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EXECUTIVE SUMMARY 


Over the past two decades several states have led the way in creating long-term care 

systems that enable individuals with disabilities or long-term illnesses to live in their own 

homes or in other residential settings and to have more control over the services they 

receive. The enactment of the Americans with Disabilities Act and the 1999 Supreme Court 

decision in Olmstead v. L.C. have reinforced states’ efforts by giving legal backing to this 

policy direction. Recognizing that states face difficult challenges in their efforts to fulfill their 

responsibilities under the ADA, Congress, as part of President George W. Bush’s New 

Freedom Initiative, appropriated funds for Systems Change grants in fiscal years (FY) 2001, 

2002, 2003, 2004, and 2005. 

The Centers for Medicare & Medicaid Services (CMS) has awarded approximately 

$245 million in Systems Change Grants for Community Living to 50 states, the District of 

Columbia, and two U.S. territories. During the five funding cycles, 287 grants—not including 

technical assistance grants—have been awarded. Their purpose is to help states and others 

build the infrastructure that will lead to enduring improvements in home and community 

services and the long-term support systems that enable individuals of all ages to live in the 

most integrated community setting suited to their needs, to have meaningful choices about 

their living arrangements, and to exercise more control over their services.  

Virtually all of the Grantees who received funding in FY 2001 have completed their grant 

projects, and those who received funding in FY 2002 will be completing their projects in the 

coming months. Accomplishments of these Grantees were highlighted in the Real Choice 

Systems Change Grant Program: First Year Report, the Real Choice Systems Change Grant 

Program: Second Year Report, and the Real Choice Systems Change Grant Program: Third 

Year Report. RTI is preparing final reports on the activities of the FY 2001 Grantees, which 

will be available from late summer through late fall 2006. The three final reports will focus 

on one of the three types of FY 2001 grants: Nursing Facility Transitions, Community-

Integrated Personal Assistance and Supports, and Real Choice Systems Change.  

This report describes the FY 2003 and FY 2004 Grantees’ accomplishments and progress, 

using information provided by the Grantees during the reporting period October 1, 2004 to 

September 30, 2005 (Year Two of the grant period for FY 2003 Grantees and Year One of 

the grant period for FY 2004 Grantees). The report describes grant activities in three major 

long-term care (LTC) systems areas: 

� Access to LTC Services and Supports—efforts to ensure that consumers have 
access to the full range of currently available home and community services and 
supports, such as creating “one-stop shopping” or “no-wrong door” information and 
referral systems. 
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� Services, Supports, and Housing—efforts to create new community services and 
supports or to modify or improve currently available community services and 
supports (e.g., changing regulations to allow service provision outside the home, 
working to change nurse delegation rules). 

� Administrative and Monitoring Infrastructure—efforts to design, implement, 
and maintain systems and processes that enable and support home and community 
services, such as the creation of data systems needed to allow flexible budgeting and 
reimbursement and development of comprehensive quality assurance and quality 
improvement systems covering LTC. 

For each of these focus areas we describe Grantees’ accomplishments, including the 

development of products such as training manuals and assessment protocols, if applicable, 

and any enduring changes made, such as the enactment of new legislation and policies. We 

also provide illustrative examples of the challenges Grantees have faced as they implement 

grant activities, and consumers’ roles in the implementation and evaluation of grant 

activities. 

The principal source of data for this report is the Year Two annual reports of the 57 

FY 2003 Grantees and the Year One annual reports of the 51 FY 2004 Research and 

Demonstration Grantees, and the Year Two and Year Three annual reports of the FY 

2003 and FY 2004 of the Family to Family Health Care Information Center Grantees, 

respectively, which were submitted electronically using a Web-based reporting system. Data 

from the 16 FY 2003 Feasibility Grantees’ Year Two annual reports were also analyzed and 

included. 

Information contained in this report is subject to the limitations of the data and the 

technical approach used. Specifically, the content of this report depends on both the quality 

and thoroughness of the information provided in each Grantee’s annual report.  

Some Grantees’ activities span more than one systems area, and RTI exercised judgment in 

assigning activities to a particular area and categories within these areas. At each step of 

the analysis, RTI exercised judgment to determine the key activities and issues to highlight 

in this report. Staff eliminated duplicative information and prepared concise summaries. 

Consequently, descriptions of activities may not contain some information that individual 

Grantees consider important. 

Additionally, this report covers only one year of grant activities, and only the first year of 

activities for the FY 2004 Grantees. Grantees may not have reported on the full range of 

activities being implemented because they had not been initiated during the reporting 

period. 

ES-2 



Executive Summary 

Grant Initiatives 

Grantees in the majority of states made progress in at least one of the three major systems 

change areas during the reporting period. Grantees in more than half of the states are 

focusing on increasing access to LTC supports and services, primarily by increasing 

consumers’ knowledge of available services. A majority of Grantees also have initiatives 

underway to improve LTC services, supports, and housing, including efforts related to 

personal assistance services, for example, increasing options for consumer-directed 

personal assistance services. Several states have Grantees who are also developing the 

administrative and monitoring infrastructure needed to support home and community 

services, for example, developing reimbursement systems compatible with independent 

budgets in consumer-directed programs. 

Initiatives to Improve Access to Currently Available Services 

Grantees in 34 states reported activities to provide or increase access to existing LTC 

services and supports. Their initiatives include efforts to improve access by (1) increasing 

consumers’ knowledge of existing service options; (2) integrating information sources for 

multiple LTC services and supports; and (3) other related activities, including the 

development of new assessment instruments to enhance access to Medicaid services, and 

workforce initiatives to increase access to personal assistance services by assuring an 

adequate supply of workers. 

The majority of Grantees in these states are improving access to long-term services and 

supports by providing outreach and education to consumers to increase their knowledge of 

service options. The majority of these Grantees are also piloting or implementing specific 

programs to inform consumers about their service options. Several Grantees have initiatives 

to integrate access to the full range of LTC services including efforts to create single-point-

of-entry systems; and develop Web sites.  

For example, Oregon is developing a 12-module Learning Community curriculum for 

consumers specifically designed to be presented by peer-based organizations. Some 

Grantees are focusing their efforts on specific populations, such as the 19 Family to Family 

Health Care Education and Information Center Grantees who are providing information 

about navigating the health and LTC systems to families of children and youth with special 

health care needs. 

Texas provided training about community service options to service providers and key staff 

of the Department of Aging and Disability Services, as well as staff from the Social Security 

Administration, Independent Living Centers, and local housing authorities. The purpose of 

the training was to increase their ability to provide accurate information to individuals in 

institutions who are considering transitioning to the community. 
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In addition to the Real Choice Systems Change grant efforts to increase access to currently 

available long-term services and supports, the Aging and Disability Resource Center (ADRC) 

Grants, awarded jointly by the Administration on Aging (AoA) and CMS, offer states the 

opportunity to create single points of entry to long-term support services. Primary oversight 

for these grants resides with AoA, and these grant activities are not covered in this report.  

The ADRC Grantees are engaged in many of the same types of activities as the Systems 

Change Grantees, i.e., initiatives to improve access to services and supports. These 

Grantees are primarily focused on activities that will integrate information and referral 

sources and facilitate access to publicly and privately financed LTC services and benefits. 

More information about the ADRC grant initiatives can be found in the profiles for each grant 

at http://www.adrc-tae.org/tiki-index.php?page=ADRCGrantInfoPublic. 

Initiatives to Modify, Improve, or Create New Services and Supports 

Grantees in 35 states reported accomplishments in their efforts to address issues related to 

a lack of LTC services and supports and housing. These initiatives are grouped into five 

broad categories: (1) personal assistance services and supports, (2) nursing facility 

transition and diversion, (3) housing, (4) respite for adults and children, and 

(5) community-based treatment alternatives for children.  

Most Grantees reported accomplishments related to personal assistance services and 

housing. The majority are developing opportunities for consumers to direct their own 

services through a range of approaches, including incorporating the principles and 

philosophy of consumer direction into rules and regulations, and developing a system 

infrastructure to support consumer direction. For example, Wisconsin is developing 

statewide guidelines and training and technical assistance materials for county and provider 

staff as well as for consumers to promote consumer-directed services models throughout 

the State. 

Grantees in seven states reported progress on activities to incorporate person-centered 

planning in service planning, which primarily involved implementing person-centered 

planning policy guidelines in new waivers, and designing and implementing person-centered 

planning pilot initiatives. 

A few FY 2003 Grantees have initiatives to address the housing needs of persons with 

disabilities. Recognizing that lack of affordable and accessible housing is a major barrier to 

community living, in FY 2004, CMS awarded eight Integrating Long Term Supports with 

Affordable Housing grants. Their purpose is to remove barriers that prevent Medicaid-

eligible individuals with disabilities of all ages from residing in the community or in the 

housing arrangement of their choice. 
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The Grantees vary considerably in their approaches. Most are focused on improving access 

to new or existing housing or coordinating the processes of obtaining housing and services 

to assure timely access to both. Some are undertaking other activities, such as increasing 

the availability of housing-related assistive technology and implementing universal design 

standards.  

Others are developing or expanding options for housing with supports, developing housing 

registries, or expanding the supply of accessible and affordable housing. For example, 

Pennsylvania is working with the State Public Housing Finance Authority (PHFA) to develop 

an inventory of publicly-funded accessible housing, and to expand utilization of PHFA’s Web-

based real time listing of vacant, affordable, accessible housing. North Carolina has begun 

work on a rental subsidy demonstration program that will provide rental assistance and 

operating subsidies to approximately 450 units of integrated community housing for 

extremely low income persons with disabilities over the next 10 years 

In FY 2004, CMS awarded 12 Mental Health Systems Transformation grants to help states 

improve their ability to offer evidence-based and recovery-oriented services to consumers 

with mental illnesses through the Medicaid system. Grantees in nine states are working to 

overcome the barriers to increasing recovery-oriented services and most are also working to 

strengthen the consumer’s role in system and community agency governance, decision-

making, planning, and service delivery. For example, Massachusetts is establishing a state-

level consumer-directed Recovery Center of Excellence, which will provide training and 

technical assistance to consumer-directed programs and traditional mental health providers, 

and will be active in the development of state mental health services policy.  

Ohio has provided peer support specialist training as part of its initiative to support the use 

of peer support specialists in evidence-based assertive community treatment services for 

individuals receiving mental health services from a Medicaid-funded community health 

center. 

Grantees in 10 states have initiatives to increase the availability of evidence-based practices 

in their states’ mental health systems. For example, Minnesota is adapting Hawaii’s 

successful approach to implementing evidence-based interventions throughout its children’s 

mental health service systems. They are also developing a database of scientific information 

for providers and families to guide decisions about children’s treatment.  

Oklahoma has researched the procedure codes and strategies needed to obtain Medicaid 

coverage of two evidence-based practices—Illness Management and Recovery and Family 

Psycho-education—and the Medicaid agency has already completed an initial draft of rule 

changes to cover these practices 
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Sixteen Grantees are conducting feasibility studies and are exploring ways to either expand 

services through existing programs or to develop new programs. Grantees in 10 states are 

exploring the feasibility of developing respite projects for caregivers using both Medicaid 

and other funding sources.  

Grantees in six states are conducting feasibility studies to investigate community-based 

alternatives to residential treatment for children with serious emotional disturbances, and 

many have developed implementation and evaluation plans for community-based 

treatment. The Grantee in Massachusetts is conducting a study that will compare the cost of 

providing community services for children and adolescents with serious emotional 

disturbances who are at risk of out-of-home placement with the costs of treating children 

and adolescents in institutional settings. 

Initiatives to Design, Implement, and Maintain Systems and Processes that 
Enable and Support Home and Community Services 

Grantees in most states reported initiatives to improve quality monitoring and management 

systems, which are grouped into four broad categories: (1) improvement of quality 

monitoring and management systems; (2) addition of a consumer-focused component to 

quality monitoring and management systems; (3) development of, or improvements to, 

remediation systems or processes; and (4) other initiatives to improve the quality of LTC 

community services and supports. 

Many Grantees are taking advantage of state restructuring efforts to develop new, 

integrated Quality Assurance/Quality Improvement (QA/QI) systems and to develop cross-

agency awareness of continuous quality improvement practices. Some are developing 

training programs for their staff to improve the quality of services delivered and to identify 

appropriate referrals for other state agencies such as protective services. For example, 

Alaska (QA/QI) is integrating multiple agencies and quality reporting systems under the new 

Division of Senior and Disability Services, created by consolidating the Division of Senior 

Services and the Division of Mental Health and Developmental Disabilities. The new 

organization now administers all of Alaska’s waiver programs. As part of their QA/QI effort, 

Alaska trained intake staff to take complaints from consumers and other state agencies and 

refer them to the appropriate entities, including Adult Protective Services, the Long-Term 

Care Ombudsman, and the Licensing agency.  

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

focus and their failure to measure outcomes important to consumers. Grantees in 17 states 

are addressing this concern in a number of ways. Many have organized state- and local-

level quality councils comprising consumers, families and other stakeholders to guide QA/QI 

activities. Several provided training to quality council and steering committee members and 

engaged in other activities designed to provide consumer input into the QA/QI process. 

ES-6 



Executive Summary 

North Carolina hired and trained consumers and family members to conduct face-to-face 

follow-up interviews with individuals transitioning from institutional settings. 

Grantees are also implementing surveys to assess quality from the consumer perspective. 

To supplement the National Core Indicators Survey and the Participant Experience Survey, 

Texas developed and evaluated a list of questions related to self-determination. Six of these 

questions will be piloted in conjunction with the current survey instrument, and may be 

used in the future by all states participating in the National Core Indicator Project. 

Grantees in 14 states reported activities to change their budgeting and reimbursement 

systems—a complex undertaking—and most of the accomplishments reported are 

developmental in nature, though a few Grantees were implementing pilot programs or had 

recently begun new programs. Grant activities in this area are grouped in three categories: 

(1) individualized budgets, (2) payment rates and methodologies to accommodate 

community living, and (3) Money Follows the Person (MFP) activities.  

Grantees in five states are developing the infrastructure needed to support individualized 

budgeting, including assessment tools and methods for determining costs for individual 

budgets, as well as processes for selecting support brokers and fiscal employer agents. They 

are also modifying existing waivers or developing new ones to incorporate individualized 

budgeting or self direction. For example, Idaho is developing the infrastructure to 

implement and support individuals who want to direct their own services and supports. The 

Grantee is completing a support broker training curriculum, and is continuing to refine 

processes and procedures to implement an individualized person-centered planning process. 

Grantees in seven states are developing supporting components of Money Follows the 

Person policies. They are conducting a wide range of pre-implementation activities, which 

include developing legislation and associated financial procedures, conducting MFP pilot 

demonstrations, analyzing the potential affect of MFP policies on state program budgets, 

and developing performance measures and assessment tools. For example, Pennsylvania is 

working with its State Budget Office to develop legislative language to authorize a funding 

mechanism to allow three MFP demonstrations to pool state funds to follow participating 

consumers to the community. The Grantee has selected rural, suburban, and urban sites for 

the demonstration and has recruited local MFP pilot advisory groups to work with them on 

the pilot projects. 

Challenges 

Although Grantees have made significant progress initiating and implementing grant 

activities, most Grantees faced challenges in their implementation efforts. These challenges 

generally are unique to their individual efforts to improve the LTC system in their respective 

states. Nonetheless, many also reported regulatory restrictions that make systems change 

at the desired level difficult or slow to achieve. Some reported difficulty getting partners and 
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stakeholders to shift from the traditional case management and medical model of service to 

the support brokerage and self-directed model. Others cited lack of availability of cost data 

to enable analysis of individualized budgets and other cost-saving initiatives. 

Grantees also described administrative challenges, for example, finding qualified staff, state 

budget deficits, and delays in subcontracting.  

