure 
consumer input as early as possible in the process. Involving consumers in a meaningful 
way demands a significant level of effort. Ideally, states would have dedicated funding to 
ensure consumer involvement, both for staffing and expenses.  

 Systems change is a long, slow process requiring political will, effective leadership, and 
support from consumers and providers. A budget process that requires reinvestment of 
dollars saved in building community infrastructure is also required. Implementing new 
initiatives requires extensive advocacy and effective “champions.”  
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Key Products  

Outreach Materials 

 Grant partners developed brochures and information packets for the new Pennsylvania 
Direct Care Worker Association.  

 Jewish Employment and Vocational Services developed informational brochures and a 
website (http://homemods.jevs.org) that has become an effective tool providing 
information about and resources for funding home modifications in Pennsylvania.  

 A DVD for people with brain injury and their families, Brain Injury and the Challenges of 
Life Ever After, will be provided to hospital discharge workers, social workers, and brain 
injury support groups by the Brain Injury Association of Pennsylvania, the PA 
Department of Public Welfare, the PA Department of Health, and other organizations. 
The PA Department of Public Welfare will also fund duplication and distribution costs. 

Reports 

Grant-funded contractors developed several reports: 

 Home and Community-Based Services Reform and Rebalancing Feasibility Analysis, 
which provided recommendations for changing the long-term living system to promote 
access to long-term living services. 

 Expanding Home and Community-Based Services for Persons with Autism in 
Pennsylvania. 

 Consumer Direction in Long Term Living Services, which analyzed focus group findings 
about quality and workforce issues in consumer-directed services. 

http://homemods.jevs.org
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RHODE ISLAND 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop the infrastructure that will allow adults with 
disabilities, children with special needs, and elderly persons to choose where they reside 
and help them obtain and direct needed services. The grant had three major goals: (1) to 
expand the capacity of the long-term care system to provide services, (2) to increase the 
ability of consumers to make informed choices, and (3) to improve the coordination of 
health and social services.  

The grant was awarded to the Department of Human Services (DHS), Center for Adult 
Health (CAH).  

Role of Key Partners  

 A Consumer Advisory Committee at the DHS-CAH served as the advisory and oversight 
body for the grant. The Committee, originally formed to provide input to DHS-CAH on 
policy, comprises consumers and advocates. It pilot-tested the grant’s web-based 
resource directory and benefits screener for user friendliness, participated in focus 
groups for the needs assessment survey of elderly Medicaid/Medicare clients, responded 
to the survey, and assisted grant staff with planning a community options conference.  

 The Department of Children, Youth and Families contributed staff time to work on grant 
initiatives related to youth with serious emotional disturbances. 

 The Aging and Disabilities Resource Center Implementation Team—comprising members 
from the Department of Elder Affairs, the Department of Health, the Department of 
Human Services, the Department of Labor and Training, and the Department of Mental 
Health, Retardation, and Hospitals—served as an advisory group for the grant. 

 The Drug and Alcohol Treatment Association of Rhode Island developed training modules 
for staff working with individuals with behavioral problems in residential facilities. 

 Brown University Center for Gerontology and Health Care Research, the University of 
Rhode Island College of Pharmacy, and the Yale University School of Medicine 
Department of Psychiatry conducted research studies and analyses. 

 A number of public and private organizations—including the Brain Injury Association of 
Rhode Island, the Department of Elder Affairs, the Governor’s Commission on 
Disabilities, the Ocean State Center for Independent Living, and Providence Housing 
Authority—supplied staff expertise for committees and trainings, recruited consumers to 
test pilot products and participate in focus groups, completed data analysis, and made 
recommendations to state policy makers to enhance the long-term care system. 
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Major Accomplishments and Outcomes  

 Grant staff hosted a Community Options conference attended by 200 consumers, which 
provided information on community resources, services, and programs for elderly 
persons and adults with disabilities.  

 Brown University Center for Gerontology and Health Care Research conducted two focus 
groups to understand the health-related needs and the unmet needs of people aged 65 
and older who are eligible for both Medicare and Medicaid (dual eligibles). It used the 
results to help develop a survey of a randomly selected sample of dual eligible elderly 
persons to quantify gaps in care and social isolation. Its report on the survey results 
provided recommendations for improving access to services and service quality. The 
Department of Children, Youth and Families is implementing some of the 
recommendations.  

 As part of an effort to better coordinate health and social services and to coordinate 
services across multiple delivery systems, grant staff contracted with the University of 
Rhode Island College of Pharmacy to analyze Medicare data and develop a statistical 
model to identify the complex interplay of factors associated with Medicaid eligibility. The 
Department will use the findings to plan services for dual eligibles. One finding was that 
access to case management services through programs such as the Department of Elder 
Affairs Community Case Management Services could postpone dual eligibility. The State 
has not yet decided to expand case management services to achieve this outcome.  

 The various reports, survey results, and other grant deliverables provided the foundation 
for DHS to continue improving consumer access to quality community services.  

Enduring Systems Change  

 The Department of Children, Youth and Families contracted with Yale University to 
conduct studies to inform the development of policy for children and youth with serious 
emotional disturbances (SED). The grant funded a portion of this work. In an effort to 
expand capacity to provide services for youth with SED, the University developed a work 
plan to guide the assessment of those who were transitioning to the community.  
 
The University also tracked and analyzed the demographics, utilization, and outcomes of 
children using residential and community care systems. It produced a report 
summarizing the performance of the Department’s Children’s Intensive Services (CIS) 
program, which provides family-focused, community-based services for children with 
severe emotional and behavioral disturbances who are at risk for psychiatric 
hospitalization or out-of-home placement. The assessment of the CIS program led to 
changes in policies that have resulted in a reduction in highly restrictive placements, 
including a 50 percent reduction in out-of-state placements. The Department is using 
other study results to inform the development of a strategic plan to ensure that families 
receive crisis intervention services sooner and for a longer period so that they can be 
diverted from Family Court.  
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 The Drug and Alcohol Treatment Association of Rhode Island developed training modules 
to provide a foundation of knowledge and skills for human services workers to effectively 
identify persons with a range of behavioral health care problems who are in residential 
facilities. The modules are available in hard copy and on CD-ROM for service providers to 
use in employee orientation and training. 

 The Grantee contracted with the New England States Consortium (a collaborative effort 
of the health and social services agencies of the six New England states) to assist in the 
development of a web-based service and resource directory and benefits screener to 
increase informed consumer choice. The resource directory contains nearly 3,500 
listings, and the benefits screener allows individuals to determine whether they might be 
eligible for specific benefit programs and provides application information.  
 
The website, which also provides information in Spanish and Portuguese, furnishes 
screening for the Rhode Island Pharmaceutical Assistance Program for the Elderly 
(RIPAE), Community Co-pay (covers home health and Adult Day programs through the 
Department of Elder Affairs), and Medicare premium support programs. Crossroads 
Rhode Island, a nonprofit community-based organization, will ensure that the resource 
information is current and will use feedback on the website to guide improvements in 
content and usability.  

 Grant funds paid for the development of service tracking software for use by the 
Department of Elder Affairs community-based agency staff who provide information and 
assistance to elderly persons and people with disabilities. Staff were trained to use the 
software, which has improved the standardization and dissemination of important 
resource information and allows for a consistent flow of information.  

Key Challenges  

 Difficulty in finding a consultant to work on the behavioral health training activity 
delayed implementation.  

 The financial management system in the State changed twice during the grant, which 
slowed grant implementation.  

Continuing Challenges 

 Lack of funding is a barrier to increasing the availability of home and community 
services.  

 Lack of coordination across state agencies—particularly when serving dual eligibles—
impedes the efficient delivery of health and long-term care services. 
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Lessons Learned and Recommendations 

General 

 Bringing about systems change requires collaboration with stakeholders—state agencies, 
service providers, advocates, and consumers.  

 When implementing systems change initiatives, it is important to plan for unanticipated 
events and develop contingency plans.  