Consumer Involvement 

The Centers for Medicare & Medicaid Services mandated that consumers be involved in 

Systems Change grant activities. In keeping with this mandate, Grantees in virtually all 

states indicated that consumers were involved in implementation activities in a variety of 

ways. They included (1) participation in the assessment and design of products and 

outreach materials; (2) participation in pilot programs, focus groups, and surveys; (3) 

participation in formative and summative evaluation activities, such as providing input on 

the progress made in meeting grant goals and objectives; discussing challenges 

encountered while trying to meet grant objectives; and providing input on the future 

direction of the grant. 

Grantees in almost all states involved consumers or consumer partners on advisory boards, 

consumer task forces, or advisory committees. Of the more than 1,800 members serving on 

task forces or advisory committees during the reporting period, about 40 percent are 

individuals with disabilities and about 20 percent are consumer advocates. 

Looking Forward 

The FY 2003 Grantees are nearing the end of their 3-year grant period. Like the FY 2001 

and FY 2002 Grantees, many will obtain no-cost extensions to continue grant activities for a 

fourth year. This extra time is often used to complete activities that had a late start, to 

evaluate the grant project, and to take steps to sustain grant initiatives after the grant 

ends. A final report of the FY 2003 Grantees’ accomplishments will be completed during the 

spring of 2008. 

The FY 2004 Grantees have already demonstrated accomplishments in many areas in their 

first year. We anticipate they will make substantial progress during their second year and 

that the next annual report, which will be completed in the summer of 2006, will highlight 

the wide range and extent of their accomplishments.  

In addition to preparing next year’s annual report of the FY 2004 Grantees’ activities, RTI 

will prepare a final report of the FY 2002 Grantees’ accomplishments, which will be 

completed in the spring of 2007. The source of information for this report will be Grantees’ 

final reports to CMS as well as interviews with the grant project directors. These reports will 
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highlight each state’s accomplishments at the end of the grant period and summarize 

accomplishments across all the Grantees in specific systems change areas.  
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SECTION 1 

INTRODUCTION 


Historically, the amount of public funding for services and supports that enable persons with 

disabilities to live independently in the community has been less than that for services 

provided in institutional settings. Over the past 20 years, many states have created long-

term care (LTC) systems that enable people with disabilities or long-term illnesses to live in 

their own homes or in other residential settings and to have more control over the services 

they receive. The 1999 Supreme Court decision in Olmstead v. L.C. has reinforced states’ 

efforts and given legal weight to this policy direction. However, despite the movement to 

rebalance LTC systems in virtually all states, in fiscal year (FY) 2005, spending for 

community-based LTC services (Home and Community-Based Services [HCBS] waivers, 

personal care, and home health services) accounted for 37 percent of all Medicaid LTC 

expenditures, compared to 63 percent for institutional services, a marginal increase since FY 

2004.1 

Overview of Systems Change Grants 

Starting in FY 2001, Congress began funding the Systems Change for Community Living 

Grants program (hereafter Systems Change grants) to help states increase access to and 

availability of home and community-integrated services and to improve their quality. Since 

2001, the Centers for Medicare & Medicaid Services (CMS), has awarded approximately 

$245 million in Systems Change grants to 50 states, the District of Columbia, Guam, the 

Northern Mariana Islands, and 10 Independent Living Centers. In all, 287 grants—not 

including technical assistance grants—have been awarded during five funding cycles: FY 

2001 through FY 2005. 

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, the Systems Change grants are intended to be catalysts for incremental change—to 

support or expand existing activities or to begin new initiatives. The grants’ overriding 

purpose is to enable states to make enduring changes to the underlying framework upon 

which the LTC system operates in order to (1) improve access to and the availability of 

home and community services and supports, (2) increase consumer choice and control over 

their services, (3) improve quality management systems, and (4) increase access to 

affordable and accessible housing. 
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Overview of Grant Periods and Reporting Structure 

The Systems Change Grants have been awarded in late September of each year since FY 

2001. CMS contracted with RTI to compile a number of reports including (1) an annual 

compendium that offers a description of each grant, its proposed goals and activities, and 

contact information; (2) annual reports to detail the progress of the grants at a specific 

point in time; (3) papers on a single system change focus area, such as consumer direction, 

and (4) a series of final reports to summarize the accomplishments and challenges for each 

Grantee for the entire grant period. 

Following is a brief description of the Grantee reporting periods and the reporting structure 

for each grant cycle. 

FY 2001 Grantees 

The first round of grants were awarded on September 30, 2001, for a 3-year period. At the 

time of the initial funding, many states faced large state budget deficits. In many cases, 

these deficits delayed the initiation of grant activities by hampering Grantees’ ability to hire 

grant staff. Thus, while the original completion date for these Grantees was September 30, 

2004, most received 12-month no-cost extensions and did not conclude until September 30, 

2005. 

The FY 2001 Grantees’ interim accomplishments were reported in RTI’s Real Choice Systems 

Change Grant Program: First Year Report and Second Year Report. Because these Grantees 

have completed their grants, their activities are not included in this Fourth Year Report. 

A final report for each of the three types of FY 2001 grants—Nursing Facility Transitions, 

Community-Integrated Personal Assistance Services and Supports, and Real Choice 

Systems Change—will be available in the late summer and late fall of 2006. These reports 

will include a summary of each Grantee’s accomplishments, outcomes, and enduring 

changes, as well as an overview of the accomplishments and enduring changes for each of 

the three types of FY 2001 Grantees. 

FY 2002 Grantees 

The FY 2002 grants were awarded on September 30, 2002, also for a 3-year period. Like 

the FY 2001 Grantees, they faced administrative and operational barriers to grant initiation 

and, as a result, many received no-cost grant extensions. Most of these Grantees will be 

completing their activities September 30, 2006. 

Interim accomplishments for the FY 2002 Grantees were reported in RTI’s Real Choice 

Systems Change Grant Program: Second Year Report and Third Year Report. RTI will 

prepare a final report on the FY 2002 Grantees accomplishments and enduring changes 

after they submit their final reports on December 30, 2006. 
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Section 1—Introduction 

FY 2003 Grantees and FY 2004 Grantees 

The FY 2003 grants were awarded on September 30, 2003, and the FY 2004 grants on 

September 30, 2004. For the FY 2003 Grantees, this report covers the second year of a 

3-year grant period, and for the FY 2004 Grantees, it covers the first year of a 3-year grant 

period. The report describes Grantee accomplishments during the reporting period October 

1, 2004, to September 30, 2005. 

The Year Two activities and accomplishments of the FY 2004 Grantees will be reported in 

the Fifth Year Report in 2007, and in a final report after they submit their final reports to 

CMS, approximately summer 2008. 

FY 2005 Grantees 

The FY 2005 Grantees received their grants on September 30, 2005. They differ from 

previous System Change grants in their scope. Because they are designed to help states 

implement broader changes in their systems infrastructure to support the continued 

development of high quality community-based service options, they are called Systems 

Transformation grants. As a result, these Grantees received a larger amount of funding to 

be expended over a 5-year period.  

CMS also awarded funding in FY 2005 to 10 new family-run organizations to continue the 

development of Family to Family Health Care Information Centers. Unlike in previous years, 

these FHIC Grantees also received a small amount of funding to purchase technical 

assistance in lieu of having technical assistance provided through other CMS contracts.  

A report of the activities and accomplishments for these Grantees will be prepared for CMS 

under a separate contract. 

Exhibit 1 summarizes the types of grants awarded in FY 2003 and FY 2004, which are the 

focus of this report. 
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Exhibit 1. Number of Systems Change Grants Awarded, by Grant Type 

FY 2003 & 
Grant Type FY 2004 

Community-Integrated Personal Assistance Services (CPASS) 8 
Quality Assurance/Quality Improvement (QA/QI) 28 
Independence Plus (IP) 12 
Money Follows the Person (MFP) 9 
Comprehensive Systems Reform (COMP) 2 
Portals from EPSDT to Adult Supports (EPSDT) 2 
Integrating Long Term Supports with Affordable Housing (HOUSING) 8 
Mental Health Systems Transformation (MHST) 11 
Rebalancing Initiative (REBAL) 7 
LIFE Accounts Feasibility and Demonstration (LIFE) 2 
Community-Based Treatment Alternatives for Children (CTAC) 6 
Respite for Children (RFC) 6 
Respite for Adults (RFA) 4 
Family to Family Health Care Information Centers (FHIC) 19 

Total 124 

Organization of this Report 

The report has six sections and two appendices. Section 2 describes the data sources used 

to prepare the report and the technical approach used to summarize and report the data. 

Section 3 presents our findings in three major areas of systems change on which Grantees 

are working: (1) initiatives intended to improve access to currently available services; 

(2) initiatives to modify, improve, or create new services and supports; and (3) initiatives to 

design, implement, and maintain systems and processes that enable and support home and 

community services, for example, those that allow flexible budgeting and reimbursement. 

Section 4 describes challenges Grantees are facing as they work to achieve their goals, and 

Section 5 summarizes consumers’ involvement in grant implementation and evaluation 

activities. The final section provides an overview of forthcoming reports of the Grantees’ 

accomplishments. 

Appendix A lists the types of grants awarded in FY 2003 and FY 2004 and the total amount 

awarded to each state. Appendix B identifies the type of grant and the lead agency receiving 

grants in each state in FY 2001 through FY 2004. Additional information about all the 

Grantees’ initiatives can be found in Real Choice Systems Change Grants: Compendium, 

Fifth Edition, on the CMS technical assistance Web site (http://www.hcbs.org/moreInfo.php/ 

source/151/doc/1550/Real_Choice_Systems_Change_Grants:_Compendium_Fift). 
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SECTION 2 

METHODS 


Data Sources 

The principal sources of data for this report are: (1) the Year Two annual reports of the 57 

FY 2003 Research and Demonstration Grantees, (2) the Year One annual reports of the 51 

FY 2004 Grantees, and (3) the Year Two and Year Three annual reports of the FY 2003 and 

FY 2004 of the Family to Family Health Care Information Center Grantees, respectively.2 In 

a few instances, clarifying information was obtained though e-mail communication with 

these Grantees. We also analyzed the primary accomplishments reported by the 16 FY 2003 

Feasibility Grantees’ in their Year Two annual reports.3 

Technical Approach 

Grantees submitted their annual reports on October 30, 2005, and their reports were 

analyzed in the following months. RTI identified three focus areas for classifying major 

systems change activities. These focus areas are broad enough to encompass the range of 

activities undertaken by all grant types during the reporting period: 

� Access to Long-Term Care Services and Supports—efforts to ensure that 
consumers have access to the full range of currently available home and community 
services and supports, such as creating “one-stop shopping” or “no-wrong door” 
information and referral systems 

� Services, Supports, and Housing—efforts to create new community services and 
supports or to modify or improve currently available community services and 
supports (e.g., changing regulations to allow service provision outside the home, 
working to change nurse delegation rules) 

� Administrative and Monitoring Infrastructure—efforts to design, implement, 
and maintain systems and processes that enable and support home and community 
services, such as the creation of data systems needed to allow flexible budgeting and 
reimbursement and the development of comprehensive quality assurance and quality 
improvement systems covering long-term care 

Each focus area was further divided into categories and, in some cases, subcategories, to 

illustrate the range of activities and accomplishments of the Grantees. For example, 

initiatives to modify, improve, or create new services and supports were broken down into 

six categories: personal assistance services and supports, nursing facility transition and 

diversion, housing, respite for adults and children, community based treatment alternatives 

for children, and other initiatives. Personal assistance services and supports was further 

divided into four subcategories: consumer direction, person-centered planning, new or 

modified services, and other personal assistance services activities. 
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RTI staff analyzed annual report information for the FY 2003 and FY 2004 Grantees and 

categorized their activities and accomplishments into these three major focus areas and the 

appropriate category or subcategory. We then selected examples of Grantee activities to 

illustrate the type and range of accomplishments during the reporting period for each 

category and subcategory. 

Limitations of Approach 

This report describes the progress Grantees made on their scheduled activities in the 

reporting period. The description is subject to the limitations of the data and the technical 

approach used. Specifically, 

� The content of this report depends on both the quality and thoroughness of each 
Grantee’s annual report information. 

� Because the focus areas are broad enough to encompass the full range of Grantee 
activities, RTI exercised judgment in assigning activities to a particular focus area 
and categories within these focus areas. In some instances, different facets of the 
same initiative are described in more than one focus area. 

� At each step of the analysis, RTI exercised discretion to determine which activities 
and issues to highlight in this report. Staff eliminated duplicative information and 
prepared concise summaries of Grantees’ activities and accomplishments. 

� This report covers only 1 year of grant activities and some activities may not have 
been initiated at the time of the report. Therefore, many of these Grantees may not 
have reported on the full range of activities being implemented. Additionally, the 
report covers the first year of activities for the FY 2004 Grantees. Delays 
characteristic of new programs may have hampered the ability of these Grantees to 
initiate some of their activities. 
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SECTION 3 

GRANT INITIATIVES 


This section describes Grantees’ initiatives in three broad areas: 

� initiatives to improve access to currently available services 

� initiatives to modify, improve, or create new services and supports 

� initiatives to design, implement, and maintain systems and processes that enable 
and support home and community services 

Initiatives to Improve Access to Currently Available Services 

A critical element of LTC system rebalancing is ensuring access to the full range of currently 

available services and supports for persons with disabilities of all ages. Grantees in more 

than half the states reported activities to provide or increase access to either new or 

existing services and supports. As illustrated in Exhibit 2, Grantees in 34 states have 

initiatives to improve access. Their initiatives are organized into three broad categories: 

� increase knowledge of service options 

� integrate access to LTC systems 

� other related activities 

To help consumers and their families navigate the LTC system, a majority of Grantees with 

access initiatives are working to increase knowledge of service options. A few are working to 

improve access to available services by working to integrate access points to the full 

complement of LTC systems and some are involved in other initiatives, such as the 

expansion of available transportation for persons with disabilities. In the following sections, 

we present examples of Grantee activities in each of the three categories to illustrate the 

type and range of initiatives they are undertaking. 

Increase Knowledge of Service Options 

Grantees in 28 states reported activities to increase consumer knowledge so they can make 

informed choices about LTC service and support options by providing training for case 

managers as well as consumers, and by disseminating information and instructional 

materials through Web sites, handbooks, and educational forums. The majority of these 

Grantees are piloting or implementing specific programs to inform consumers about their 

service options. A few are developing informational Web sites and some are working directly 

with provider agencies to help them disseminate program information to eligible 

participants. 
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Exhibit 2. Number of States with Activities to Increase Access to Services 

Integrate Access 
Increase Knowledge Points to LTC 

State of Service Options Systems Other 

Colorado ● 

Illinois ● 

Kentucky ● 

Maine ● 

Massachusetts ● 

Mississippi ● 

Montana ● 

New Hampshire ● 

New Mexico ● 

North Carolina ● 

Oregon ● ● 

Rhode Island ● 

South Dakota ● 

Texas ● 

Vermont ● 

West Virginia ● 

Alaska ● 

Arizona ● ● 

Idaho ● 

Indiana ● 

Louisiana ● 

Maryland ● 

Michigan ● ● 

Missouri ● ● 

Nevada ● 

New Jersey ● 

New York ● 

North Dakota ● ● 

Pennsylvania ● 

South Carolina ● 

Tennessee ● 

Utah ● 

Virginia ● 

Wisconsin ● ● ● 

Total 28 7 6 

Nineteen Family to Family Health Care Education and Information Center Grantees, 

(hereafter, Family Health Information Centers [FHICs]) are focused on increasing access to 

home and community services for families of children and youth with special health care 

needs (CYSHCN) by providing information about available services and how to navigate the 

health and LTC systems. Examples follow. 
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� The FHIC Grantee in Arizona—the Stone Soup Group—has developed a new 
statewide Family to Family Health Information and Education Center to increase 
knowledge of and access to long term services and supports for CYSHCN. As part of 
their work, grant staff have developed a referral system that is used to connect 
families of CYSHCN to local resources and supports. 

The Grantee also negotiated an agreement with the State’s Title V program to 
develop an online training course to help families of CYSHCN navigate the State’s 
public and private health care systems. The curriculum has been translated into 
Spanish to ensure access for the State’s Hispanic population. The Grantee also plans 
to use the training curriculum to train medical professionals and staff, service 
coordinators, and state agency personnel about available services. Additionally, 
grant staff have developed a comprehensive system navigation training and an 
online tool for use by family support staff who advise families of CYSHCN about the 
State’s health care systems. 

� Colorado (QA/QI) developed a self-advocacy handbook to help youth and young 
adults with developmental disabilities obtain services and develop self-advocacy 
skills. The Grantee plans to disseminate the handbook in the northern Colorado’s 
public school system initially, and then statewide. 

� Louisiana (Rebal), as part of its efforts to enhance access to community services 
and supports for persons with developmental disabilities, has collected information 
about available home and community resources from existing provider networks in 
all state developmental disability service regions. The Grantee used that information 
to (1) determine community capacity to support downsizing plans by two ICF/MR 
facilities, (2) compile a list of HCBS and community-based ICF/MR services in 
Louisiana for inclusion in a resource guide for the State’s Single Point of Entry 
provider database, and (3) identify sources of funding for home and community 
services. 

� The FHIC Grantee in New Jersey—SPAN of New Jersey—trained parents to staff a 
resource center at a local hospital that serves four counties, and developed an 
agreement with a behavioral health facility to establish a Community Resource 
Center within the facility. The Grantee also developed a partnership with one of the 
local hospitals to house parent volunteers in the Neonatal Intensive Care Unit. 
Parents at each of these locations provide information to families of CYSHCN about 
available services and assist them to navigate the long-term care system and access 
community resources and supports. 

� The FHIC in North Carolina—the Exceptional Children’s Assistance Center— 
conducted a survey and held focus groups statewide with families of CYSHCN to 
determine their information needs. The Grantee will use the information collected 
from families to develop informational materials to address identified knowledge and 
information gaps. Grant staff have also developed a resource database of agencies 
targeting CYSHCN and the services they provide, and are working to provide 
consistent service information and educational materials to these entities for use in 
working with families of CYSHCN. 

� Oregon (CPASS) is working to increase consumer knowledge and enhance 
consumer access to the state Personal Care Services (PCS) program through the 
development of a range of training materials. The materials include a brochure, 
information sheets, and a 12-module Learning Community curriculum for consumers 
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specifically designed to be presented by peer-based organizations. This curriculum is 
being field tested with current self-directing PCS users. Training materials have been 
developed to orient case managers to the program and the Grantee is publicizing the 
PCS program to consumers through the state Office of Consumer/Survivor Technical 
Assistance Web site (http://www.orocta.org). 

Grant staff are also working with case managers and other stakeholders to identify 
and remove access barriers to personal care services. Case managers, PCS users and 
state leaders, participated in Grantee-organized focus groups to discuss barriers and 
possible strategies to increase access to the PCS program. As a result of these 
discussions, case managers made a commitment to increase consumer participation 
in the PCS program. During a 9-month period participation in the program increased 
from 300 initially to 891 individuals. 

� Texas (MFP) conducted Community Options Training in all 10 of the state 
Department of Aging and Disability Services (DADS) regions. The training provided 
information to key DADS staff members about community LTC options available 
through the program and information on other available community resources. 
Service providers and staff from local housing authorities, the Social Security 
Administration, and Independent Living Centers also attended the training. 
Community Options Training will also be included in the DADS Basic Jobs Skills 
Training for all new staff, thereby increasing their ability to provide information about 
available community care programs and services to individuals who are considering a 
transition to the community. 

� Wisconsin (CSR) is working with the state Division of Disability and Elder Services 
to develop a virtual resource center to provide information on access to long-term 
care services and supports. This online resource will also include information on 
consumer-directed care and consumer-directed services. In addition, the Grantee 
has been working with Wisconsin’s State Long-Term Care Council to recommend core 
services that should be offered by its Aging and Disability Resource Centers. These 
core services include (1) Information and Assistance, (2) Short Term Care 
Coordination, (3) Outreach and Public Education, Benefits Counseling, (4) Emergency 
Response, (5) Elder Abuse and Adult Protective Services, (6) LTC Options 
Counseling, (7) Pre-Admission Consultation, and (8) Family Care Publicly Funded 
Long-Term Care Access, Advocacy, and Community Needs Assessment. Additionally, 
the Grantee established performance goals and service standards for Aging and 
Disability Resource Centers, which were being expanding from 9 to 18 centers during 
the reporting period. 

Integrate Access Points to Long-Term Care Systems 

Grantees in seven states described efforts to improve access by integrating information 

sources for multiple LTC services and supports, primarily by developing integrated models of 

long-term care and developing Web sites. One Grantee is developing an improved client 

assessment process. Examples follow. 

� Missouri (IP), as a part of its plan to develop and enhance consumer access to a 
state self-directed choice system, has created a project Web site 
(http://www.ihd.umkc.edu/independenceplus/), with information and resources 
updated on an ongoing basis. Resources available on the site include a description of 
the project, a definition of self-determination, a listing and discussion of the supports 
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available, and resource materials. The resource materials section of the site provides 
a series of workbooks about different aspects of self-directed support services, 
designed to orient participants to their use.  

� Tennessee (Rebal) began development of a new assessment instrument and an 
implementation plan for conducting comprehensive client assessments to enhance 
access to Medicaid services and supports. As part of this process, the Grantee 
conducted a needs assessment, reviewed existing assessment instruments to inform 
the instrument development, and explored options for implementing the assessment 
process. 

� Vermont (CSR) held a planning conference to initiate work on its plan to improve 
access to services for frail/vulnerable and chronically ill elderly persons and adults 
with physical disabilities. The conference attendees contributed ideas for building a 
model integrated care organization that provides services using an interdisciplinary 
team and a single care plan. Consumers, social service and medical providers, and 
other organizations met to provide ideas for the model, and agreed on the need to 
enlist consumers in the decision-making process, the types of team members needed 
to integrate social and medical care, and how to use a single care plan. The Grantee 
also developed presentations and educational materials targeted to all stakeholders. 

� Wisconsin’s (CSR), as part of its goal to develop and implement a comprehensive 
plan for statewide expansion of its LTC reform initiative, is working with the state 
Council on Long-Term Care Reform to identify models of integrated, managed long-
term care. The Grantee is also providing support for the State’s Division of Disability 
and Elder Services (DDES) in issuing a Request for Information/Proposal for grants 
to expand managed integrated long-term care throughout the State.  

Other Initiatives to Increase Access 

Six Grantees described additional efforts to increase access to LTC services and supports, 

primarily through conducting community integration and community education activities, 

increasing availability of transportation, developing more effective systems eligibility and 

screening methods, and working to increase the supply of direct care workers. Descriptions 

of these efforts follow. 

Community Integration 
� Idaho (MFP) is conducting a pilot to determine how people with disabilities can 

reach their community integration goals and become more self-reliant through use of 
independent housing, assistive technology, and home modifications. Twenty-three 
participants are enrolled in the pilot. These participants, who experience a range of 
physical and developmental disabilities, receive direct assistance from the Grantee to 
coordinate their community supports. Interim study outcomes indicate that 
participants are becoming more self-reliant and integrated into the community or are 
stabilizing community living situations that were at risk. Final results of the study will 
inform future state efforts to increase access to services for persons with disabilities 
and LTC needs through the development of more hospitable and supportive 
communities. 
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Community Education 
� Michigan (MFP) created the Community Consortium for Advocacy and Technical 

Support, an advocacy group that seeks to increase access to home and community 
services. The consortium provides educational and organizational support to groups 
of consumers and families across the State in their efforts to encourage systems 
change under the principle of Money Follows the Person. Consortium representatives 
have spoken at conferences, legislative forums, and on cable TV and radio programs 
to publicize the LTC reform issues. In addition, Consortium staff members have 
organized meetings with disability and senior advocates to develop unified positions 
on issues of common concern such as managed care. The Consortium has also 
represented MFP advocates in the planning process for three single-point-of entry 
pilot sites being developed by the Department of Community Health. 

Transportation 
� Mississippi (Rebal) is developing a statewide coordinated transportation system 

that will help to ensure access to community services. The Grantee identified barriers 
and is working to address them and has identified two potential pilot test sites for 
the model transportation system. 

Improved Screening 
� Wisconsin (CSR) worked with the Division of Disability and Elder Services and the 

University of Wisconsin’s Alzheimer’s Institute to pilot a dementia screening process 
to improve detection. They plan to use the results of the screening to determine 
whether early intervention for individuals diagnosed with dementia reduces the need 
for publicly funded LTC services. Over 50 providers (physicians, nurses and long-
term care managers) were trained to use the dementia screening tool in one county, 
and medical and social service staff in five additional counties will also receive 
training. 

Workforce 
� Wisconsin (CSR), as part of its goal to develop systems and processes to enhance 

access to and the availability of service options, has worked with the state Council on 
Long-Term Care to draft recommendations concerning the direct care environment 
and workforce. The recommendations cover the areas of quality assurance; 
reimbursement; wages and benefits; respect and recognition; training, certification, 
and career ladders; and worker support and safety. The recommendations are 
designed to ensure access to services through the availability of an adequate supply 
of LTC workers. The Division of Disability and Elder Services has also hired a 
workforce specialist to implement workforce improvement activities. 

� Connecticut (CPASS) developed several recruitment tools to promote personal 
assistance as a career. In collaboration with the CT Medicaid Infrastructure Grant 
(MIG) grant and the Massachusetts organization REWARDINGWORK.ORG, the 
Grantee created a Web site specific to the State that was launched in January 2005. 
Since the launch, 860 individuals signed up as personal assistants using the Web 
site. As a way to supplement the recruitment efforts, the Grantee developed and 
distributed a Personal Assistant brochure; approximately 7,500 copies of the 
brochure were distributed to community colleges, independent living centers, career 
centers, and high school guidance offices.  
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In addition, a recruitment video for personal assistants was developed, which 
presents interviews with personal assistants, their employers, and family members. 
The video can be viewed at http://hcbs.org/search.php?glbSearchBox=c-
pass+recruitment+video+CT&glbSearchGo.x=1&glbSearchGo.y=9. 

Aging and Disability Resource Centers 

Long-term care systems are often complex and fragmented with services administered by 

multiple agencies. Navigating these systems can be difficult for persons with disabilities and 

their families. To help states simplify the process of obtaining information on the wide range 

of services available, CMS collaborated with the Administration on Aging (AoA) to award 43 

Aging and Disability Resource Center (ADRC) Grants—12 in FY 2003, 12 in FY 2004, and 19 

in FY 2005. The goal of these grants is to create single points of entry to obtain long-term 

services and supports and to establish a program to help individuals make informed choices 

about services and supports. Primary oversight for these grants resides with the AoA. 

The ADRC Grantees are engaged in many of the same types of activities as the Real Choice 

Systems Change Grantees described in this section. They are primarily involved in activities 

to streamline access to publicly and privately financed LTC services and benefits through the 

development of Web sites, coordination with Medicaid eligibility staff to divert individuals 

from institutional placement, and the development of partnerships with other agencies and 

networks. While these Grantees were only required to establish ARDCs in one community, 

almost all are replicating the program statewide. More information about the ADRC Grantee 

initiatives can be found in the profiles for each grant at http://www.adrc-tae.org/tiki-

index.php?page=AboutADRCsPublic. 

Initiatives to Modify, Improve, or Create New Services and 
Supports 

One of the major goals of the Systems Change grants is to increase the availability of home 

and community services for individuals with disabilities of all ages, thereby enabling them to 

live and work in the community. Without adequate services and supports, many of these 

individuals would be at risk for unnecessary nursing home or other institutional placements. 

Further, lack of available home and community services can place persons with disabilities 

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

additional health and LTC services. To live successfully in the community, individuals— 

especially those transitioning from nursing facilities and other institutions—must also have 

affordable and accessible housing. Grantees are involved in a wide range of initiatives to 

improve or create new community services and supports. 
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As shown in Exhibit 3, initiatives addressing services, supports, and housing are grouped 

into five broad categories: 

� personal assistance services and supports 

� nursing facility transition and diversion 

� housing 

� respite for adults and children 

� community-based treatment alternatives for children 

Grantees in 35 states reported accomplishments in their efforts to address issues related to 

a lack of LTC services and supports and housing. Most are focusing on activities related to 

personal assistance services (PAS) and housing. Although CMS awarded grants to eight 

Grantees in 2004 to focus specifically on housing, a few FY 2003 Grantees also have 

initiatives underway to address housing needs, especially for consumers transitioning from 

nursing facilities and other institutions. These initiatives are also reported in this section. 

Next we provide examples of Grantee initiatives in the five major categories noted above. 

Personal Assistance Services and Supports 

Persons with disabilities need an array of personal assistance services and supports to 

exercise control over their lives and to live as independently as possible. Many also want to 

be actively involved in choosing the services they need to carry out everyday activities and 

choosing the workers who will provide these services. Consequently, Grantees in about half 

the states have initiatives to provide or improve personal assistance services and supports 

to make them more consumer-responsive. 

As shown in Exhibit 4, these activities can be grouped into three subcategories: 

� consumer direction 

� person-centered planning 

� new or modified services 
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Exhibit 3. Number of States Working in Subcategories of Service, Supports, and 
Housing 

Personal Community-
Assistance Nursing Based 
Services Facility Respite for Treatment 

and Transition/ Adults and Alternatives 
State Supports Diversion Housing Children for Children 

Alabama ● 

Arizona 

Colorado ● 

District of ● ● 
Columbia 

Georgia ● 

Illinois ● 

Maine ● 

Massachusetts ● ● 

Mississippi ● ● 

Montana ● 

Nevada ● ● 

New York ● 

North Dakota ● 

Oregon ● ● 

Rhode Island* ● 

Virginia ● 

Wisconsin ● ● 

Arkansas ● ● 

California ● ● 

Connecticut ● 

Florida ● 

Idaho ● 

Louisiana ● ● 

Maryland ● ● 

Michigan ● ● 

Missouri ● ● 

Nebraska ● 

New Hampshire ● ● 

North Carolina ● ● 

Ohio ● ● 

Pennsylvania ● 

Texas ● ● ● 

Washington ● 

Vermont ● 

Total 21 5 9 9 6 

* Rhode Island has two respite feasibility grants: one for adults and one for children. 

The majority are working to provide opportunities for consumers to direct their own services 

through a range of approaches, including incorporating the principles and philosophy of 

consumer direction into rules and regulations, developing a system infrastructure to support 
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consumer direction, and developing a consumer-owned and consumer-directed worker 

cooperative. A small number of Grantees reported accomplishments in the areas of person-

centered planning and developing new or modifying existing home and community services. 

Personal Assistance Services and Supports: Consumer Direction 

Consumer-directed service programs provide opportunities persons of all ages with all types 

of disabilities to choose and manage the services and supports they need to live in the 

community. Grantees in 19 states reported activities to create systems that help persons 

with disabilities to have maximum control over the services they receive. 