Federal Policy 

 Medicare Part D exempts dual eligibles in nursing homes from co-payments but not dual 
eligibles who are receiving waiver services. This policy constitutes an institutional bias. 
Dual eligibles who meet nursing facility level-of-care criteria should not have co-
payments regardless of their living arrangement.  

 The federal Medicaid statute should be amended to allow states to use the same amount 
of funding that pays for lodging in a nursing home to pay for lodging in the community. 
This policy change would help to decrease the number of people in nursing homes—
particularly those under age 65—who meet the level-of-care criteria but are there solely 
because they cannot afford community housing.  

 The federal Medicaid statute should be amended to allow individuals receiving long-term 
care services to also receive behavioral health services, even if they live in Institutions 
for Mental Diseases. 

Key Products  

Educational Materials 

The Drug and Alcohol Treatment Association (DATA) of Rhode Island developed a curriculum 
for behavioral health training for residential settings (Foundations in Behavioral Healthcare: 
Integrating Approaches to Planning Effective Interventions for Adults with Mental Illness, 
Substance Use Disorders and Cognitive Impairments Living in Public Housing). Each training 
seminar lasts from 3 to 6 hours and includes an instructor’s guide, a PowerPoint 
presentation as an instructional aide, and a participant guide; certain modules have 
additional files for handouts to be used during the training. Each module has a narrated 
self-directed learning module. Organizations that might want to install the self-directed 
module in a web or server environment can contact DATA of Rhode Island.  

Technical Materials  

The Aging and Disabilities Resource Center Implementation Team produced the Rhode 
Island User Guide for the ADRC SAMS2000 System service tracking software. 

Reports 

 Who Are the “Pre-duals” and Why Rhode Island Medicaid Cares, developed by the 
University of Rhode Island College of Pharmacy, analyzed Medicare data to identify 
acuity individuals likely to become dually eligible for Medicaid and Medicare. 
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 Yale University produced four issue briefs and a final report about the Children’s 
Intensive Services (CIS) program.  

– The briefs summarized information on demographic characteristics, diagnoses, 
clinical functioning of children entering the CIS program, service delivery 
characteristics, and program outcomes for children exiting CIS.  

– Children’s Intensive Services (CIS) Evaluation Report: First Year Performance 
(Revised Certification Standards) summarizes CIS performance during the first year 
under the revised program certification standards implemented in April 2004. 

 Brown University produced a focus group report (Living Well in the Community with 
Disability: The Needs and Resources of Elderly People on Medicaid) and a survey report 
(The Needs and Unmet Needs of Rhode Island’s Community-Dwelling Dual Eligible Adults 
Age 65+: A Preliminary Report of Survey Findings).  
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TEXAS 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to improve consumer access to the State’s system of long-
term care services. The grant had one major goal: to develop and implement a “system 
navigator” function at the community level using two access models: navigators located 
within a single access point and navigators located across multiple, but highly coordinated, 
access points.  

The grant was awarded to the Health and Human Services Commission (HHSC) and 
administered by the Department of Aging and Disability Services (DADS). HHSC is the 
single state agency for the Texas Medicaid program. Two contractors were selected through 
a competitive procurement process to develop and implement the system navigator project.  

Role of Key Partners  

 Two Area Agencies on Aging (AAAs) submitted a joint regional plan to test the use of 
multiple access points in central Texas.  

 The Texoma AAA piloted the single point of access model in north Texas. 

 The grant’s Consumer Task Force—comprising individuals with disabilities and family 
members, consumer advocates, and state agency representatives—met quarterly to 
oversee and advise on grant activities. Task Force members were also involved in 
several grant activities, including selection and evaluation of the pilot sites. 

Major Accomplishments and Outcomes  

 The grant project tested two different models of service navigation—single access point 
and multiple access points—in two distinct areas of the State. Both project sites 
accomplished the following: (1) incorporated person-centered planning into systems 
navigation and service delivery, (2) coordinated fragmented services and systems in a 
cohesive process, and (3) developed expertise in combining funds from multiple sources 
and working across jurisdictional lines of authority. 

 The two grant contractors hired and trained a total of 12 system navigators who helped 
consumers of all ages with all types of disabilities to obtain services from the full 
spectrum of state and local health and human services. System navigators developed 
care plans, arranged services, conducted and/or arranged financial and environmental 
assessments, and provided benefits counseling and client advocacy. Responses to 
satisfaction surveys indicated that consumers were pleased with the services they 
received. 

 During the grant, the Texoma project (single access point) served a total of 1,145 
consumers, and the Heart of Central Texas project (multiple access points) served a 
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total of 1,130 consumers. In addition, both projects were required to work with nursing 
facility relocation specialists who assist consumers who wish to move back to the 
community.  

 Both grant projects developed assessment tools and collaborated with partners to 
develop and use common intake/referral forms and referral policies. In addition, project 
staff tested and launched new client tracking software that enabled interagency sharing 
of basic intake information, tracking of clients’ outcomes and levels of satisfaction, and 
tracking the number of clients transitioned and diverted. 

 Both grant projects established linkages and created working relationships among 
organizations and advocacy groups, including AAAs, Centers for Independent Living, 
nongovernmental agencies—such as faith-based organizations and nonprofits serving 
individuals with disabilities—and the Special Education Departments of local school 
districts. 

 Although both projects worked with local public housing authorities, the Heart of Central 
Texas project was able to formalize a process to set aside housing vouchers for persons 
with disabilities.  

 The Texoma project made significant progress in the development of local advocacy 
groups for persons with specific disabilities. The heightened advocacy contributed to the 
establishment of a new Independent Living Center in the Texoma region. 

Enduring Systems Change  

 The grant project improved state, local, and interagency coordination and 
communication, which resulted in more streamlined intake, referral, and client 
information-sharing processes and more timely access to services. Through outreach and 
education efforts with physicians, discharge planners, and hospital administrators, grant 
staff promoted numerous community partnerships with hospitals and health/medical 
service providers, who have formally agreed to adhere to the new intake, referral, 
assessment, and follow-up protocols developed by the grant projects. 

 The AAAs and some local partners have either (1) retained the system navigator 
position(s) and support them with other funding sources, or (2) modified existing staff 
positions and job duties to incorporate navigator functions.  

 Local partners at each site continue to use common protocols they developed for 
referrals and information sharing, and are training new staff in the concepts and 
practices of service coordination, benefits counseling, and system navigation.  

 Organizations in the two pilot sites have permanently incorporated person-centered 
planning in all phases of their work with older persons and persons with disabilities.  

 The promising results from this grant regarding the system-navigator function, shared 
protocols, and permanency planning have prompted DADS to continue testing these 
design features in the development of its Aging and Disability Resource Centers grant. 



Texas Real Choice 

II-133 

Key Challenges  

 Both demonstration sites encountered difficulties caused by the demands of multiple 
computer systems and the tendency of different agencies to work relatively isolated from 
one another. 

 Some professionals had difficulty adopting person-centered service planning and ceding 
control to consumers but ultimately did so.  

 The Heart of Central Texas site found that the steering committee that oversaw project 
administration and system navigators working in multiple locations was not effective at 
decision making. Reaching agreement among the diverse partners that were not under 
the same administrative authority was often difficult. 

 At the Texoma site, several challenges made it difficult to support consumers in the 
community: (1) lack of housing generally and transitional housing specifically, (2) lack of 
transportation to the Dallas-Fort Worth Metroplex for medical appointments, (3) lack of 
support for children aging out of the medically dependent children’s program, (4) a 
waiting list for Community-Based Alternatives programs, (5) no independent living 
center for persons with disabilities, (5) initial lack of sign language interpreters, and 
(6) lack of support for a large number of consumers with complex needs who were being 
discharged from a nearby state hospital. Project staff and partners worked to procure 
grants and private funds to address these challenges. All these areas showed some 
improvement as a result of the grant project.  

 Most organizations at the pilot sites focused on services for adults and were not 
knowledgeable about the needs of children with disabilities or the resources and services 
to address them.  

Continuing Challenges 

 Although the grant was successful in getting many organizations to use common referral 
protocols and intake procedures, many service entities continue to use different forms, 
processes, and automation, creating an access barrier to systemwide services.  

 Lack of financing prevents the hiring of more system navigators.  

Lessons Learned and Recommendations 

 For the purpose of objectively evaluating project effectiveness, better data collection 
protocols should have been identified and implemented at the beginning of the project. 
If a more in-depth evaluation is desired for future initiatives, systematic planning is 
needed and resources must be allocated for ongoing evaluation. 

 Both the single access point model and the multiple access point model were effective. 
If the State commits to a systemwide expansion of the local design features explored in 
this grant, such as the system navigator function, communities should have the option 
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to choose the model (single or multiple access point) that they believe best fits their 
local circumstances.  

 The functions of the navigator position must be clearly distinguished from the functions 
of other positions in the same agency and in partner organizations. The position requires 
a significant degree of skill and experience, and finding the right person for the job can 
be challenging. Navigators must also be well trained to be able to understand the 
complex health and human services system. 

 Sharing computer technology with community partners can streamline access to services 
for consumers; however, it can also duplicate work for providers if they are still required 
to input data into their own computer systems. A drawback is that computer technology 
is expensive and requires significant effort to install and maintain.  

Key Products  

Outreach Materials 

The two grant projects produced materials that provided an overview of the system 
navigator projects and provided contact numbers for the project sites’ access points. 

Educational Materials 

The Heart of Central Texas project produced the Community Leaders’ Manual for 
Person/Family Centered Planning and the Community Leaders’ Training Workbook for 
Person/Family Centered Planning, which were used to train project staff and community 
partners about the philosophy and principles of self-determination. 

Technical Materials  

 The Heart of Central Texas project produced many technical materials, including (1) the 
Texas Health Care Participation Agreement, which details how the providers who are 
partnering with the Heart of Central Texas Real Choice Program will provide services to 
consumers; and (2) the Texas Policies and Procedures Manual, which contains a variety 
of useful tools and materials, including a risk assessment form, organization charts, job 
descriptions, person-centered planning tools, and much more.  

 The Texoma project likewise developed materials, including (1) an assessment tool, 
(2) intake and referral forms and an information release form, (3) a post-service 
consumer survey tool, and (4) a formalized Life Plan Tool Kit for system navigators to 
use when educating individuals and groups about the need for life planning.  

Reports 

 The Department of Aging and Disability Services conducted an end-of-grant debriefing 
for its stakeholders to give the grant’s pilot participants an opportunity to discuss best 
practices and articulate lessons learned. They documented that discussion in the Real 
Choice Navigator De-Briefing Summary. 
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 The Grantee’s evaluation staff produced the Evaluation of the Texas Health and Human 
Services Commission’s and the Texas Department of Aging and Disability Services’ Real 
Choice Initiative. The evaluation was designed as a process study that would describe 
project activities, system outcomes, and consumer outcomes. The evaluation did not 
compare the project’s effectiveness with that of other systems in the State or elsewhere, 
nor did it compare the relative success of the single access point model and the multiple 
access point model.  

Both reports are available on the www.hcbs.org website. 

 

http://www.hcbs.org
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UTAH 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to redesign Utah’s long-term care system to enable 
persons with disabilities or long-term illness and their families to choose their living 
arrangement and services. The grant had four major goals: (1) to establish 
intradepartmental and intradivisional work groups to increase coordination among state 
agencies and to design and foster long-term care system changes, (2) to enable individuals 
to live in the community by increasing the capacity of informal caregivers and paid supports 
to provide care, (3) to increase opportunities for consumer involvement and choice, and 
(4) to increase public awareness of and access to long-term care information and services.  

The grant was awarded to the Utah Department of Human Services (DHS).  

Role of Key Partners  

 Grant staff developed the Real Choice Coordinating Council, comprising consumers, 
providers, and partnering organizations to coordinate grant activities. 

 The Center for Persons with Disabilities at Utah State University developed a training 
curriculum to support informal caregivers.  

 The University of Utah conducted research and prepared reports.  

Major Accomplishments and Outcomes  

 The University of Utah conducted four focus groups to learn about barriers to using 
consumer-directed and person-centered services and prepared a report on this topic.  

 A consultant conducted a statewide review of Utah’s long-term care system and issued a 
report that identified the need for (1) a centralized information source for long-term care 
information and (2) improved access to and availability of all long-term care services for 
elderly persons, working age adults with physical and mental health disabilities, and 
their families. The report was distributed to five divisions within the DHS and the 
Department of Health.  

 A public relations agency developed a multimedia campaign called “UCare,” using TV, 
radio, and print ads to inform the general public and employers about caregivers’ 
responsibilities. The ads focused in part on the newly created caregiver-support 
curriculum and on available community resources to support caregivers. The public 
relations agency leveraged grant funds with $801,241 in donated media time and 
services from private businesses. This public/private collaboration increased the visibility 
of the UCare campaign. 
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Enduring Systems Change  

 Grant staff created a statewide website (www.ucare.utah.gov) to provide information on 
long-term care eligibility, benefits, and services for elderly persons and people with 
disabilities and mental illness. They also created an eligibility “wizard” for the website to 
simplify and streamline the eligibility and assessment processes. DHS has committed to 
maintaining the website. 

 The Grantee had a contract with the 211 Council to increase resource information for 
long-term care services and for caregivers to obtain emergency relief from care 
responsibilities. Using grant funds, the 211 Council purchased a new phone answering 
system to increase the efficiency of the statewide 211 Information and Referral line. 
Expanding the capacity of the 211 service to provide information about long-term care 
was more efficient than developing a separate toll-free number for this purpose. DHS will 
support the 211 service through continued regular collaboration and connections with 
service agencies and by providing in-service training to the 211 Information and Referral 
Specialists.  

 As part of an initiative to educate caregivers about community resources, the Center for 
Persons with Disabilities at Utah State University conducted a review of existing 
caregiver curricula to facilitate development of a new curriculum to support informal 
caregivers, called UCare: The Caregiver Guide. The curriculum addresses common issues 
that arise when providing care for persons with disabilities or mental illness, and elderly 
persons; and covers a range of topics, including caring for the caregiver, positioning and 
moving individuals with physical disabilities, using assistive technology, improving 
accessibility, and preparing healthy meals.  
 
The Center provided training for 54 trainers from every region in the State, who in turn 
provided 132 classes for 810 informal caregivers. An evaluation conducted by phone 
found that most participants were satisfied with the training. 
 
DHS will continue to provide resources for classroom instruction of the UCare curriculum 
through AAAs, Utah State University, and private groups such as hospice and home 
health agencies. The Navajo nation is using the curriculum, and Utah’s statewide 
caregiver coalition has also adopted the UCare curriculum and committed to sustaining 
it. DHS will use the Spanish-translation version of the UCare training curriculum as an 
outreach tool for Spanish-speaking caregivers and their families.  

 To educate caregivers about community resources, the State will continue to submit 
public service announcements to TV, radio, and newspapers, referring them to the 211 
toll-free number and the State’s website for additional information.  

Key Challenges  

Grant staff did not face any major implementation challenges. 

http://www.ucare.utah.gov
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Continuing Challenges 

The consulting company that analyzed the State’s long-term care system recommended 
that the State develop a single point of entry system. Doing so would require many different 
departments to work together, but the necessary infrastructure is not in place and the State 
has other priorities at this time. 

Lessons Learned and Recommendations 

 The public relations multimedia campaign was instrumental in educating the public and 
employers about caregivers’ responsibilities and community resources for supporting 
caregivers. More traditional outreach and educational approaches, such as mailings, 
would not have been as effective as the TV, radio, and newspaper ads; for example, 
registration for a caregiver conference increased fivefold after the media spots were run.  

 The caregiver outreach campaign sought to reach a broad group of caregivers: those 
caring for elderly persons, working-age adults with physical disabilities, and individuals 
with mental health-related disabilities. To do so, the curriculum and other resources 
were designed specifically to address the needs of all caregivers and were not identified 
with any one group. 