Exhibit 4. 	 Number of States with Activities Related to Personal Assistance 
Services and Supports 

Person-Centered New or Modified 
State Consumer Direction Planning Services 

Colorado ● 

District of Columbia ● 

Georgia ● ● 

Louisiana ● ● 

Massachusetts ● ● 

Missouri ● ● 

Nebraska ● ● 

North Dakota ● 

Texas ● ● 

Washington ● 

Arizona ● 

California ● 

Connecticut ● 

Florida ● 

Idaho ● ● 

Maine ● 

Michigan ● ● 

Montana ● 

New Hampshire ● 

Ohio ● ● 

Virginia ● ● 

Wisconsin ● 

Total 19 7 6 

These Grantees described activities and accomplishments primarily in the categories of 

education and outreach, training, consumer-direction infrastructure development, and new 

consumer-directed waiver programs. Examples of Grantees’ activities and accomplishments 

in these areas are presented next. 
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Education and Outreach 

� Michigan (IP) provided outreach, education, and training to service providers, 
advocates, consumers, and family members concerning methods, resources, and 
products that can promote the use of independence plus design features. Topics 
covered included self-determination for individuals with mental illness, fiscal 
intermediary services, waiver-covered services, and emergency back-up planning.  
A draft manual for consumers—Employing Your Own Workers—has been developed 
and is being finalized, as well as a draft document on Conflict of Interest in Self-
Determination Arrangements. 

A Web page that provides information and resources specifically designed for 
consumers, with links to consumer-direction sites, is in the final stage of 
development, and will be placed on the Michigan.gov site. 

� Texas (CPASS) implemented a coordinated outreach strategy to present 
information about three service management options that are available through the 
Texas Department of Aging and Disability Services Primary Home Care Program. One 
of the options—the new Service Responsibility Option (SRO)—is being piloted 
through the grant (described in the New Services section below). Grant staff 
presented SRO outreach material in the grant’s two pilot site areas to 3,000 
consumers and over 20 different community stakeholder groups, including hospital 
discharge planners, home health agency staff, area agencies on aging, faith-based 
organizations who work with the elderly, and senior centers. 

Training 

� Colorado (IP) is developing training materials and methods for critical incident 
management and emergency backup systems for consumer-directed service 
programs. Training modules developed include preventing critical incidents; 
minimizing risk of identity theft, personal property, and legal exploitation; planning 
emergency backup; preparing for community-wide disasters; and preparing a health 
care emergency guide. Peer trainers are piloting the training modules with new 
Consumer Directed Attendant Support (CDAS) applicants during CDAS trainings. 

� Florida (IP) developed training modules in collaboration with the Center for Self-
Determination, targeted to a core group of support brokers to act as personal agents 
for individuals with developmental disabilities (DD) enrolled in the State’s 1115 
Medicaid waiver, a cash and counseling demonstration program called Consumer 
Directed Care Plus (CDC+). The training materials were utilized in seven training 
sessions for consumers, consultants, and staff from several of the Agency for 
Persons with Disabilities’ (APD) 14 area offices. 

Based on an evaluation, grant staff found that participants did not understand 
information about controlling personal budgets, building assets, and quality of life 
options. In response they modified the basic training module to better meet 
participants’ learning needs. 

� Idaho (IP) secured legislative approval in early 2005 to continue the 
implementation of its self-advocate training team program. These three-person 
teams provide consumer-directed presentations on self-determination to increase the 
level of knowledge about principles of self-determination throughout the State. 
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� Louisiana (CPASS) is developing a curriculum to train persons with serious and 
persistent mental illness to employ personal assistants. Drafts of the skills and 
knowledge components of the curriculum have been developed by a consultant and 
are being reviewed by the Project Steering Committee. 

� Texas (CPASS) contracted with the Center for Independent Living (CIL) to conduct 
orientation training for consumers, providers, and Texas Department of Aging and 
Disability Services staff about the new Service Responsibility Option. The CIL 
completed SRO consumer orientation training with 17 individuals. The consumer 
curricula addresses backup planning, risk planning, and quality assurance; skill 
building, including ways to improve communication; interviewing and hiring; training 
the personal assistant; supervising, coaching, and evaluating the personal assistant; 
and dismissing the personal assistant. Grant staff completed an SRO toolkit that 
includes information consumers can use to streamline the hiring process.  

Another grant contractor also completed SRO policy and procedure training with 114 
home health agency staff and 90 DADS staff in the grant’s two pilot areas. This 
training included an overview of SRO roles and responsibilities; the importance of 
choices for managing personal assistance services; decision tools, operational 
protocols, and policies and procedures; service and support planning; and a quality 
management framework. All trainings with consumers, providers, and state agency 
staff included a pre- and post-training evaluation form. 

� Ohio (IP), in preparation for implementing a Support Broker service for consumers, 
conducted statewide trainings for state and county staff on the role and scope of 
responsibilities of support brokers. The Grantee worked with each of the 17 counties 
individually to educate them about the changes needed within the existing system to 
implement this service. 

� Wisconsin (CSR) started developing statewide guidelines, training, and technical 
assistance materials to be used by county and provider staff and consumers to 
promote consumer-directed services models throughout the State. 

Consumer-Direction Infrastructure Development 

� Colorado (IP) submitted a report to CMS—Improving Emergency Backup and 
Critical Incident Management for Consumer Direction—that included 
recommendations and an implementation plan on emergency backup and critical 
incident management systems for consumer directed programs. The report 
incorporates information from key informant interviews, a focus group report, and 
research on other states’ practices. The State had originally planned to establish a 
statewide emergency backup system and critical incident management system for all 
current and future consumer-directed programs, but ultimately decided that an 
individualized approach to emergency backup and critical incident management was 
most appropriate for consumer direction programs. 

The State intends to focus on making improvements to better support consumers in 
directing care and addressing emergency backup and critical incidents. For example, 
stakeholders and consumers suggested augmenting consumer training materials with 
educational brochures, emergency backup decision trees, methods to prevent critical 
incidents, and information on advance directives. They suggested conducting 
outreach to government staff, police officers, and firefighters on how to support 
people with disabilities during emergencies. 
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� Connecticut (IP) is developing a process to predict level of need and establish 
individual budgets to allow individuals to self-direct their own services and supports. 
With input and direction from a steering committee, the Grantee completed three 
phases of testing of the level of need tool and produced an algorithm for generating 
individual budgets using historical cost data. The Grantee plans to conduct further 
analysis and refinement during the next fiscal year. 

� Louisiana (IP) is revising fiscal regulations for the State’s three Medicaid waiver 
programs to incorporate principles of self-determination and increase access to self-
determination for individuals served by the waivers. Draft policies for consumer 
direction in the state Independence Plus New Opportunities Waiver have been 
reviewed by an advisory committee and forwarded to the state Bureau of Community 
Supports and Services for final approval. Once approved, these policies will serve as 
a model for consumer-directed services within the other state Medicaid waivers.  
The Grantee has also provided consumer direction training to support coordinators 
and regional offices involved in the Independence Plus New Opportunities Waiver in 
preparation for the move toward a more consumer-directed service approach. 

� Michigan (IP), the Michigan Department of Community Health, has made it a 
contractual requirement for Prepaid Inpatient Health Plans (PIHPs) and Community 
Mental Health Service Programs (CMHSPs) to implement its Self-Determination Policy 
and Practice Guideline. This guideline, developed and implemented under the grant, 
includes criteria that must be met when retaining a fiscal intermediary. In addition, 
each of the State’s 48 CMHSPs have implemented an emergency backup system to 
respond to consumers who may require safeguards in exercising choice and control 
using Independence Plus design features. 

� Missouri (IP) is piloting a support broker training curriculum. Twenty-eight support 
brokers have been trained to work in the State’s consumer-directed, person-centered 
support program. 

� New Hampshire (LIFE) is developing a new savings program model that would 
allow consumers with all types of disabilities, who self-direct their services, to 
increase their assets in order to achieve financial and community independence 
without disqualifying them from necessary medical or public benefit programs. The 
Grantee identified the total number of people who self-direct their services across 
four Medicaid programs; conducted a literature review on asset development, 
consumer-directed research projects, and consumer-directed programs and policy; 
and hosted policy forums and presentations to educate project staff and stakeholders 
and establish a program design. Topics covered include Individual Development 
Accounts; tax policy, such as Earned Income Tax Credits and Child Tax Credits; and 
findings from a Cash and Counseling demonstration. 

Other Consumer Direction Initiatives 

� Arizona (CPASS) is making consumer-directed services accessible to persons with 
physical and developmental disabilities through an integrated system of consumer-
directed Health Services Cooperatives (HSCs). These health support organizations 
are Medicaid certified providers of respite, habilitation, and attendant care. Two 
HSCs were launched in 2005 and a third is being formed.  

The Grantee has established a Federated Cooperative Development and Support 
Center (Federated HSC) to provide technical assistance to the HSCs. The Federated 
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HSC has developed partnerships to provide information about insurance and 
information technology. The Federated HSC is also supporting efforts to establish 
HSCs in other states, including California, Tennessee, and Colorado (more 
information is available at http://www.federatedhsc.coop/). 

� Massachusetts (CPASS) funded two mini-projects to develop and test various 
models which maximize the opportunity for consumers across age and disability 
categories to self-direct their own services and supports. These mini-projects are 
developing a menu of options for self-direction that allow differing levels of self-
direction and control over the type and format of services provided. Each of the 
projects has formed steering committees to secure ongoing consumer input and 
feedback to help define these options. The Grantee has secured a consultant to 
conduct an evaluation of the two projects. 

The Grantee has also created a policy development subcommittee responsible for 
documenting barriers to implementing a self-directed, flexible PASS model in the 
State. Based on its findings, the subcommittee will prepare a report that includes 
recommendations for needed regulatory, budgetary, and policy changes. 

� Missouri (IP) is testing an employee call-in system for possible use in its pilots. 
This system, which was recommended after a review by the project’s consumer-
directed task force, allows personal care and homemaker aides to clock in and out by 
telephone while keeping a record of each aide’s status during the day. 

� Virginia (CPASS), in cooperation with the state Real Choice Grantee, completed the 
development of a Web site (http://www.vcu.edu/partnership/cdservices) to promote 
the use of consumer-directed personal assistance services. Materials about self-
direction on the site include training modules on self direction for individuals with 
cognitive disabilities and others, modules on consumer-directed services in Virginia’s 
waivers, a workbook on consumer-directed services in the Mental Retardation 
waiver, and brochures on person-centered planning. 

� Wisconsin (LIFE) developed and mailed a survey to approximately 5,000 Medicaid 
waiver and state plan participants to determine their interest in the Living with 
Independence, Freedom and Equality (LIFE) Accounts savings program.  
The LIFE Accounts program allows Medicaid recipients to keep savings they have 
accumulated by self-directing their care, which can be used to purchase equipment 
or home modifications that promote independence. The survey will also identify 
barriers to employment as well as barriers to increasing savings and financial 
independence. In addition, the Grantee met with the New Hampshire LIFE Grantee 
and Systems Change technical assistance staff to discuss LIFE accounts and the 
ways in which Individual Development Accounts can be used to develop assets. 

Personal Assistance Services and Supports: Person-Centered Planning 

Person-centered planning is a required component of Medicaid-funded consumer-directed 

programs. Person-centered plans are designed to enable and assist individuals of all ages 

with disabilities to achieve their personal life goals and to obtain the LTC services and 

supports they need. Grantees in seven states reported progress on activities to incorporate 

person-centered planning in service planning, which primarily involved implementing 
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person-centered planning policy guidelines in new waivers, and designing and implementing 

person-centered planning pilot initiatives. Examples follow. 

� Massachusetts (IP) is developing a new waiver, which will include access to 
person-centered service planning for individuals with disabilities and long-term 
illnesses. Grant staff have drafted and are testing and evaluating fiscal intermediary 
forms, outreach methods, and enrollment and orientation documents. 

The Grantee Quality Work group has reviewed national best practices in emergency 
backup systems, and a draft emergency backup system is under review by the grant 
consumer group and the State’s Real Choice Consumer Planning and Implementation 
Group. The work group is also researching consumer grievance/ incident procedures 
and quality systems. Grant staff members are meeting weekly with staff members 
from the state Division of Medical Assistance and other agencies to design the 
waiver. 

� Montana (IP) incorporated person-centered language and person-centered 
concepts into the plan of care document to be used in the Big Sky Bonanza waiver 
program, a 1915 (c) Independence Plus waiver submitted to CMS in October 2005. 
The State outlined a person-centered planning process in the waiver that puts the 
consumer, or a representative, in charge of directing the service and support 
planning process. The State plans to incorporate person-centered planning concepts 
into the waiver training for consumers, independence advisors or support brokers, 
and financial management services. 

� Missouri (IP) recruited 33 participants in one region of the State to participate in a 
pilot of its state consumer-directed, person-centered support program. One of the 
participants is individually directing services and 29 are using one of the independent 
person-centered facilitators who have been trained for the program to assist with 
services and supports. Three individuals are directing their own support brokerage 
service, either individually or with family assistance, while 24 are using professional 
coordinators or brokers. The Grantee is also developing workbooks to orient 
participants to the program and assist them with service planning. 

Personal Assistance Services and Supports: New or Modified Services 

Grantees in six states have initiatives to modify existing services or create new services. 

These Grantees are undertaking activities to expand opportunities for consumer direction in 

existing waiver programs, to offer consumer-directed options to additional populations (e.g., 

persons with mental disabilities), and to amend existing waivers to include transition 

services for youth. Examples follow. 

� Georgia (IP) designed a model for inclusion of self-determination for adults with 
serious mental illness in the State’s Medicaid Rehabilitation Option. The design for 
this new pilot program relies on peer supports. The State partnered with the Medical 
College of Georgia (MCG) to train psychiatric residents to utilize Certified Peer 
Specialists (CPS) to facilitate self-directed recovery of adults with serious mental 
illness. A process for billing under the Medicaid Rehabilitation Option has also been 
developed and the Grantee plans to fully implement the option. 
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� Louisiana (CPASS) has developed a model for personal assistance services for 
persons with serious and persistent mental illness, that will be used by the State 
Bureau of Health Services Financing, the State Office of Mental Health, and service 
providers. The service model specifies that personal assistance services will be 
provided in a manner consistent with the basic principles of consumer direction, and 
includes a list of services covered as personal assistance services; recipient 
qualifications and rights; standards for provider participation; and qualifications for 
personal assistance services workers. Planning is underway to integrate the service 
model into existing programs, but progress has been delayed by a state budget crisis 
and other problems resulting from the effects of Hurricanes Katrina and Rita.  

� Michigan (IP) expanded and improved services in the State’s 1915 (b)(c) Specialty 
Services and Supports Waiver. The new category of Peer Specialist Services allows 
for activities provided by peers to be completed in partnership with consumers for 
the purpose of achieving community inclusion and participation, independence, and 
productivity. This change will provide new options for consumers to be providers of 
peer-oriented services for both persons with mental illness and individuals with 
developmental disabilities for self-advocacy. Peer Specialists will be able to assist 
consumers with learning how to recruit, hire, and manage personal assistance 
providers; develop and use an individual budget; use an independent supports 
broker; and other activities needed to support self-determination.  

� Nebraska (EPSDT) is exploring the possibility of amending the Aged and Disabled 
waiver to better address the medical needs of youth who are aging out of EPSDT 
services. Grant staff developed a resource packet for young adults and a pre-clinic 
assessment tool for use in assisting youth to transition from pediatric to coordinated 
adult-oriented care. The resource packet was piloted in the new transition clinics 
which began late in the prior fiscal year. 

� Texas (CPASS) added the new Service Responsibility Option to the State’s 
automated service authorization and billing system, and to its automated eligibility 
and referral system. SRO is one of three service management options available 
through the Texas Department of Aging and Disability Services Primary Home Care 
Program. Under this model, consumers manage one or more key services—such as 
hiring and supervising personal assistants—but do not manage an overall budget or 
have direct management of service funds. 

The SRO pilot in the Texas Panhandle began serving individuals in December 2004. 
The city of San Antonio was approved by CMS as a second pilot site in July 2005 to 
extend the pilot phase. The latter site will be used to test the option in an area with 
greater numbers of providers and referral sources, and to assure that the quality 
management framework components are working properly prior to statewide 
implementation. 

Nursing Facility Transition/Diversion 

In FY 2001 and FY 2002, CMS awarded Nursing Facility Transition and Diversion grants 

(NFT) to 23 state agencies and 10 Independent Living Centers. These Grantees focused 

almost exclusively on transition and diversion activities, the details and accomplishments of 

which are discussed in other reports.4 Although not the primary focus of their grant, a few 
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of the FY 2003 and FY 2004 Grantees are undertaking nursing facility and ICF-MR transition 

or diversion initiatives. 

Six Grantees in five states described a broad range of activities including transitioning 551 

individuals to the community, developing strategies or processes to support transition 

activities, rebalancing or nursing facility downsizing initiatives, hiring transition staff, and 

conducting training activities. Examples of these activities follow. 

� Louisiana (Rebal) transitioned 193 individuals with developmental disabilities from 
ICF-MR facilities to community-based living options: 115 to community ICF-MRs, 47 
to HCBS waiver-funded group homes, and 31 to state-funded or Medicaid state plan-
funded homes. During the calendar year in which these transitions occurred, the 
census in ICF-MR facilities decreased by only 122 individuals, because 71 individuals 
with developmental disabilities were newly admitted to ICF-MR facilities. 

In preparation for these transitions, the Grantee completed a review of Rebalancing 
initiatives in other states, interviewed program personnel in a few of these states, 
and acquired transition-related tools of potential use in Louisiana. The Grantee also 
provided guidance to public developmental disability agencies conducting a pilot of a 
new interdisciplinary team process focused on evaluation of transition needs. 

� Wisconsin’s (CSR) Nursing Home Transition Demonstration will help up to four 
nursing facilities downsize and replace the closed nursing home beds with affordable 
assisted living beds. The Wisconsin Housing and Economic Development Authority 
will make financing available for the development of the new assisted living facilities 
and the Wisconsin Department of Health and Family Services will dedicate 40 
Community Integration Program (CIP) II Waiver slots to pay for services provided to 
residents of the new assisted living facilities. 

� Wisconsin (MFP) exceeded its original 3-year goal to close three ICF/MR facilities 
and significantly downsize seven others as part of a restructuring initiative. 
Legislative changes that restrict new ICF-MR admissions and require annual resident 
reviews to assess whether persons are living in the most integrated setting became 
effective in January 2005. The Grantee hired a specialist to ensure that all necessary 
systems were in place for relocations to begin as soon as the Act came into effect.  
As of September 2005, 177 individuals had relocated to the community. 

The State is working with individuals, ICF/MR representatives, and county human 
services staff to relocate more individuals and grant staff continue to meet with all 
stakeholders to discuss planning strategies and barriers. 

� Nevada (MFP) worked with the Nevada Division of Health Care Financing and Policy 
to identify 290 Medicaid-eligible consumers and 11 non-eligible consumers for 
transition. Of this group, 181 have already transitioned. The Grantee used 
community transition funds totaling $36,000 to assist 42 of the consumers 
transitioned. Six of these individuals re-entered institutional care, but the reasons 
are not known. To leverage funding for the community transition fund service, the 
Grantee is developing a voucher program with three local non-profit agencies in 
southern Nevada to provide consumers with household items from consumers who 
have re-entered institutions and do not plan on transitioning again into the 
community. 
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The Grantee hired transition specialists for northern and southern Nevada and is 
recruiting transitioned individuals to become peer advocates for newly transitioned 
persons during their first year in the community. Grant staff developed a database of 
current service resources for consumers that were evaluated for accessibility and 
comprehensiveness. The resources include Web site addresses, program handbooks, 
and publications on disability services in Nevada. The Grantee also initiated a joint 
statewide training initiative with the Division of Health Care Financing and Policy, 
Division of Aging, Nevada Health Care Association, and the Bureau of Family Health 
Services. The training will provide long-term care and health care providers and 
consumers an overview of the Olmstead Act and information on how to transition to 
the community. 

� Texas (MFP) exceeded its goal of developing one voluntary nursing facility 
transition work group in each of the ten Department of Aging and Disability Services 
regions. In response to requests from the community, the Edinburg region 
established three additional teams within a very short time frame with limited 
resources. These work groups serve nursing facility residents who were unable to 
transition due to lack of informal supports in the community or having complex 
needs. 

Transition work groups are identifying and addressing individual, local, and 
systematic barriers to transition as well as facilitating linkages to resources across 
Texas for individuals needing multiple resources. For example, grant staff helped 
develop a change in policy to allow payment of the first month’s rent in the 
community for individuals needing such assistance. The Center on Independent 
Living (COIL), the grant contractor, provided training on the relocation process to the 
transition work groups. 

Housing 

A few FY 2003 Grantees have initiatives to address the housing needs of persons with 

disabilities. Recognizing that lack of affordable and accessible housing is a major barrier to 

community living, in FY 2004, CMS awarded eight Integrating Long Term Supports with 

Affordable Housing grants. Their purpose is to remove barriers that prevent Medicaid-

eligible individuals with disabilities of all ages from residing in the community or in the 

housing arrangement of their choice. 

As shown in Exhibit 5, Grantees in 10 states have housing-related initiatives, which are 

presented in six categories: 

� increase access to new or existing housing 

� improve the coordination of processes for obtaining housing and services 

� develop or expand housing with supports 

� expand supply of affordable accessible housing 

� develop state infrastructure for coordinating and integrating housing and services 

� other housing initiatives 
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The Grantees vary considerably in their approaches. Most are focused on improving access 

to new or existing housing or coordinating the processes of obtaining housing and services 

to assure timely access to both. A few are developing or expanding new options for housing 

with supports, developing housing registries, or working to expand the supply of accessible 

and affordable housing. Some are working to streamline the process for obtaining home and 

community services in conjunction with housing. A few are undertaking other activities, 

such as increasing the availability of housing related assistive technology and implementing 

universal design standards. In the remainder of this section we present examples of 

Grantee initiatives in each category. 

Exhibit 5. Number of States with Housing-Related Activities 

Develop or 
Expand 
Housing Expand 

Increase Improve with Support Housing Develop State 
State Access Coordination Options Supply Infrastructure Other 

Arkansas ● ● ● ● ● 

District of 
Columbia 

● ● 

Idaho ● 

Mississippi ● ● 

Nevada ● 

New Hampshire ● ● ● 

North Carolina ● ● ● ● 

Oregon ● ● 

Pennsylvania ● ● ● 

Vermont ● ● ● 

Total 	 9 6 2 3 4 

Housing: Increase Access to Housing 
� Nevada (MFP) implemented a new down-payment assistance program for people 

with disabilities who are transitioning from institutions to the community and the 
Nevada Governors Council on Developmental Disabilities has received $400,000 in 
HOME funds to be administered through this program. In addition to an $80,000 
grant from the Fund for Health Nevada tobacco settlement, a large portion of these 
funds ($200,000) were received from the HOME Investment Partnership Program, a 
block-grant program in Nevada. A Web-based housing registry has been created by 
the Grantee to assist persons transitioning from institutions, other consumers in 
need of housing, and organizations that help consumers locate affordable and 
accessible locating. 

� Pennsylvania’s (Housing) primary goal is to ensure an adequate supply of 
affordable and accessible housing that persons who need long-term care services can 
obtain in a timely manner, a prerequisite for rebalancing the State’s long-term care 
system. Grant staff are working on a number of initiatives, including one with the 
state Public Housing Finance Authority to develop an inventory of publicly-funded 
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accessible housing and to expand utilization of PHFA’s Web-based real time listing of 
vacant, affordable, accessible housing: http://www.phfa.org/PAL. 

Housing: Developing or Expanding Housing with Supports 
� Arkansas (Housing) is using its grant to develop a new adult foster care (AFC) 

option and to expand affordable assisted living. These activities are key components 
of the State’s strategy to provide a range of community housing options for people 
with disabilities so they can avoid institutionalization. The initial target population is 
nursing facility residents and those at risk of nursing facility placement. 

As a first step in developing the new AFC option, grant staff and a consultant 
conducted site visits in Washington and Oregon to learn about their AFC systems. 
They met with staff of the states’ administrative programs to identify best practices 
and quality assurance systems and visited nine different models of adult 
family/foster homes in the two states. Grant staff are using the information obtained 
to inform the development of the State’s AFC models. 

� Vermont’s (Housing) primary goals are to improve access to housing by 
preserving, developing, and enhancing supportive housing projects and to increase 
the ability to age in place through the provision of crucial supports in existing 
housing. Grant staff are currently examining the feasibility of co-locating two 
Program for All-Inclusive Care for the Elderly (PACE) sites with affordable housing 
sites. 

Housing: Expanding Supply of Affordable and Accessible Housing 
� North Carolina (Housing) grant staff have begun work on a rental subsidy 

demonstration program—called the Key Program—which will provide rental 
assistance and operating subsidies to approximately 450 units of integrated 
community housing for extremely low income person with disabilities over the next 
10 years. They have developed policies and procedures and are working on an 
evaluation design that will provide information that can be used to support requests 
for continuing program appropriations. 

To increase housing expertise among consumers, advocates, and local human 
service agencies, grant staff have also developed the first draft of a Housing 
Resource Guide for approximately 70 of the State’s 100 counties. They are also 
developing policies and procedures for referral to housing units and protocols for 
sharing tenant information for the purpose of establishing eligibility while assuring 
confidentiality. The Grantee has completed a guide targeted to housing providers 
called Fair Housing for Tenants with Disabilities: Understanding Reasonable 
Accommodations and Reasonable Modifications. 

� Pennsylvania (Housing and MFP) staff from both grants have been successful in 
their work with the Pennsylvania Housing Finance Agency to encourage developers to 
designate 10 percent of units as accessible and affordable housing. The PHFA Fall 
2004 bid included incentives for increasing the stock of affordable and accessible 
units, which should be available in 2006. In Cycle 1, out of 919 total units, 87 will be 
accessible and out of those, 67 will be at rents affordable for persons on SSI. In 
Cycle 2, out of 1045 units, 114 will be accessible and 90 will be at rents affordable 
for persons on SSI. Grant staff are now developing a system to assure that all of the 
new affordable/accessible units are leased to individuals who need subsidized 
accessible housing or for individuals moving out of nursing homes. 
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Housing: Developing State Infrastructure Integrating Housing with Supports 
� Mississippi’s (Housing) primary goal for its grant is to develop a statewide local 

planning and action infrastructure for ongoing coordination and integration of long-
term supports and housing. A major focus of the grant will be to introduce case 
management for housing services. As a first step, grant staff have established a 
statewide BRIDGE Action Council comprising housing and long-term support 
providers, state agency professionals, and individuals with disabilities and family 
members. The Council’s primary purpose is to guide the development of an agenda 
for systems change.  Grant activities were significantly delayed by the statewide 
disruption caused by Hurricane Katrina, but are now on track. 

� New Hampshire’s (Housing) overall goal is to coordinate a fragmented array of 
housing and long-term support services for older adults with mental illness and/or 
dementia by developing infrastructure and maximizing existing resources. As a first 
step, grant staff developed and distributed questionnaires to gather baseline data 
from housing, mental health center staff, and case mangers to determine the risk 
factors for elderly persons losing their housing and the need for cross-training among 
housing and support systems. They then completed a report on risk factors for elders 
with cognitive, emotional, or behavioral issues for losing or being at risk of losing 
their housing. 

Other Activities 
� Oregon’s (Housing) goal is to help ensure access to affordable housing linked to 

long-term supports by adding housing-related assistive technology to the array of 
supports available to people of all ages with disabilities. As a first step, the grant is 
working with the Eugene Research Institute and an assistive technology specialist to 
review statutes, administrative rules, licensing requirements, and other policies to 
identify any systemic barriers to the increased use of assistive technology in 
affordable housing. 

Grant staff are also preparing a comprehensive review of available housing-related 
assistive technology, determining consumer need for assistive technology, and 
identifying potential resources for funding assistive technology. To gather input, they 
are conducting focus groups and needs assessment surveys with consumers, 
providers, and family members; conducting focus groups with designers, developers, 
and managers of affordable housing; and conducting interviews with directors of 
public housing authorities, service provider associations, and state agencies.  

� Oregon (Housing) is also undertaking a major initiative to streamline and improve 
access to Medicaid services and companion resources that enable persons with 
serious mental illness to live in community housing. Grant staff have identified 
several areas in Medicaid policy that need to be addressed to better support the 
needs of persons with disabilities in the community, including billing definitions and 
codes that need to be revised. They have also have identified five affordable housing 
projects currently under development that can be used as sites to test and refine 
new strategies and billing mechanisms. 
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Mental Health Services 

To live and participate fully in the community, adults with serious mental illness and 

children with serious emotional disturbance need mental health services and supports that 

facilitate recovery and provide them the confidence needed to face life’s challenges. As part 

of the Systems Change Grants program, in FY 2004 CMS awarded Mental Health Systems 

Transformation grants. Their purpose is to improve states’ ability to offer evidence-based 

and recovery-oriented services to consumers with mental illnesses through the Medicaid 

system. The grants are specifically intended to assist states to better align their mental 

health and Medicaid systems to collaborate with each other and with other stakeholders in 

order to improve service delivery. 

Six evidence-based practices are recognized by the Medicaid program: medication 

management, assertive community treatment, supported employment, family psycho-

education, illness management and recovery, and integrated mental health and substance 

abuse treatment. Recovery orientations supported by Medicaid include peer supports, self-

direction, and other consumer-owned and operated services and supports.  

As shown in Exhibit 6, Grantees in 12 states are implementing either evidence-based 

practices or recovery-oriented programs; most are doing both. Descriptions of their 

initiatives are presented next. 

Exhibit 6. Number of States with Activities to Improve Mental Health Systems 

Increase Availability of  Increase Availability of Recovery-
State Evidence-Based Practices Oriented Services 

Massachusetts ● 

Minnesota ● 

North Carolina ● ● 

Oklahoma ● ● 

Pennsylvania ● 

Delaware ● 

Maine ● ● 

Michigan ● 

New Hampshire ● ● 

Ohio ● ● 

Oregon ● ● 

Virginia ● ● 

Total 9 10 

Mental Health Systems: Increase Availability of Evidence-Based Practices 

Implementing evidence-based practices (EBPs) in a state’s mental health system is a 

complex endeavor. For example, the Grantee in New Hampshire cited a number of system 

barriers to doing so, including (1) lack of a specific organizational structure for the delivery 

and oversight of illness management and recovery (IMR) services at a mental health center, 
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(2) lack of financial incentives to offset the cost of developing and maintaining program 

competency and difficulties getting IMR services funded through existing Medicaid 

reimbursement codes, (3) minimal formal involvement of peer support providers in IMR 

programs, likely due in part to the lack of Medicaid reimbursement, (4) lack of fiscal 

incentives to provide IMR versus usual services, and (5) lack of a formal plan or 

mechanisms to sustain IMR services past the initial training efforts. Grantees in 10 states 

have initiatives to increase the availability of evidence based practices in the state’s mental 

health system. Examples follow. 

� Minnesota (MHST) has a unique initiative to adapt Hawaii’s successful approach to 
implementing evidence-based interventions throughout its children’s mental health 
service systems. They are also developing a database of scientific information that 
will be available to providers and families for guiding decisions about children’s 
treatment. As a first step, they have started their review and assessment of current 
clinical and administrative practices in Minnesota and are importing and modifying 
Hawaii’s EBP database. 