Key Products  

Outreach Materials 

A public relations agency developed posters, rack cards, and TV and radio commercials that 
will continue to be used after the grant ends to direct the public to the UCare website and 
the 211 Information and Referral line.  

Educational Materials 

 The Center for Persons with Disabilities at Utah State University developed the UCare 
caregiver training curriculum, part of which was translated into Spanish. The innovative 
curriculum addresses common issues when providing care for persons with disabilities, 
mental illness, and elderly persons. The curriculum will continue to be used by state and 
private agencies to support caregivers across the State.  

 DHS developed the UCare.utah.gov website with an e-mail function so that the public 
can email questions about their caregiver issues and receive individualized responses.  

Reports 

 The University of Utah developed a report—Long Term Care Decision Making Process—
that identified barriers to using consumer-direction and person-centered services and 
provided information that consumers need to make decisions on long-term care issues.  

 A consultant produced a report—Assessing Utah’s Long-Term Care System—that was a 
statewide review of the State’s long-term care system.  
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WASHINGTON 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop education and training materials for self-
directed services, cross-system case management models, and new payment mechanisms 
to support community living for individuals with disabilities. The grant had three major 
goals: (1) to support self-directed community living by enhancing the skills of individuals 
with disabilities, caregivers, and case management staff; (2) to develop and implement 
statewide a coordinated cross-system case management service for consumers with 
multiple disabilities; and (3) to develop consumer assessment tools to support the 
implementation of client-directed service payment options.  

The grant was awarded to the Washington Department of Social and Health Services.  

Role of Key Partners  

 The grant’s Consumer Task Force worked with the Department and other public and 
private partners to plan, develop, implement, and evaluate grant activities. Members of 
the Task Force and of its work groups included consumers, county developmental 
disability (DD) and mental health administrators, representatives of Independent Living 
Centers, the state DD Advisory Committee, the vocational rehabilitation agency, and the 
Council on Aging.  

 Twenty-four Real Choices Local Councils representing 32 counties developed materials 
on self-directed care. The Councils comprised self-advocates, family members, and 
county and state staff. 

Major Accomplishments and Outcomes  

 The Real Choices Local Councils developed education and training materials for 
consumers and their families and conducted diverse outreach activities.  

 Grant staff held a statewide Real Choice Community Living Conference in 2004 attended 
by more than 550 individuals with disabilities and other persons interested in community 
living. The conference featured educational sessions and a range of education and 
training materials produced by the Real Choices Local Councils. 

 The Department’s Division of Developmental Disabilities enhanced its website to provide 
links to resources listed on county DD websites. 

 Grant staff developed a training program for community providers about how to serve 
individuals with behavioral challenges. The program is provided to professional staff by 
the Department of Social and Health Services. 
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 A training program in independent living skills called Achieving is Believing was 
developed by self-advocates and parents under the direction of the Consumer Task 
Force. They provided the training statewide to self-advocates and providers.  

 The grant funded the state DD Advisory Committee and the state Arc to produce two 
videotapes/DVDs for self-advocates, families, and consumers. One explains the State’s 
consumer-complaint and fair-hearing process, and the other describes long-term care 
supports and services. They have also completed a video on Employment and Inclusion 
and one on DD services. The Division of Developmental Disabilities, Local Councils, and 
advocacy groups distribute the videos/DVDs.  

Enduring Systems Change  

 The grant developed a case-mix payment model with payment rates for community 
services as part of a new assessment tool that has a quality assurance component. The 
assessment tool was implemented on a statewide basis in July and August 2004. The 
tool’s modules include measures to (1) ensure the quality, consistency, and 
completeness of assessments and plans of care, individual provider qualifications, and 
adherence to protocols for identified high-risk indicators such as skin breakdown; 
(2) ensure compliance with CMS protocols; and (3) provide consistency in the application 
of policies and procedures.  

 Grant transition staff, working with the State Hospital, developed policies subsequently 
implemented by the state Department of Social and Health Services, which delineate the 
roles and responsibilities of state psychiatric hospitals and community providers when 
discharging persons with developmental disabilities to community settings.  

 Grant transition staff assisted in developing a state psychiatric hospital geriatric 
discharge team to provide consultation to community providers who accept clients from 
the hospital’s geriatric units. The linkage between facility-based discharge staff and 
community providers enables them to act as an interdisciplinary team providing 
transition support. 

 Grant staff worked with the Department of Social and Health Services to develop 
memorandums of understanding (MOUs) with community partners to support 10 regional 
specialized geriatric mental health teams to provide services throughout the State. MOUs 
were also used to formalize agreements between community housing and services 
providers and between community providers and state agencies.  

Key Challenges  

 A reduced state budget and staff cuts limited collaboration with and support for grant 
activities from other agency partners.  

 Federal, state, and local budget cuts limited participation in grant activities by some 
small community organizations.  
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 Finding accessible and affordable housing for individuals transitioning from psychiatric 
hospitals and other individuals with disabilities was made more difficult by federal budget 
cuts to HUD’s Section 8 voucher program.  

Continuing Challenges 

 Lack of affordable and accessible housing. 

 Federal funding and policies are not flexible enough to allow effective coordination in the 
delivery of housing and services. For example, Medicaid covers case management for 
“medically necessary” services and HUD provides capital funding for housing (with 
extremely limited McKinney-Vento funding), but neither Medicaid nor HUD provides 
project-based 24-hour intensive case management or care coordination for people who 
need 24-hour oversight at unlicensed housing sites in the community. 

 Housing and service system staff know little about each other’s systems.  

 It is very difficult to coordinate publicly subsidized housing with Medicaid services. 
Because of long waiting lists, rental assistance vouchers are often unavailable for 
persons transitioning to the community.  

 People with poor credit histories and/or criminal backgrounds may be unable to find 
landlords willing to take the vouchers.  

Lessons Learned and Recommendations 

 Grant activities should be developed and implemented in an integrated and systematic 
way and reevaluated throughout the grant period.  

 A collaborative approach—working with other grants and programs and involving 
consumers and stakeholders—is the most beneficial method of planning and 
implementing activities.  

 Consumers’ unique concerns should be distinguished from those of advocates and 
stakeholders and specifically addressed.  

 Some nursing home residents do not meet the waiver level-of-care criteria because their 
condition improved after admission. Lack of housing, transition services, and other 
supports prevent their return to the community.  

 Lack of 24-hour supports and services is a transition barrier for some individuals in 
Intermediate Care Facilities for Mental Retardation. 

 The institutional bias in the Medicaid program should be changed so that home and 
community services are mandatory—and institutionalization is the last resort. 

 Policy changes are needed to eliminate the strict silos in which federal agencies such as 
HUD and CMS and the VA operate so they can better meet the needs of persons with 
disabilities.  
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 Housing and services are needed for individuals who fall through the cracks of the 
current systems.  

Key Products  

Outreach and Educational Materials 

 The 24 Local Councils produced newspaper articles, flyers, brochures, videos on 
community life, and an interactive CD for person-centered planning. 

 Understanding Mental Health and Behaviors: Guidelines for Providing Behavioral Support 
to Older Adults in Residential Facilities, July 2005, provides an overview of challenging 
behaviors common among mental health clients and suggested interventions for nursing 
home, boarding home, and adult family home staff to address them. The guide helps 
providers to deal with aggressive behavior that may prevent clients from remaining in a 
community setting.  

Technical Materials 

The Application Training and Resource Manual, 2004, describes the technical attributes of 
the online assessment tool developed under the grant.  



 Real Choice 

II-145 

WEST VIRGINIA 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to improve long-term support systems so that individuals 
of any age with a disability or a long-term illness have the choice and necessary supports to 
live and participate in their communities. The grant had four major goals: (1) to empower 
consumers to plan, direct, and evaluate community long-term supports; (2) to educate 
multiple audiences statewide regarding community-living issues; (3) to restructure and/or 
enlarge long-term support systems to enable consumers of all ages to have a choice of a 
variety of home and community services and supports; and (4) to improve the quality of 
services and supports. 

The grant was awarded to the West Virginia Department of Health and Human Resources, 
Bureau for Medical Services, and was managed on a day-to-day basis by the Center for 
Excellence in Disabilities (CED) at West Virginia University.  

Role of Key Partners  

 The Real Choice Partnership—comprising consumers and advocates, public and private 
service providers, and representatives from state agencies—provided oversight for grant 
activities and three committees: Direct Services, Policy, and Legislative Affairs. 

 A Consumer Oversight Commission—comprising consumers, family members, and 
advocates—served as the evaluation body for 12 grant-funded community projects.  

 The Northern West Virginia Center for Independent Living (NWVCIL) developed training 
materials, coordinated advocacy trainings, and participated in a committee to study 
housing issues. The committee comprised the Community Living Initiatives Corporation, 
consumers, housing finance entities, housing insurers, and social services agencies that 
help consumers to live in the community.  

 West Virginia University’s End of Life Care Center developed person-centered training 
and end-of-life resource materials, and provided training for hospice staff. 

 Staff from the Medicaid Work Incentive grant, the Medicaid Infrastructure grant, the 
Department of Education, and the Division of Rehabilitation Services collaborated on the 
grant’s training initiatives.  

Major Accomplishments and Outcomes  

Outreach and Education 

 Grant staff worked with representatives from state agencies and consumer organizations 
to create a Real Choice curriculum to promote inclusive community living for individuals 
of all ages and disability types by educating health care and social services providers, 
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administrators, policy makers, and the public. Staff tested the curriculum in workshops, 
training sessions, and conferences. The curriculum was copied on two CDs and 
distributed to disability organizations, policy makers, the Department of Education, the 
Department of Health and Human Resources, and the Division of Rehabilitation Services. 
The curriculum is available at www.hcbs.org. 

 Grant staff collaborated with the Medicaid Work Incentive grant to provide training on 
topics drawn from the Real Choice curriculum to more than 1,200 workers at 40 
Department of Health and Human Resources regional and county offices and 20 Division 
of Rehabilitation Services regional offices.  

 Grant staff collaborated with the Medicaid Infrastructure grant, the Department of 
Education, and the Division of Rehabilitation Services to initiate a Youth Disability 
Conference called A Step in the Right Direction that addressed transition from school to 
adult life. The conference attracted 156 school and transition counselors and resulted in 
a transition resources brochure and a day planner for students in transition. 

 Grant staff prepared seven television shows on a range of topics, including 
transportation, self-determination, and community-living options, which were captioned 
and broadcast to more than 150,000 viewers on the Access for All—Supports and 
Services in Your Community TV talk show, hosted by the CED and the West Virginia 
Library Television Network. The grant was the impetus for starting this show and helped 
fund start-up costs and captioning.  

 The Northern West Virginia Center for Independent Living developed and disseminated 
training materials and coordinated self-determination training for consumers to build 
advocacy skills in policy planning and systems change monitoring. 

 Based on a grant-funded survey finding that no West Virginia hospices have end-of-life 
materials (e.g., living wills) suitable for persons with developmental disabilities and their 
families, grant staff worked with West Virginia University’s End of Life Care Center to 
raise awareness of the need for special materials for this population. Grant staff 
prepared living wills and powers of attorney in accessible formats, including Braille, large 
print, and audio for the End of Life Care Center, and provided information about the Life 
Passages program developed by the Center for Excellence in Aging Services at the 
University of Albany.  
 
Life Passages has end-of-life materials for families, service providers, and individuals 
with developmental disabilities. Grant staff also provided person-centered training for 
hospice staff and held discussions with physicians, nurses, and other medical personnel 
about the use of these materials for individuals with developmental disabilities. After the 
grant ended, grant staff collaborated with disability advocacy organizations and the End 
of Life Care Center on a 1-day statewide training for hospice staff on end-of-life issues 
for persons with disabilities. 

http://www.hcbs.org
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Policy Development  

 Grant staff convened a consumer work group to identify and prioritize consumer 
concerns about the long-term care support infrastructure. After developing strategies 
and recommendations for each priority issue, the group wrote and disseminated position 
papers for policy makers on consumer-directed personal assistance services, waiting lists 
for community support programs, and employment for people with disabilities. 

 Grant staff worked with West Virginia’s Fair Shake Network, the State Independent 
Living Council, and persons with disabilities to draft legislation that would add person-
centered language to the West Virginia State Code and would change the definition of 
“medical necessity” in the Code. Consumer advocates are still working to change the 
definition from “medical necessity” to “functional needs.” 

Housing 

 The grant’s housing committee developed A Guide to Housing in West Virginia with 
funding from the grant and the Developmental Disabilities Council. The Guide is a 
resource to help individuals to understand the complicated maze of systems that must 
be navigated to successfully own or rent a home or apartment. The committee also 
developed and disseminated housing information briefs. Since the grant ended, CED staff 
and partners have been revising the Guide to make it more user friendly and are 
converting more of its content into Issue Briefs. 

 Grant staff and advocacy partners held workshops for housing code officials on the 
provisions of West Virginia’s Fair Housing Code.  

Other 

 Grant staff and partners developed A Guide to Accessible Recreation in West Virginia. 
Information was collected, based on ADA standards, to give both residents and visitors a 
tool to help identify recreation sites that can accommodate special needs.  

 The grant funded 12 community projects to develop models that applied a person-
centered approach to overcome community barriers in housing, transportation, 
employment, education, and recreation. One project secured a license to build Easy 
Living Homes—a trade name for a type of accessible housing. One house was built and 
sold and other homes are under construction.  
 
Other community project accomplishments include an assessment tool to determine 
service and support needs, a home modification and ramp program, an inclusive 
accessible recreation program, a transition curriculum for students with disabilities and 
their parents, a friendship network for persons with disabilities, and a training curriculum 
for public transit employees and transit riders with vision impairments on how to interact 
with one another. For example, the curriculum discusses people-first language and how 
people who are blind prefer to be assisted. The organization that implemented this 
project—The Seeing Hand—created a video that can be used in trainings statewide. 
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Enduring Systems Change  

 Leveraging grant funding with funding from a HUD Community Development Block, 
grant staff collaborated with 11 service organizations to develop a one-stop information 
resource for elderly persons and individuals with disabilities. They used a toll-free 
number staffed by a senior center in one county for people to call when they needed 
services and supports. The senior center staff acted as case managers and called in the 
appropriate agencies to provide existing community services to meet the callers’ service 
needs. The model was evaluated and subsequently replicated in another county.  

 Grant staff developed the Real Choice Resource Directory—a statewide database of 
resources on housing, education, transportation, recreation, health care, and other 
topics of interest. The Bureau for Medical Services signed a memorandum of 
understanding with the West Virginia 211 system to answer calls 24/7, and the Real 
Choice grant staff provided training to the 211 system referral specialists on disability 
etiquette, TTY use, and the Resource Directory contents. The CED will continue to update 
and maintain the Directory, which is available at http://www.hcbs.org.  

 Grant staff collaborated with the Legislative Health and Human Resources Oversight 
Commission to write a bill on Universal Design, which was enacted in April 2007 after the 
grant ended. The law amends the Fair Housing code of West Virginia and the West 
Virginia Contractors Licensing Act by requiring licensed contractors of any proposed 
residential housing to provide a buyer with an information list of basic Universal Design 
features, definitions of which are included in the law.  

 The grant project supported nearly 150 individuals with disabilities and their families to 
create a sustained, unified, and educated voice that has had a measurable and positive 
impact on legislators and policy makers. A consumer-directed advocacy campaign 
influenced the State’s decision to rescind a new policy that was restricting use of the 
Aged and Disabled waiver, and consumers were instrumental in the allocation of funds to 
implement West Virginia’s Olmstead Plan. More consumers are serving on advisory 
councils and task forces and participating in public forums and hearings, providing their 
input on policy issues, and contributing to consumer-responsive policy development. 