� New Hampshire (MHST) is initiating a comprehensive plan to implement illness 
management and recovery throughout the State’s mental health system. They have 
already provided training in IMR to 10 community mental health centers, 
2 residential programs, and over 200 mental health providers. Approximately 240 
consumers are now receiving IMR services. The Grantee is also developing a service 
reimbursement strategy that supports implementation and delivery of IMR in a high 
fidelity and collaborative process with consumers as active partners.  

Additionally, the Grantee is developing an organizational structure that specifies IMR 
clinician-peer specialist teams in each Community Mental Health Center (CMHC)/Peer 
Support Agency (PSA) region to be responsible for delivering the services, as well as 
an IMR supervisor at each center and an IMR liaison at the Bureau of Behavioral 
Health. To establish a higher Medicaid reimbursement rate for IMR services that 
programs will be motivated to obtain, they have developed and are implementing a 
credentialing process for IMR providers, including staff at CMHCs, PSAs, and a state 
hospital and psychiatric unit. The Grantee is also in the beginning stages of 
establishing an IMR Center of Excellence as a state resource to train, evaluate, 
sustain, and improve IMR services across state systems. 

� North Carolina (MHST) is using a new system of Local Management Entities 
(LMEs) to plan services and monitor quality as part of its reform of the public mental 
health and substance abuse system. The state is using its MHST grant to assist four 
LMEs to develop the infrastructure necessary to support and sustain the 
implementation of evidence-based practices within their local communities. The 
Grantee has completed the initial infrastructure development steps, including the 
development of a strategic action plan. 

� Ohio (MHST) has a comprehensive initiative to support the use of peer support 
specialists in evidence-based assertive community treatment (ACT) services for 
individuals receiving mental health services from a Medicaid-funded community 
health center. An important component is the provision of training for both 
consumers and providers and the Grantee has provided 2-week courses of peer 
support specialist training to approximately 40 individuals. They are also developing 
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materials to provide training and technical assistance to 40 county boards and 
providers of ACT services to facilitate the incorporation of peer support specialists 
into the State’s ACT teams. The Grantee also hired consultants to address 
professionals’ concerns about confidentiality and other human resource issues 
related to the use of consumers in service delivery. 

� Oklahoma (MHST) is engaged in a number of activities to develop a policy and 
program framework to support the inclusion of evidence-based practices in service 
delivery. The Grantee has used other states’ experiences to facilitate progress, for 
example, by researching the procedure codes and strategies these states have used 
to obtain Medicaid coverage of two evidence-based practices—Illness Management 
and Recovery and Family Psycho-education. The State’s Medicaid agency has already 
completed an initial draft of rule changes to cover evidence-based practices. 

� Oregon (MHST) has a unique goal—to facilitate the incorporation of peer-operated 
programs and services as evidence-based practices within Oregon’s evidence-based 
practice mandate—which they achieved during the first year of their grant. Based in 
part on information provided by the project, the state Medicaid program has 
established a billing code for peer-operated services and this option has been added 
to the service descriptions of evidence-based practices under a 1115 Medicaid 
waiver. Two consumer-survivor drop-in service organizations are now billing for 
services. 

The Grantee also has a number of activities designed to increase consumer 
participation and collaboration at all levels of service and policy design, 
implementation, and oversight. Grant staff are (1) informing consumers of 
opportunities to become mentors and trainers and to participate in the delivery of 
evidence-based practices and policy development and (2) providing peer-based 
technical assistance and mentorship to individuals in leadership roles. Eight 
consumer/survivor leaders are now part of the evidence-based practice 
implementation groups and eight consumer/survivors are participating on mental 
health advisory boards and the Mental Health Association of Oregon board. 

� Virginia (MHST) is seeking to align the Medicaid Mental Health Rehabilitation 
Option services with the evidence-based practices of Assertive Community 
Treatment, Illness Management and Recovery, and Supported Employment (SE) to 
the maximum extent possible. To achieve this goal, the Grantee is providing training 
and technical assistance to community mental health staff, including peer specialists 
and other interested stakeholders, on Medicaid reimbursement that supports 
expansion of the State’s Programs for Assertive Community Treatment (PACT). They 
are also conducting an analysis of regulations and funding streams that might 
impede coverage of the three evidence-based practices and are providing training to 
mental health and vocational rehabilitation partners on the evidenced-based 
practices of IMR, SE, and ACT. 

To maximize opportunities for peer specialists and consumer-operated programs to 
provide services based on evidence-based practices, the Grantee is engaged in 
several activates. They have prepared a report that compares states’ peer specialist 
training curricula and describes the roles peer support specialists play in the delivery 
of mental health services. The Grantee disseminated the report electronically to 
other MHST Grantees. 
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Mental Health Systems: Increase Availability of Recovery-Oriented Services 

Reorienting the current mental health service system toward a recovery focus is a multi-

faceted undertaking. Grantees in nine states are working to overcome the barriers to 

increasing recovery-oriented services. Barriers to doing so cited by Grantees include 

(1) limited training and technical assistance available to mental health consumers and 

traditional providers for effectively implementing consumer-directed recovery focused 

services, (2) cultural inertia on the part of traditional mental health providers towards 

consumer-directed programs and services with a recovery orientation, and (3) lack of 

sustained funding for consumer-directed services. For example, Medicaid currently has no 

direct mechanism for reimbursing peer specialists, funding them indirectly through contracts 

with eligible providers who then engage peer specialists in treatment teams. 

Most Grantees are also working to strengthen the consumer’s role in system and community 

agency governance, decision-making, planning, and service delivery, and to facilitate 

collaboration between the mental health and Medicaid systems. Examples follow. 

� Maine (MHST) is helping to shift the State’s mental health system towards 
consumer-directed recovery services by establishing a state-level Project Advisory 
Committee and ensuring representation from the State’s consumer community. The 
Grantee has also developed and adopted a list of core values to guide statewide 
development of a consumer-directed recovery-oriented service system. 

� Massachusetts (MHST) is working to establish a statewide formal network of 
recovery-oriented programs and activities that are consumer directed (ROCD). As 
part of this effort, grant staff worked with a stakeholder planning group to achieve 
consensus on definitions of programs that are recovery-oriented and consumer-
directed. They then developed and conducted a survey of consumer-operated 
programs and activities and are using the results to develop a database of all ROCD 
programs and activities in the State. They are currently planning activities to build 
relationships and communication mechanisms between ROCD programs and efforts 
statewide. 

� Massachusetts (MHST) is assessing the data from recovery-oriented and 
consumer-directed services statewide to identify gaps in service delivery and barriers 
to service delivery as well as opportunities to support ROCD services. The Grantee is 
also developing several forums for providers and consumers, to inform the planning 
process for supporting current consumer-operated programs and developing new 
ones. The forums will be held in the grant’s second year. 

The Grantee is also implementing an initiative to establish a state-level consumer-
directed Recovery Center of Excellence called The Transformation Center. The Center 
will provide training and technical assistance to consumer-directed programs and 
traditional mental health providers, and will be active in the development of state 
mental health services policy. The Grantee plans to have the Center fully operational 
in the second year of the grant. 

� Michigan (MHST) is working to achieve a consensus among consumers, 
professionals and service system managers about the components of recovery 
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models and to identify which recovery models can be implemented in the Michigan 
mental health system. The Grantee views this work as essential to assure that an 
infrastructure supportive of recovery models forms the foundation of service delivery 
in the public mental health system. As a first step, they are establishing a state-level 
Recovery Council to provide project oversight, direction, guidance, and leadership in 
all grant activities. The Council will also assist in developing a strategic plan for 
changing the State’s mental health system to incorporate a recovery model as the 
foundation of services and supports for persons with serious mental illness. 

� Oklahoma (MHST) has developed a training and credentialing process for Recovery 
Support Specialists and has developed a policy and program framework for a 
Recovery Support Specialist Network. The Grantee is also conducting training about 
the use of Recovery Support Specialists for providers, some of whom are not 
receptive to consumer-driven services and hiring Recovery Support Specialists. 
Nonetheless, the State Mental Health Agency has hired a Recovery Support Specialist 
Coordinator, and 42 Recovery Support Specialists are working in all 15 Community 
Mental Health Centers in the State of Oklahoma. 

� Pennsylvania (MHST) is integrating recovery approaches in the traditional array of 
mental health services through the inclusion of Certified Peer Specialists and through 
Medicaid reimbursement incentives. The Grantee has conducted a CPS training 
program in selected counties, has begun activities to train and certify peer trainers, 
and is developing three regional CPS Training Programs. They are also supporting 
and expanding CPS activities by establishing a CPS self-help network for CPS 
graduates. In the policy arena, they have drafted an amendment to the Medicaid 
State Plan that would authorize payment for certified peer specialist services through 
the Rehabilitation option, and are conducting a fiscal analysis of the change.  

Respite for Adults and Children 

The first step in establishing a respite program for families of children who are medically 

fragile is to conduct community research regarding their needs, such as the number of 

families needing respite services and the type of services they want—in-home or out-of-

home. The next step is to identify available community resources and the feasibility of 

collaborating and coordinating with these resources to provide respite. 

Grantees in nine states—Alabama, Arkansas, California, Maryland, Massachusetts, New 

York, Ohio, Oregon, and Rhode Island—are exploring the feasibility of developing respite 

projects for caregivers using both Medicaid and other funding sources. These Grantees are 

exploring ways to either expand services through existing programs or to develop new 

programs. Examples of their initiatives follow. 

� Arkansas (RFC) grant staff in the Arkansas Department of Human Services have 
revised policies and are working to revise the nurse practice act to allow in-home 
consumer directed care. These changes are designed to increase participation in the 
existing respite program from 132 to 275 individuals. The State agency has also 
committed the funding needed to continue the respite program.  

� Rhode Island (RFC) grant staff have completed several surveys of families of 
children and youth with special health care needs to obtain information about respite 
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services, such as what type of services are preferred and what are the barriers to 
obtaining them. They have used this information and their review of waiver options 
for increasing the availability of respite services to support a request in the State’s 
2007 fiscal year budget to establish a respite program. If approved by the Governor 
and the General Assembly, the Grantee—the Rhode Island Department of Human 
Services—will submit a waiver request to CMS. If approved, the Grantee, in 
conjunction with the Respite Care Committee, will develop certification standards and 
work to establish a new respite program in Rhode Island. 

� Ohio (RFA) grant staff have conducted focus groups and interviews with consumers 
to assist in the development of a definition of respite. They have also explored the 
feasibility of incorporating respite into its waiver program for elderly persons. Given 
that the majority of waiver participants have at least one caregiver, grant staff 
believe that an investment in respite services will enable caregivers to continue 
providing care at home, thereby preventing more costly nursing home care. As a 
result, the Grantee has subcontracted with the Scripps Gerontology Center to 
develop a respite implementation plan for the waiver, one component of which has 
already been incorporated. 

Community-Based Treatment Alternatives for Children 

Many children with serious emotional disturbances receive services in psychiatric residential 

treatment facilities. To enable these children to receive services while living at home with 

their families, states need to develop a comprehensive, community-based mental health 

service delivery system. 

Grantees in six states—Illinois, Maryland, Massachusetts, Mississippi, Missouri, and Texas— 

are conducting feasibility studies to investigate community-based alternatives to residential 

treatment for children, and many have developed implementation and evaluation plans for 

community-based treatment alternatives. For example, the Grantee in Massachusetts is 

conducting a study that will compare the cost of providing community services for children 

and adolescents with serious emotional disturbances who are at risk of out-of-home 

placement with the costs of treating children and adolescents in institutional settings. The 

grant’s subcontractor—the Center for Health Policy and Research—is also evaluating the 

effectiveness of systems of care programs in the State, and information from this evaluation 

will be used to determine what models of service delivery are most beneficial for those 

children at risk for institutional placement.  

Initiatives to Design, Implement, and Maintain Systems and 
Processes that Enable and Support Home and Community 
Services 

Because existing long-term care system infrastructures have traditionally been designed to 

support the provision of institutional services, providing home and community services that 

meet consumer needs in an efficient and responsive manner often requires infrastructure 

changes. Grantees in almost all of the states have initiatives to bring about changes in the 
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LTC infrastructure that enables and supports home and community services. These 

initiatives are grouped into two broad categories: 

� quality monitoring and management 

� budgeting, reimbursement, and administrative systems 

Grantee activities and accomplishments in each of these areas are presented next. 

Quality Monitoring and Management 

Comprehensive and integrated quality management is an essential component of a state’s 

long-term care system. Designing, implementing, and maintaining effective quality 

assurance and quality improvement (QA/QI) systems that are well suited to community 

living is a major challenge. Grantees in 35 states have QA/QI initiatives that seek to build 

upon existing disparate quality monitoring activities to create more unified and 

comprehensive systems.  

As part of their initiatives to develop these new systems, Grantees are reviewing the 

components of their current systems to identify areas that need to be modified; designing 

new data collection tools, quality monitoring processes, and remediation methods; and 

training staff in these methods. Remediation is an essential component of the CMS Quality 

Framework and includes activities designed to correct identified problems at the individual 

level expeditiously and effectively. 

To improve service planning and delivery, many Grantees have initiatives to increase 

consumer participation in various aspects of QA/QI activities and to provide education about 

person-centered planning and self-direction.  

Grantees’ QA/QI initiatives are grouped into four broad categories: 

� improvement of quality monitoring and management systems 

� addition of a consumer-focused component to quality monitoring and management 
systems 

� development of or improvements in remediation systems or processes 

� other QA/QI initiatives 

As shown in Exhibit 7, Grantees in a majority of the states have some type of initiative 

related to quality assurance and improvement. Most are working on improving their QA/QI 

systems and many have added consumer-focused components to these systems. Some 

have implemented new remediation activities, and a few are engaged in other QA/QI-

related activities such as developing training curricula for agency staff. 
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Exhibit 7. States with Quality Assurance/Quality Improvement Activities 

System Adding Consumer-Focused 
Improvements Components Remediation Other 

Arkansas ● 

Colorado ● ● ● 

Delaware ● 

Georgia ● 

Illinois ● 

Kansas 

Maine ● ● ● 

Minnesota ● ● 

Missouri ● ● ● 

New ● ● ● 
Hampshire 

New York ● ● ● 

North Carolina ● ● ● 

Ohio ● ● 

Oregon ● ● ● 

Rhode Island 

Tennessee ● ● ● 

Vermont ● ● 

Washington 

Wisconsin ● ● 

Total 30 17 11 7 

Alaska ● 

Arizona ● 

California ● 

Connecticut ● ● 

Florida ● ● ● 

Idaho ● 

Indiana ● ● 

Louisiana ● 

Massachusetts ● ● 

Mississippi ● 

Nebraska ● ● ● 

New Jersey ● ● 

Nevada ● 

North Dakota ● 

Oklahoma ● 

Pennsylvania 

South Carolina ● 

Texas ● ● ● 

Virginia ● 

West Virginia ● 
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Quality Monitoring and Management: Systems Improvements 

Grantees in 30 states reported initiatives to improve quality monitoring and management 

systems. Many are taking advantage of restructuring to develop new, integrated QA/QI 

systems and develop cross agency awareness of continuous quality improvement practices. 

They are also developing training programs for their staff to improve the quality of services 

delivered and to identify appropriate referrals to other state agencies such as protective 

services. Examples of these Grantees’ initiatives follow. 

� Alaska (QA/QI) is integrating multiple agencies and quality reporting systems 
under the new Division of Senior and Disability Services, created by consolidating the 
Division of Senior Services and the Division of Mental Health and Developmental 
Disabilities. The new organization now administers all of Alaska’s waiver programs. 
As part of their QA/QI effort, Alaska trained intake staff to take complaints from 
consumers and from other state agencies and refer them to the appropriate entities, 
such as Adult Protective Services, the Long-Term Care Ombudsman, and the 
licensing agency. Alaska also developed a quality assurance Web site that includes 
instructions for stakeholders to file complaints across agencies, and has logged over 
300 complaints to date. 