Key Challenges 

 The grant’s broad scope and numerous goals and objectives made it difficult to focus on 
and follow through on every initiative.  

 Turnover in every grant staff position during the first 2 years slowed implementation of 
some grant initiatives.  

 An initiative to modify the Nurse Practice Act regulations and license requirements to 
permit nonlicensed personnel to provide certain services in home and community 
settings was unsuccessful because of opposition from the State Board of Nursing. The 
West Virginia Olmstead Advisory Council has convened a work group to continue to work 
on this issue. 

http://www.hcbs.org
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 Competing demands for the Department of Education’s time and focus prevented grant 
staff from co-developing a nondegree course for general education teachers assigned to 
teach special education classes.  

Continuing Challenges 

 Funding for long-term care services remains biased toward nursing homes rather than 
home and community services. The services and supports needed for community living 
are not an entitlement, and the State does not have a Money Follows the Person policy 
or an initiative to balance spending between nursing homes and home and community 
services. 

 State agencies have difficulty coordinating services and supports for an individual 
because of siloed funding streams. The State lacks a methodology to combine funding 
from different sources to meet service needs or a need for adaptive devices or durable 
medical equipment.  

 Provisions of the State’s Nurse Practice Act that require licensed personnel to administer 
medications pose a barrier to self-direction for waiver participants with mental 
retardation and other developmental disabilities.  

 Rural communities have few resources to support community living.  

 Despite several housing and transportation initiatives and limited success on some of 
them, the State lacks affordable, accessible housing and transportation.  

Lessons Learned and Recommendations 

 The State should develop a plan to coordinate housing, transportation, and home 
modification policies to support community living. 

 The State needs to modify nurse practice regulations and license requirements to permit 
nonlicensed personnel to provide certain services in home and community settings. The 
West Virginia Olmstead Advisory Council has convened a work group to continue to work 
on this issue. 

 When implementing systems change initiatives, it is important to partner with disability 
organizations that are already highly motivated and experienced in self-determination 
and self-advocacy activities. In addition, working with organizations that already have 
projects related to grant initiatives makes it possible to create and sustain products in 
those areas because collaborations with multiple partners are already established. For 
example, the CED has existing, ongoing projects in housing, recreation, and resource 
development. 

 The grant was based on the State’s first Olmstead Plan and included goals relating to a 
broad range of issues from housing to employment, recreation, and education. Achieving 
enduring systems improvements is a time-intensive process that would be facilitated by 
focusing on a limited number of clearly defined goals.  
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 It is important to recognize that organizational and cultural resistance to consumer self-
direction might be more widespread than anticipated. Certain groups, such as nurses, 
sincerely believe they have an obligation and a duty to protect consumers by directing 
their care.  

 Grant staff created a speakers bureau with 40 persons recruited from state agencies, 
disability organizations, and service providers to give presentations on key issues such 
as community integration, the ADA, disability law, advocacy, self-determination, people-
first language, assistive technology, and inclusion. Despite intensive public outreach, 
however, only two presentations were requested. In response, grant staff made calls to 
organizations and scheduled presentations, eventually reaching more than 1,200 people. 
They discovered that actively seeking opportunities to make presentations and the 
arrangements to do so were far more effective than marketing the speakers bureau. 

Key Products  

Outreach Materials 

 Grant staff and partners developed a Real Choice website, brochures, fact sheets, 
posters, and other materials. 

 Grant staff developed seven television shows on a range of topics including self-
determination and community-living options. Each was captioned and broadcast to more 
than 150,000 viewers on the Access for All—Supports and Services in Your Community 
TV talk show hosted by the CED and the West Virginia Library Television Network.  

Educational and Technical Materials 

 Grant staff and stakeholders created a Real Choice curriculum—Reaching Out—to 
promote inclusive community living for individuals of all ages and disability types. The 
target audience included the general public, health care and social services providers, 
administrators, and policy makers. The curriculum is available at www.hcbs.org. 

 Grant staff produced a resource brochure for school and transition counselors for youth 
with disabilities—Transition Through School and Into Life—and a student day planner 
that includes important dates, tips on assistive technology, a class schedule, a 3-year 
calendar, an education timeline, and contact information for all the resources in the 
transition brochure.  

 The grant’s housing committee developed A Guide to Housing in West Virginia and 
information briefs on Laws That Protect You, Safety in the Home, Budgeting for Your 
Home, and Affording a Home. The guide and the briefs are available at www.hcbs.org. 

 Grant staff and partners developed A Guide to Accessible Recreation in West Virginia, 
which provides information on recreation sites that can accommodate special needs. The 
Guide includes other information on travel in West Virginia, such as public and 
commercial transportation providers, medical equipment and supply vendors, and 
dialysis centers. The Guide is available at www.hcbs.org and on the CED website 

http://www.hcbs.org
http://www.hcbs.org
http://www.hcbs.org
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(http://www.cedwvu.org/programs/wvats/recreation/). The WV Division of Tourism has 
taken responsibility for funding future editions.  

Reports 

 A grant Consumer Work Group produced A Compilation of Consumer Position Papers 
available at www.hcbs.org. The position papers address the topics Prioritizing Waiting 
Lists, Strengthening Personal Assistance Programs in West Virginia, and Expanding the 
Horizons of Employment Options for West Virginians with Disabilities. 

 In addition to the Resource Directory, many reports were produced as a result of grant 
initiatives, including the West Virginia Hospice Survey on Education Materials and Policies 
for Persons with Disabilities; the Report on U.S. Census Cross Tabulation of West Virginia 
Housing and Disability Demographic Data, and a Side by Side Comparison of Real Choice 
outcomes with Goals and Objectives of West Virginia’s Olmstead Plan.  

http://www.cedwvu.org/programs/wvats/recreation
http://www.hcbs.org
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WISCONSIN 

Real Choice Grant 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop the infrastructure to create a comprehensive, 
cost-effective, and flexible long-term care system and to improve service quality by focusing 
on health and social outcomes. The grant had six major goals: (1) to increase options for 
self-direction of services and strengthen consumers’ ability to make choices, (2) to simplify 
access to the full range of long-term care services, (3) to increase flexibility in the provision 
of waiver services, (4) to develop a strategic plan to resolve system problems that present 
service barriers for people with mental illness, (5) to develop a program at the state centers 
for developmental disabilities to mentor guardians through the community downsizing and 
transitioning process, and (6) to develop and maintain a competent workforce committed to 
meeting the needs of long-term care consumers and their families. 

The grant was awarded to the Wisconsin Department of Health and Family Services, the 
state Medicaid agency, which encompasses the divisions for developmental disability 
services, aging services, and mental health services. Grant implementation entailed 
coordination and collaboration among all the long-term care programs across divisions.  

The Department awarded 13 grants to county human services and aging departments and 
multiple contracts with other entities to implement specific grant initiatives.  

Role of Key Partners  

 The Arc Wisconsin was contracted to implement the Guardian Mentor program. 

 Area Agencies on Aging (AAAs) participated in grant projects related to the long-term 
care workforce, chronic disease management, and end-of-life planning. In particular, the 
Northern AAA conducted a series of focus groups, surveys, and interviews and produced 
a report about elder choices for long-term care. Some AAAs subcontracted specific grant 
initiatives to entities with expertise in that area. For example, an AAA contracted with 
the Aging and Disability Resource Center (ADRC) of Marathon County to lead the 
implementation of the Living Well with Chronic Conditions program statewide.  

 County staff and managers participated in stakeholder groups, in focus groups for the 
elder choice study, and as subgrantees to develop elder choice materials.  

 The grant Advisory Group—comprising consumers, advocates, and service providers—
reviewed Medicaid HCBS waiver policies and procedures to examine options for 
strengthening self-direction of services. The Group was also involved in monitoring and 
advising on grant activities overall. 