� Colorado (QA/QI) continued efforts to improve the efficiency and effectiveness of 
its QA/QI systems for home and community services provided to individuals with 
developmental disabilities. The Grantee developed draft provider organization-
specific performance measures for quality improvement. The Grantee also completed 
a test project using family satisfaction data from parents with children served by the 
Children’s Extensive Services and Supports (Medicaid waiver) program. 

� The Delaware (QA/QI) Division of Developmental Disabilities Services conducted a 
comprehensive assessment of its policies, practices, documentation, and data in 
relation to the seven CMS Quality Framework domains, and presented the findings 
for input to stakeholders and advocacy groups. The resulting information will serve 
as the foundation for forthcoming system improvements. 

� To support statewide leadership on QA/QI activities, the Florida (QA/QI) Grantee 
established regional Area Quality Leaders in all but one of the State’s 14 DD area 
offices. The Grantee provided 10 days of training to the Area Quality Leaders who 
will provide local leadership on QA/QI activities. The Florida Developmental 
Disabilities Program serves 24,000 people through a decentralized service delivery 
system, which historically had varied quality monitoring activities. The training 
provided through the grant will help to standardize quality monitoring within the 
program. Grant staff also developed a public posting Web site that allows consumers 
to search for specific providers and obtain information about their last quality review. 

� Massachusetts (QA/QI) is partnering with the other New England states to 
develop a common set of standards, indicators, measures, and benchmarks to 
evaluate the quality of home and community services. The Grantee has developed a 
virtual library of reports on QA/QI practices, guidelines, and protocols, which is 
available to all participating states. 

� Missouri (IP) has completed a statewide quality management plan for individuals 
who direct their own services. The system, being piloted in one region of the State, 
incorporates person-centered planning, individual budgeting, financial management 
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services, supports, brokerage, and an emergency backup/incident management 
system into the state waiver system for individuals with mental retardation and other 
developmental disabilities. 

� Quality issues in their waiver eligibility determination process led New Hampshire 
(QA/QI) to create a more efficient, clinically driven, timely and effective level of 
care determination process. The state legislature authorized the use of state- and 
county–employed registered nurses to make the level-of-care determination and 
determine the appropriateness of home and community services and nursing facility 
care. The Grantee implemented a new assessment tool, procedural changes including 
specific performance measures, revised job descriptions to reflect these changes, 
and provided training, protocols, manuals and a field test period.  

� Oregon (QA/QI) has developed 11 quality indicators to apply in assuring the health 
and safety of individual with disabilities receiving in-home supports from the State. 
They include whether a service plan matches a participant’s capacities, preferences, 
needs, and desired outcomes and whether consumers express satisfaction with their 
plan, their service coordinators, and service providers. 

� West Virginia (QA/QI) developed an electronic data collection process to replace a 
paper-based data collection process for its quality data monitoring of Aged and 
Disabled Waiver services. Quality reviews are now entered directly into electronic 
forms, which are merged to a centralized database. The information collected is now 
more readily available and easier to use for quality monitoring. The Grantee also 
established cross-agency work groups to identify gaps in the Aged and Disabled and 
the Mental Retardation and Developmental Disabilities waiver programs. Several 
recommendations made by these work groups were implemented, including an 
automated Nurse Monitoring system, a toll-free complaint line for the Aged and 
Disabled waiver, and work groups to address incident management in both waivers. 

� Wisconsin (QA/QI) created a local advisory panel comprising volunteer local 
waiver managers to guide HCBS waiver program quality management (QM) 
activities. The panel will continue its work after the grant ends. The Grantee also 
created six work groups to design local and central-office elements of a QM system, 
while a seventh work group will handle the overall systems design tasks. These work 
groups will continue this work after the grant ends. 

� Wisconsin’s (CSR) Division of Disability and Elder Services developed the general 
content for statewide performance monitoring of consumer outcomes in all long-term 
care settings. The DDES also developed statewide encounter reporting and 
associated data retrieval systems and processes. 

Quality Monitoring and Management: Assuring Consumer and Stakeholder Input 

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

focus and their failure to measure outcomes important to consumers. Grantees in 17 states 

are addressing this concern in a number of ways. Many have organized state- and local-

level quality councils comprising consumers, families, and other stakeholders to guide 

QA/QI activities. Several provided training to quality council and steering committee 

members and engaged in other activities designed to provide consumer input into the QA/QI 
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process. Grantees are also implementing a Participant Experience Survey to assess quality 

from the consumer perspective. Examples of Grantees’ initiatives follow. 

� Arizona’s (QA/QI) goal is to incorporate consumer feedback into its existing 
quality management system for participants in the State’s 1115 Developmental 
Disabilities (DD) waiver and their families. By conducting 15 briefings for regional 
and state advocacy groups and for Division of Developmental Disabilities staff across 
the State, and using an extensive selection process, the Grantee succeeded in 
recruiting six adult self-advocates with disabilities and nine family members of 
persons with disabilities to serve on the Steering Committee. The Grantee also 
developed a focus group protocol that will be used to gather information from 
specific groups, such as Hispanics, American Indians, and rural and metropolitan 
area stakeholders. 

� Nebraska (QA/QI) analyzed the results of its Participant Experience Survey for 
adults and developed remediation plans based on the findings. The Grantee also 
developed a survey to assess families’ satisfaction with services to children, 
mirroring the adult Participant Experience Survey, which will be fielded in 2006. 

� North Carolina (QA/QI) hired and trained consumers and family members to 
conduct face-to-face follow-up interviews with individuals transitioning from 
institutional settings. The Division of Mental Health, Developmental Disabilities and 
Substance Abuse Services Consumer Empowerment Team recruited applicants for 
interviewer positions through consumer and advocacy groups. 

� Oregon (CPASS) has designed procedures for a systematic field test to collect data 
from mental health care consumers about the impact of Personal Care Services 
programs on hospitalization, quality of life, and engagement in typical life activities. 
The field test is being implemented in cooperation with the State Office of Mental 
Health and Addiction Services and the Grantee is formalizing collaborative 
agreements with researchers from Oregon Health and Sciences University to analyze 
the test data. 

� To supplement the National Core Indicators Survey and the Participant Experience 
Survey, Texas (QA/QI) developed and evaluated a list of questions related to self-
determination. Six of these questions will be piloted in conjunction with the current 
survey instrument, and may be used in the future by all states participating in the 
National Core Indicator Project. 

� Vermont (CSR) began activities to define and build consumer-centeredness into 
every aspect of a model integrated care organization being developed to serve frail, 
vulnerable, and chronically ill elderly and physically disabled adults. The Grantee and 
participating social service and medical providers will include consumer-centeredness 
in every aspect of the program, including the design of information systems, quality 
improvement processes, job descriptions, funding mechanisms, provider contracts, 
policies, and procedures. 

Quality Monitoring and Management: Remediation 

Remediation, an essential component of the CMS Quality Framework, includes activities 

designed to correct identified problems at the individual level. In addition, it is essential to 

collect and evaluate information in a timely manner to remedy problems expeditiously and 
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effectively. Grantees in 11 states reported initiatives in this area. Most of these Grantees 

are developing or improving components of critical incident reporting systems, and to 

develop coordinated systems for multiple waiver programs or across state agencies. Some 

are using information gathered through quality monitoring activities to develop trainings 

and technical assistance for agency and provider staff. Examples follow. 

� Florida (QA/QI) trained its external quality review organization staff to evaluate 
whether providers are furnishing person-centered services and to provide technical 
assistance to providers as needed. During the state fiscal year, 2004–2005, they 
provided technical assistance to 274 providers. 

� Georgia (IP) has developed a list of critical incidents specific to self direction. 
Working with the state Department of Human Resources Information Technology 
Division, revisions are underway to the current incident management program to 
incorporate this information. These changes will help enhance the safety of 
participants in the self-directed service delivery system. 

� Maine (QA/QI) continued efforts to develop a coordinated incident management 
system for HCBS waiver programs by testing a new common event reporting form; 
identifying options and issues for leveraging the complaint system used by the 
Bureau of Developmental Services for the Bureau of Elder and Adult Services; and by 
developing common event categories, definitions, and data fields for all Elderly, 
Disabled, and MR/DD waivers to be used to collect and report information on 
reportable and other events. 

� Wisconsin (QA/QI) is developing a uniform set of outcome indicators based on the 
results of a Participant Experience Survey that can be used across all waivers.  
Care managers have requested an outcome measurement tool that they can use in 
to ensure quality in the care planning process, not just by quality reviewers to assess 
the results of care planning. To address this request, the Grantee developed a 
training course for assessing outcomes within the care-planning process. 

Other Quality Monitoring and Management Initiatives 
� Connecticut (QA/QI) implemented a Health Safety Screening Tool as part of the 

Department of Mental Retardation’s new Individual Plans. This tool will be used to 
help improve the quality of life and general safety of individuals receiving services in 
their homes. The Grantee developed fact sheets for staff to conduct trainings on 
managing fire and other emergencies. 

� New Hampshire (QA/QI) developed and offered trainings across the Bureau of 
Elderly and Adult Services on guardianship services, substance abuse among elderly 
persons, and hoarding. These trainings, attended by nursing, direct home care staff 
and protective service staff, are intended to improve the skills of those serving 
waiver clients. 

� Oregon (QA/QI) identified three critical areas which are incompletely addressed in 
current information systems and processes for individuals with disabilities receiving 
in-home supports: individual emergency backup and safety planning, relationships, 
and consumer satisfaction. The Grantee is developing a priority list of personal safety 
factors covering the areas of physical danger to oneself and others, vulnerability to 
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the absence of primary caregivers, and vulnerability to natural or community 
disasters. 

� Wisconsin (CSR) completed clinical standards and curriculum for training, which 
will be Web-based, to improve care management quality. Training topics include 
creating a therapeutic alliance, working with conflict, identifying personal outcomes 
for care planning, guardianship, and adult protective services/placement. These 
online trainings will be hosted at the University of Wisconsin School of Nursing 
continuing education Web site. Participants in the training will receive continuing 
education units. 

Budgeting and Reimbursement Systems 

Modifying budgeting and reimbursement systems is a complex undertaking. Consequently, 

most of the accomplishments reported in this section are developmental in nature, though a 

few Grantees were implementing pilot programs or had recently begun new programs. Many 

of these Grantees continue to develop changes to their budget and reimbursement systems 

to accommodate the shift to a wider range of community-based service programs. 

Grantees in 14 states reported activities to change their budgeting and reimbursement 

systems. As shown in Exhibit 8, these activities are grouped into three categories: 

� individualized budgets 

� payment rates and methodologies to accommodate community living 

� Money Follows the Person activities 

Accomplishments reported by Grantees were evenly distributed across these three 

categories. MFP Grantees that reported nursing facility transition initiatives are described 

under the section of this report on Initiatives to Modify, Improve, or Create New Services 

and Supports. 
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Exhibit 8. Number of States with Budgeting and Reimbursement Activities 

Individualized Payment Rates and Money Follows the 
State Budgeting Methodologies Person 

Idaho • • 

Maine • • • 

Montana • 

North Dakota • 

Vermont • 

Washington • • 

California • 

Georgia • • 

Louisiana • 

Michigan • 

Nevada • 

Pennsylvania • 

Virginia • 

Wisconsin • 

Total 	 5 7 7 

In the remainder of this section we provide examples of Grantees’ accomplishments in each 

of these three categories. 

Budgeting and Reimbursement: Individualized Budgeting 

CMS defines an individual budget as the total dollar value of the services and supports 

specified in a plan of care that are under the control and direction of a program participant. 

Grantees in five states are developing the infrastructure needed to support individualized 

budgeting, including assessment tools and methods for determining costs for individual 

budgets, as well as processes for selecting support brokers and fiscal employer agents. They 

are also modifying existing waivers or developing new ones to incorporate individualized 

budgeting or self direction. Several Grantees are including consumers or their advocates in 

these developmental activities to assure that the new methods and processes will meet 

consumer needs. Examples follow. 

� Georgia (IP) developed a formula for calculating individual budgets for HCBS 
recipients, incorporated it in software used for estimating budgets, and developed 
instructional materials for using the new software. Grant staff selected a vendor for 
financial management services, established an enrollment and payment process, and 
developed a process to assist consumers in selecting support brokers.  

� Idaho (IP) is developing the infrastructure needed to implement and support 
individuals who want to self-direct their own services and supports. The Grantee is 
completing the development of a support broker training curriculum, and is 
continuing to refine processes and procedures to implement an individualized 
person-centered planning process. The State will make trained brokers available to 
adults with developmental disabilities to support the implementation of their self-
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directed personal care plan. Additionally, the Grantee began final design work to 
establish guidelines under the Medicaid waiver for individualized budgeting, 
eligibility, and application. These guidelines will provide enhanced personal choice 
and control over community services. 

� Maine (IP) is preparing an Independence Plus waiver application for a self-directed 
waiver for adults with mental retardation or autism. The Grantee has begun 
developing a training package to provide waiver participants with tools that are 
critical to managing their own services, staff, and budgets. Self-advocates were 
included in the planning of topic areas necessary to support self-directed services, 
curriculum development, the review of early stages of video and other informational 
media presentations, and planning for Web site development. Grant staff worked 
with the Maine (MFP) grant staff to develop a rate structure that will be used with a 
standardized resource allocation protocol for determining individual budgets. 

� Maine (MFP) continued its efforts to adopt a standardized assessment and 
budgeting process for individuals with mental retardation who are receiving waiver 
services. This process will allow participants to have portable budgets. The Grantee 
conducted a cost survey of waiver services and has initiated follow-up interviews 
with providers to clarify and confirm findings. The Grantee drafted an amendment 
to the State’s comprehensive waiver for persons with mental retardation and autism 
and is revising MaineCare rules to allow portable budgets. 

� Montana (IP) formally submitted a 1915(c) Independence Plus waiver in October 
2005 that includes key features of self-direction identified through research on best 
practices. For the first time, the State will provide consumers in a pilot waiver 
program the opportunity to manage and direct their service dollars. To assure 
consumer and other stakeholder input during the development of the new waiver, 
grant staff (1) worked with the grant’s oversight committee (comprising providers, 
consumers, advocates, personal attendants, legislators, tribal representatives, and 
other community stakeholders) and (2) conducted focus groups with providers and 
consumers in the pilot sites, one of which is a reservation. 

To develop the waiver application, grant staff (1) identified a methodology to 
determine the self-directed budget using the historical cost of services, (2) 
developed a definition of and provider qualifications for delivery of financial 
management services for the waiver so consumers will have the option of being the 
employer of record, (3) developed a new service category (Independence Advisor) 
with associated service definitions and provider qualifications to provide support 
brokerage services to consumers who elect to self-direct, and (4) developed a quality 
assurance management system to monitor and manage participant health and well-
being. 

� Washington (MFP) is collaborating with the Children’s Administration (CA), an 
agency that requires the use of the children’s assessment for Medicaid Personal Care 
for children in out-of-home placements, to develop a comprehensive new 
assessment tool. This assessment tool will be used to provide information on needs 
and natural and informal supports to facilitate the ability of individuals to make 
informed choices. The Grantee completed a first draft of programming specifications 
for the Adult and Children’s assessment tool that will enable children with disabilities 
and chronic illnesses to remain at home with their families.  
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The programming specifications, which were reviewed by stakeholders, advocacy 
groups and family members, addressed the nature of data to be used, how the tool 
fits into the overall assessment process, and reporting requirements. The Grantee 
also conducted six day-long training sessions with advisory committee members on 
how to review the programming specifications. Post-training, the Grantee continued 
to meet with members an additional 8 days to support development of the 
assessment tool and programming specifications.  