 The Mental Health Association in Milwaukee County, Inc., was contracted to implement 
the mental health strategic plan.  
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 The Self-Directed Supports (SDS) Stakeholder Committee—a broad-based group of 
consumers and representatives of county long-term care programs, mental health 
programs, Family Care programs, Independent Living Centers, and fiscal agent 
organizations—worked with the Division of Disability and Elder Services SDS Cross-Unit 
Team to develop policy recommendations regarding self-directed supports in long-term 
care programs. The Management Group, Inc., provided staffing for the initiative and 
prepared the final report. 

Major Accomplishments and Outcomes  

 The Grantee awarded 13 grants to county human services and aging departments to 
develop activities that would increase choices—and awareness of those choices—for 
long-term care and end-of-life decision making for elderly people. Projects ranged from 
the creation of resource directories, videos, and decision-making tools to conducting 
one-on-one outreach to isolated elderly persons in a very rural northern county. The 
projects resulted in a greater understanding by all stakeholders of the need for older 
people to articulate their preferences before crises occur. 

 Grant staff worked with Milwaukee County to better coordinate screening and service 
referral between Aging Resource Centers and the Milwaukee Behavioral Health Unit, and 
helped the Behavioral Health Unit to develop a Coordinated Community Services 
program to transition persons with mental illness residing in nursing homes who no 
longer need nursing home care. Although it was not a goal of the grant to transition 
individuals from institutions, 35 nursing home residents with serious mental illness and 
comorbidities were transitioned to the community as a result of grant staff efforts.  

 The Northern AAA subcontracted with an organization to develop a training 
toolkit/curriculum on advanced directives for professionals who work with elderly 
persons—for example, social workers and nurses. The AAA also conducted “train the 
trainer” sessions throughout the State with the expectation that attendees will use the 
tools provided to inform others who work with elderly persons and their families. The 
toolkit was also disseminated to AAAs for their use.  

 The Southeastern AAA contracted with the Wisconsin Workforce Alliance to conduct two 
training initiatives. The first was training for managers and supervisors of direct care 
workers to create positive work environments and to foster personal growth and career 
development. Improving leadership skills among supervisors is expected to enhance 
retention of direct care workers, and maintaining worker supply and longevity is 
expected to improve service availability. Nearly 400 middle managers and supervisors 
participated in a four-part training series, which used a leadership curriculum developed 
by another entity and adapted by the Wisconsin Long-Term Care Workforce Alliance for 
supervisors of community long-term care workers. 
 
The second initiative was training on Alzheimer’s disease and other dementias. 
Approximately 100 independent direct care workers (not affiliated with an agency) 
attended one of five sessions to learn about the progression and manifestations of 
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dementia, tips on dealing with problem behaviors, and methods for communicating with 
individuals who have dementia.  

Enduring Systems Change  

 Wisconsin has statutory authority and funding for a section 1915(c) waiver—Community 
Opportunities for Recovery—for persons with serious mental illness who also meet 
nursing home level-of-care criteria because of a comorbidity. One of the grant activities 
was to prepare and submit a waiver application, which it did on March 31, 2005. The 
Department of Health Care and Financing has been working with CMS to gain approval of 
the waiver since that time; they recently received verbal approval and are awaiting final 
approval.  

 Grant staff worked with stakeholders to develop a policy framework for providing self-
directed services in HCBS programs. Although many of Wisconsin’s long-term care 
programs offer some form of self-direction, the State lacks a consistent approach. Grant 
staff developed a report for the Department of Health and Family Services, and most of 
its recommendations are already reflected in department policy or will be implemented 
as Wisconsin expands managed long-term care throughout the State. The availability of 
self-directed supports will be a requirement for managed long-term care programs in 
Wisconsin. 

 In part because of the efforts of several stakeholder committees funded by the grant, 
the State enacted legislation to authorize a Money Follows the Person policy for 
individuals residing in skilled nursing facilities and intermediate care facilities for persons 
with mental retardation. The statutory changes resulted in more than 950 individuals 
leaving institutions prior to the end of the grant period. 

 Department of Health and Family Services staff and local ADRC staff developed an 
Options Counseling Toolkit that was distributed to ADRCs and Aging Units throughout the 
State to ensure that consumers have access to capable options counselors. The toolkit 
includes a video that introduces professionals to the long-term care options counseling 
process, recordings of webcasts on special topics, and printed materials containing key 
information to help professionals improve their knowledge and skills. The grant also paid 
for production of the toolkit (e.g., video production, printing, duplication of DVDs, toolkit 
boxes).  

 The Department used grant funds to implement the Adult Long Term Care Functional 
Screen statewide and to pay for the development of the Children’s Long Term Support 
Functional Screen. The adult tool determines nursing home level of care, which is the 
threshold for waiver programs; the children’s tool determines eligibility for several 
children’s programs, including Katie Beckett, Family Support, and children’s waivers. In 
addition to providing an objective validated method to determine eligibility for a variety 
of programs, the system provides invaluable data about program participants.  

 Department staff worked with an information technology consulting company to develop 
a new automated tool and process to determine the need for Medicaid Personal Care 
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services offered through the state plan, which was implemented on a voluntary basis on 
September 1, 2006. The tool determines how many units of time will be authorized for 
program participants, provides greater consistency in the authorization of Personal Care 
time for people with similar needs, and streamlines the prior-authorization process for 
Personal Care services.  

 The Guardian Mentor program, which assists guardians of persons with disabilities in 
better understanding the issues and opportunities related to community placement of 
institutionalized persons with developmental disabilities, has continued its work since the 
grant ended. The program links a legal guardian of a former state center resident to a 
legal guardian of a current resident who is seeking information, assistance, advocacy, 
and support to make decisions stemming from the State’s downsizing of its institutional 
program for persons with developmental disabilities. Four guardian mentors are 
currently serving the three state centers, and the outreach and educational materials 
developed for the program continue to be used. The State used its FY 2003 Systems 
Change Money Follows the Person grant to expand the program and plans to continue it. 

 The infrastructure for the Chronic Disease Self-Management Program has been 
developed. A total of 506 people registered for the program during the grant period, and 
426 participants completed at least four of the six sessions. In addition, 20 master 
trainers and 73 lay trainers were qualified in the program protocols over the grant 
period. Master trainers were recruited from county aging units and health departments 
and from AAAs. A grant awarded to the ADRC of Marathon County paid for the training, 
and employers covered all other expenses (e.g., salary, transportation, and lodging). 
The grant also funded marketing, a training manual, and a final report.  
 
The State now has trained leaders to sustain the program but needs financial support to 
buy books and supplies, to reimburse for staff and lay leader time, and to market the 
program. Counties plan to secure funding by using Title III D prevention dollars (if still 
available, given potential policy changes), by applying for other grants and by charging a 
training fee.  

Key Challenges  

 Coordinating grant activities with the larger state long-term care agenda and other 
political activities (e.g., the legislative session) presented a major challenge. Bringing 
new department managers up to speed when a new governor was elected, while trying 
to coordinate grant activities, similarly proved to be a challenge. 

 Budget constraints resulted in Wisconsin abandoning its goal of having a self-direction 
Medicaid Personal Care benefit. As much as 40 percent of authorized personal attendant 
hours are currently unused, according to stakeholders; the State is concerned that 
implementing a self-direction option could increase the availability of providers and also 
result in people who are providing unpaid care to seek payment. Although the cost 
increases would be due to payment for already authorized services (i.e., for unmet 
needs), it was considered unfeasible to implement the option at this time. However, as 
Wisconsin moves to a managed care benefit that incorporates Personal Care, participants 
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will be provided with opportunities to self-direct their services through both the state 
plan and the waiver program.  

Continuing Challenges 

The lack of housing and transportation and service availability issues, although not viewed 
as absolute barriers to reforming the long-term care system, will likely be ongoing 
challenges that must be addressed on a continuous basis. However, they may not have 
policy solutions.  

Lessons Learned and Recommendations 

 To sustain grant activities, it is important to implement systems change in an integrated 
manner with existing long-term care programs and to utilize existing networks and 
interest groups, such as the aging network, the hospice alliance, and the workforce 
alliance. 

 Money Follows the Person mechanisms address the needs of individuals residing in 
institutions, but it is more cost effective and easier to maintain individuals in the 
community and prevent institutionalization through diversion programs than to transition 
individuals back to the community.  

Key Products  

Outreach Materials 

 Local agencies developed the outreach materials to enhance opportunities for elder 
choice, and these materials have continued to be used in those communities since the 
grant ended.  

– A House in Order is an instructional kit (DVD, booklet, discussion guide, etc.) that 
can be used with groups to explain how elderly persons can articulate their choices.  

– Taking Care is a magazine for families of elderly persons that discusses aging issues, 
housing and service options, and ways to talk about future choices.  

– Elder Choices—Where Is the Help? is a resource guide for elderly persons in a rural 
Wisconsin county.  

 The materials created for the Guardian Mentor program combine outreach and education 
and include the following:  

– Several pre- and post-transition brochures with information about the program, 
frequently asked questions, and mentor contact details. 

– An information booklet for guardians of individuals who are protectively placed and 
living at a state center, entitled Being an Effective and Influential Guardian in 
Changing Times. 

– A guidebook explaining the range of available community residential options that 
includes a checklist for evaluating those options—A Guardian’s Guide to Community 
Residential Services. 
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– A video entitled Guardian Perspectives on Community Living for People with 
Significant Disabilities.  

Educational Materials 

 Through contracts with various entities, the grant funded the following: 

– An Options Counseling toolkit, which consists of a DVD introducing the topic of 
options counseling, recorded webcasts on specific topics, and written materials.  
The toolkit was distributed to all ADRCs and county aging units to be used for 
training staff in best practices regarding options counseling.  

– An End of Life toolkit, which includes materials for participants to use to recreate the 
training as well as resources and references. It will continue to be used by trained 
facilitators and through additional efforts by the Aging Network. 

– A leadership curriculum for managers and supervisors of direct care workers. The 
training was modified from a previous curriculum.  

– An Alzheimer’s training curriculum intended for direct caregivers who do not have 
access to other training resources.  

 The ADRC of Marathon County developed a Reference Manual for Living Well with 
Chronic Conditions for the Chronic Disease Self-Management program. The curriculum 
itself is an evidence-based proprietary tool licensed to Wisconsin entities by Stanford 
University. 

Technical Materials  

The grant funded the development of the Children’s Long Term Support Functional Screen—
a web-based screening tool to determine eligibility for several state and federal programs—
and the web-based Personal Care Screening Tool, which determines eligibility and the hours 
of personal care a recipient will receive. This tool will be used for the Personal Care option in 
the Medicaid state plan.  

Reports 

 The Northern AAA, under a contract with the Department of Health and Family Services, 
produced a report—Elder Choice: How do older people make long-term care choices? 
(October 2004)—that documents the outcome of focus groups, interviews, and written 
surveys conducted in spring and summer 2003. Participants identified many issues that 
have an impact on when and how elders make long-term care choices, their likelihood of 
engaging in personal planning for future long-term care needs, and the system’s ability 
to serve older people outside of nursing homes. The information in the report was used 
to design outreach materials for elderly persons.  

 The Self-Directed Supports report resulted from an intensive discussion and 
development process carried out by the Division of Disability and Elder Services Self-
Directed Supports (SDS) Cross-Unit Functional Team with a broad-based SDS 
Stakeholder Committee. The report forms the foundation for a work plan related to the 
enhancement of self-directed supports in Wisconsin and contains recommendations for 
participant self-direction in community-based long-term care programs serving elderly 
persons, individuals with physical disabilities, and individuals with developmental 
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disabilities. With certain modifications, the recommendations may also be applicable to 
mental health/substance abuse programs and programs serving children. 

 The ADRC of Marathon County produced a report entitled Chronic Disease Self-
Management Program: Building Capacity Statewide in Wisconsin that describes the 
implementation process and outcomes of the Living Well with Chronic Conditions 
program undertaken by the ADRC as part of the Real Choice grant. The report also 
discusses future initiatives and possible opportunities to sustain the program. 
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Appendix 

CMS Real Choice Systems Change Grants for Community Living  
Reports on the FY 2002 Systems Change Grantees 

I. Formative Research Reports 

Real Choice Systems Change Grant Program: Second Year Report 

This report summarizes findings from the Year One annual reports of the 49 FY 2002 

Systems Change Grantees and the Year Two annual reports of the 52 FY 2001 Grantees. It 

presents examples of Grantees’ activities in eight areas of systems change: access, 

workforce, quality, self-direction, service creation/modification, state coordination and 

planning, state budgeting, and finance. Available at: 

http://www.hcbs.org/files/51/2549/SystemsChangeYr2_opt.htm 

Real Choice Systems Change Grant Program: Third Year Report  

This report summarizes findings from the Year One annual reports of the 49 FY 2002 

Systems Change Grantees and the Year Two annual reports of the 48 FY 2003 Grantees. 

It presents examples of Grantees’ activities in four areas of systems change: (1) access; 

(2) services, supports, and housing; (3) administrative and monitoring infrastructure; and 

(4) workforce. Available at: http://hcbs.org/files/77/3807/3rdYrAnnualReport.htm 

FY 2002 Nursing Facility Transition Grantees: Final Report 

This report is the third in a series of final reports that RTI is preparing to document the 

outcomes of the Real Choice Systems Change grants. The principal sources of data for this 

report were Grantees’ semi-annual, annual, and final reports, a 2005 topic paper on the FY 

2001 and 2002 NFT Grantees, and Grantee-prepared final reports and evaluation results as 

well as publications and materials developed under the grant. Available at: 

http://www.hcbs.org/moreInfo.php/doc/2060 

II. Topic Papers 

Nursing Facility Transition Initiatives of the Fiscal Year 2001 and 2002 
Grantees: Progress and Challenges 

This report provides an overview of the NFT initiatives implemented by 18 of the FY 2001 

and FY 2002 Systems Change Grantees. It describes their differing approaches to nursing 

facility diversion and/or transition within a framework of the key steps needed to create 

programs that are integrated into a state’s LTC system. This report also identifies the 

http://www.hcbs.org/files/51/2549/SystemsChangeYr2_opt.htm
http://hcbs.org/files/77/3807/3rdYrAnnualReport.htm
http://www.hcbs.org/moreInfo.php/doc/2060


Real Choice Systems Change Grant Program—FY 2002 Real Choice and CPASS Grantees: Final Report 

A-2 

transition challenges and policy issues facing states and Independent Living Centers, 

discusses lessons learned from grant initiatives, and recommends programmatic and policy 

changes needed to support transitions. Available at: 

http://www.hcbs.org/files/74/3655/NFT_final.htm  

Consumer Direction Initiatives of the FY 2001 and 2002 Grantees: Progress 
and Challenges 

This paper describes the activities of 11 Grantees that received grants in FY 2001 and 2002 

and are using them to increase consumer-directed service options. This paper discusses 

program and policy issues the Grantees have encountered while implementing their 

consumer-direction initiatives; in particular, how Grantees are addressing them. The paper 

provides information that states and stakeholders will find useful when planning or 

implementing consumer-direction initiatives, whether through solely state-funded programs 

or the Medicaid program. Available at: 

http://www.hcbs.org/files/93/4603/ConsumerDirInit.pdf 

III. Summaries 

Summaries of the Systems Change Grants for Community Living—FY 2002 
Grantees 

This document provides a 6- to 8-page summary of the grant applications of each FY 2002 

Systems Change Grantee. Grants are grouped in the following categories: Community-

Integrated Personal Assistance Services and Supports (CPASS), Nursing Facility Transition 

(NFT), and Real Choice for Systems Change (RC). Available at: 

http://www.hcbs.org/files/9/404/2002_Summaries_of_the_Systems_Change_Grants_for_

Community_Living.htm  

 

http://www.hcbs.org/files/74/3655/NFT_final.htm
http://www.hcbs.org/files/93/4603/ConsumerDirInit.pdf
http://www.hcbs.org/files/9/404/2002_Summaries_of_the_Systems_Change_Grants_for_Community_Living.htm
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