Budgeting and Reimbursement: Payment Rates and Methodologies 

Grantees in seven states are studying, modifying, or developing payment rates and 

methodologies. One Grantee has developed a new rate system specifically to encourage the 

downsizing of ICFs-MR. Examples follow. 

� Maine (MFP) used program cost analyses and expenditure data to refine the State’s 
rate setting methodology. In last year’s budget bill the legislature required adoption 
and implementation of the standardized rate system. 

� The Louisiana (Rebal) Grantee, the Office of Citizens with Developmental 
Disabilities, worked with the Louisiana Department of Hospitals and Health to modify 
the rate structure for large ICF-MRs to provide incentives for downsizing to smaller 
facilities. 

Budgeting and Reimbursement: Money Follows the Person 

Grantees in six states are developing supporting components of Money Follows the Person 

policies or working on nursing facility downsizing initiatives. These Grantees are conducting 

a wide range of pre-implementation activities, which include developing legislation and 

associated financial procedures, conducting MFP pilot demonstrations and transition 

planning for interested individuals, analyzing the potential affect of MFP on state program 

budgets, and developing performance measures and assessment tools. 

� California (MFP) is developing an assessment tool to determine an individual’s 
preference for living in a nursing facility, home, or other residential care setting.  
The tool is to be administered prior to conducting assessments for developing 
individualized transition plans for 220 individuals currently living in five nursing 
facilities. The information obtained from transitioning these individuals will be used 
to document the costs of transitioning. 

� Maine (MFP) worked to redirect resources for persons with brain injuries to cover 
more person-centered and consumer-driven services by awarding grants to two non-
profit organizations to conduct pilot projects. One is developing new, less-restrictive 
housing options such as supported housing for individuals with brain injury who are 
currently living in residential facilities. The other is testing a new assessment process 
and the tools to be used to identify individuals currently in group homes who could 
successfully transition to supported housing. Grant staff provided assistance to the 
two pilot projects and helped to arrange meetings with state officials to facilitate 
their work. 

� Michigan (MFP) grant staff and consumer task force members served on the 
Governor’s Medicaid Long-Term Care Task Force and made recommendations for 
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increasing access to the entire continuum of long-term care services. The Task Force 
Final Report (available at http://www.ihcs.msu.edu/ltc) made nine recommendations 
for creating a flexible integrated model for long-term care services that promotes 
consumer choice using a single point of entry and a managed care approach. The 
Grantee is working with consumers and state staff to develop an MFP waiver concept 
paper based on the report, and an application for a combined 1915(c)(b)(3) waiver.  

� Pennsylvania (MFP) worked with the state budget office to develop legislative 
language to authorize a funding mechanism to allow three MFP demonstrations to 
pool state funds to follow participating consumers to the community. The Grantee 
has selected three sites for its MFP demonstrations: rural, suburban, and urban, and 
has recruited local MFP advisory groups to work with them on the projects.  

� Wisconsin’s (CSR) Division of Disability and Elder Services conducted significant 
budget and planning activities for its MFP legislation, called the Community 
Relocation Initiative, enabling Medicaid funding to follow an individual from 
institutional to home and community settings. Under this initiative, Wisconsin will 
close a nursing home bed for each person transitioned to the community. The DDES 
also initiated affiliated NFT activities. To prepare for this process, the Grantee 
developed operational instructions for county agencies and care managers and 
conducted regional informational sessions for over 500 county and nursing home 
staff. During the first month DDES prepared individual transition plans for 130 
individuals in 35 counties. The Grantee anticipates that approximately 1,500 people 
will relocate from nursing homes to the community during a 2-year period. 

� Wisconsin (MFP) is developing and implementing financial policies and procedures 
for the State’s ICF/MR Restructuring Initiative, a separate MFP initiative for persons 
with developmental disabilities. Grant activities included designing and adapting 
fiscal systems to track service utilization and transfer funding from the institutional 
to HCBS budget, and monitoring the costs of individual care plans and the types of 
residential living arrangements to which ICF/MR residents are moving. The grant 
project has exceeded its original 3-year goal to close three facilities and significantly 
downsize 10 others. Currently 16 facilities are participating in the initiative. 
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SECTION 4 

GRANTEE CHALLENGES 


The types of challenges cited during the current reporting period are similar to those 

reported in previous years, namely administrative challenges and budget constraints. 

Administrative and budgetary problems account for the majority of reported challenges. For 

example, state budget crises contributed to staffing problems, including department 

reorganizations and grant staff changes. All of the Louisiana Grantees have been adversely 

affected by Hurricanes Katrina and Rita, and the State is in a budget crisis with program 

cuts being discussed.  

Grantees are also encountering problems unique to their respective grant initiatives, 

particularly their efforts to bring about systems change and improve the LTC systems in 

their respective states. As in previous years, they cited lack of affordable housing, lack of 

available community services, and resistance from agency providers as challenges to 

implementing systems change. Other challenges included lack of data essential to grant 

activities, regulatory restrictions, and difficulty in implementing consumer partnerships. The 

following sections highlight the types of challenges Grantees reported. 

Challenges Specific to Grantees’ Initiatives 

A majority of the Grantees reported challenges that are specific to their individual grant 

projects. Many cited regulatory restrictions that make systems change at the desired level 

difficult or slow to achieve. Some reported difficulty getting partners and stakeholders to 

shift from the traditional case management and medical model of service to the support 

brokerage and self-directed model. Others cited lack of availability of cost data to enable 

analysis of individualized budgets and other cost-saving initiatives. 

Finally, the lack of rental assistance vouchers and home and community services, and the 

low pay and lack of benefits for personal assistants, continue to hamper Grantee initiatives. 

Examples of the range of difficulties Grantees face follow. 

Challenges: Systems 

� Maine (MFP) reported a lack of sufficient cost and expenditure data for certain 
services that vary by region, living situation, or type of provider, such as 
transportation. The lack of data has made it difficult to conduct the cost data analysis 
required for creating consistent, fair, predictable, and portable budgets. The Grantee 
anticipates that incorporating the new rate setting structure and individual budgeting 
process for MR waiver services into the new and evolving claims management 
system will be challenging. 

� Nebraska (CPASS) reported difficulty in obtaining financial data to demonstrate 
cost savings for the proposed Personal Assistance Organization, the agency with 
choice model proposed as a replacement of the current PAS delivery system.  
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� Nevada (MFP) said that the State’s share of the cost of institutional care for 
individuals with income between 156 percent and 300 percent of the SSI benefit is 
paid by the county of their residence, and that many of the counties do not track 
fiscal data for the individuals covered. As a result, determining the fiscal impact of a 
Money Follows the Person mechanism on the counties has become a major challenge 
and roadblock to grant efforts to estimate the fiscal impact of an MFP mechanism for 
the State. 

� New Hampshire (LIFE) reported difficulty obtaining data on the characteristics of 
individuals in the State’s Medicaid self-directed programs. These data are needed to 
assess the various factors that could influence the success of a LIFE Accounts 
savings program. Some data are available at the state level and some at the local 
level. 

� North Carolina (HOUSING) reported that housing properties were unable to 
secure pledged Project Based Rental Assistance from Housing and Urban 
Development (HUD), leaving many targeted units unaffordable to people with 
disabilities who do not have Housing Choice (Section 8) vouchers. Vouchers are in 
very short supply and many local administering agencies are not taking new 
applications. In addition, fragmentation of the local human service system is more 
severe than anticipated and the grant team has had varying degrees of success in 
getting local human service agency staff to participate in Housing Support 
Committees. 

� Ohio (MHST) cited delays in implementing the Assertive Community Treatment 
rule, which requires the provision of peer support, as the grant’s major challenge. 
While the legislative rules committee approved the ACT mental health rule in May, 
2005, the state Medicaid plan needs to be amended and negotiations with CMS have 
not been completed. 

� Oregon (CPASS) reported numerous challenges that have arisen with respect to 
local mental health case managers who resist enrolling consumers in the Personal 
Care Services program because they misunderstand eligibility requirements and the 
program’s goal of having consumers select and self-direct their providers. The grant 
project has also been challenged by limitations in the current funding mechanism for 
PCS in Oregon. 

� Texas (CPASS) has had to conduct follow-up reinforcement training with state 
agency case managers, some of whom find it difficult to allow consumers more 
choice and control over their services. Also, the state legislature placed additional 
restrictions (beyond the CMS rule) on who can be paid to deliver personal assistance 
services. Individuals who already perform a task for the personal assistance 
consumer cannot be paid to do that specific task; however, they could be paid to do 
another authorized task. Follow-up training has been required to ensure that staff 
understand how to interpret this complex statute. 

� Texas (MFP) reported that Home Health Agencies are not delivering services due to 
concerns about consumers’ health and safety of their resulting concerns about 
liability. Differing perspectives on what is the appropriate balance between assuring 
health and safety and allowing personal autonomy (and the right to take risks) is 
presenting a significant barrier to nursing facility transition for individuals with high 
medical needs. In addition, the Grantee cited the need for waiver services and 
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supports for individuals with functional limitations due to cognitive impairment, as 
the State does not currently provide services for this population in the Aged waiver. 

The majority of Family to Family Health Information Center Grantees reported that lack of 

transportation, childcare, time, and money presented significant barriers to families 

attending informational and support meetings and training workshops. 

Challenges: Other 

� District of Columbia (EPSDT) has experienced difficulty in encouraging youth to 
participate in the project and ensuring them that their voices will be heard and action 
will be taken to improve their systems of care.  

� Michigan (IP) experienced challenges in training care managers who believe that 
they are “already doing” person-centered planning.  

� Missouri (IP) reported difficulty recruiting participants, Planning Facilitators, and 
Support Brokers for its pilot program. Other challenges include working with multiple 
funding streams across service agencies, synchronizing data systems, and reaching 
consensus on systems change issues between partnering entities. 

� New Hampshire (MHST) has had to reconsider whether it is possible to involve 
consumers in meaningful roles in the grant implementation because the peer support 
agencies are opposed to the “medical model” of care and do not support the 
principles of the Illness, Management and Recovery practice being piloted by the 
grant. 

� Wisconsin (FTF) reported that while the provision of in-person training is a core 
grant activity, it is difficult for some families to attend trainings, particularly those 
who have children with high needs, those without transportation, and those in rural 
or isolated areas. Grant staff continue to look for alternative formats to provide 
information to these families, particularly those who do not have Internet access. 
Similarly the Grantee has found that training needs to be revised to be more 
accessible to families of different languages and cultures, particularly Native 
American, inner city, and Spanish-speaking families. 
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SECTION 5 

CONSUMER INVOLVEMENT 


IN SYSTEMS CHANGE ACTIVITIES 


The Centers for Medicare and Medicaid Services mandates consumer involvement in 

Systems Change grant activities. During the reporting period, Grantees in almost all of the 

states reported that consumers and consumer partners were actively involved in grant 

oversight and implementation as members of task forces and advisory committees and in 

other roles as well. These are described below. 

Grantees in all but three states indicated that consumers were involved in implementation 

activities in a variety of ways. They included (1) participation in the assessment and design 

of products and outreach materials; (2) participation in pilot programs, focus groups, and 

surveys; (3) participation in formative and summative evaluation activities, such as 

providing input on the progress made in meeting grant goals and objectives; (4) discussing 

challenges encountered while trying to meet grant objectives; and (5) providing input on 

the future direction of the grant. 

Grantees in almost all states involved consumers or consumer partners on advisory boards, 

consumer task forces, or advisory committees. Of the more than 1,800 members serving on 

task forces or advisory committees during the reporting period, about 40 percent are 

individuals with disabilities and about 20 percent are consumer advocates. 

Exhibit 9 shows the range of activities in which Grantees involved consumers and the 

number of states reporting each type of activity. 

Exhibit 9. Consumer Involvement in Grant Activities 

Activity Number of Grantees 

Participated on committees 79 
Participated in planning meetings 69 
Reviewed grant products 68 
Performed grant activities 53 
Reviewed outreach materials 49 
Developed outreach materials 34 
Participated in focus groups 31 
Attended Grantee-sponsored conferences 29 
Responded to surveys 27 
Other 25 
Developed evaluation 24 
Pilot tested grant products 23 
Pilot tested outreach materials 20 
Served as peer mentors 18 
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Examples of implementation activities in which consumers were involved follow. 

� The District of Columbia (EPSDT) conducted interviews and focus groups with 
consumers and conducted case and document reviews to learn how the Department 
of Mental Health, Children and Family Services Administration and the Medical 
Assistance Administration systems serve foster youth with mental health diagnoses. 

� The Louisiana (IP) Independence Plus Advisory Committee, whose membership is 
primarily consumers, family members, and representatives of self-advocacy groups, 
reviewed draft policies for consumer direction in the state Independence Plus New 
Opportunities Waiver and approved them to be forwarded to the state Bureau of 
Community Supports and Services for final approval. 

� Massachusetts (IP) has incorporated consumer input into the planning, design, 
and evaluation of grant activities. Consumers serve as members of the Collaborative 
Team that is the decision-making entity for grant activities. These consumers also 
meet regularly with the State’s Real Choice Consumer Planning and Implementation 
Group to seek feedback about grant activities and to coordinate efforts with 
consumers involved in other Real Choice grants. 

� Nebraska (CPASS) is including consumers on its planning committee for the 
proposed Personal Assistance Organization (PAO) which, when instituted, will be the 
agency responsible for consumer-directed personal assistance services in the State. 
Consumers are also participating in the development of a curriculum for training 
consumers, PAO staff, state Department of Health and Human Services eligibility 
staff, and HCBS waiver staff regarding the PAO. 

� The Virginia (CPASS) Consumer Advisory Team analyzes the evaluations that 
participants complete after each training or technical assistance event to determine if 
they are achieving their objectives. 
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SECTION 6 

LOOKING FORWARD AND NEXT STEPS 


The findings of this fourth annual report, which highlights the second year activities of the 

FY 2003 Grantees and the first year activities of the FY 2004 Grantees, demonstrate that 

states continue to be engaged in a wide range of activities to improve access to and the 

availability and quality of home and community services. Grantees in most states are 

developing infrastructure components that will allow consumers to have more control over 

their services as evidenced by the number of initiatives undertaken to modify, improve, or 

create new services and supports. They are also developing systems to insure that states’ 

quality monitoring and management mechanisms are responsive to consumers’ needs and 

concerns. 

Many states encounter start-up problems with new grants. Consequently, some of the 

initiatives had a late start. As with previous years’ grants, it is anticipated that, although the 

FY 2003 Grantees are nearing the end of a 3-year grant period (September 2006), many, if 

not most, will request no-cost extensions to continue grant activities for a fourth year. This 

extra time will likely be used to complete and evaluate their activities, and to undertake 

activities to ensure that grant initiatives are sustained after the grant ends. 

Exhibit 10 lists the report schedule for the Systems Change grants program, both those 

completed and those forthcoming. 

Exhibit 10. Reports for the Systems Change Grants Program 

Annual Report Annual Report 
of First Year’s of Second Year’s 

Activities Activities Final Report* 

FY 2001 Grantees Completed Completed Summer 2006 
FY 2002 Grantees Completed Completed Summer 2007 
FY 2003 Grantees Completed Completed Summer 2008 
FY 2004 Grantees Summer 2006 Summer 2007 Summer 2009 

* The final report covers the third year of grant activities. For Grantees with no-cost extensions, the 
final report will cover the third and fourth years of grant activities. The dates assume that the 
majority of Grantees will receive no-cost extensions to cover a fourth grant year. 

The final reports will be based on information provided in Grantees’ final reports to CMS and 

interviews conducted with the project directors. These reports will highlight each state’s 

accomplishments and enduring changes achieved at the end of the grant period, and will 

summarize accomplishments across all the Grantees by grant type and focus area.  

The first final report, covering the accomplishments and enduring changes achieved by the 

FY 2001 Grantees, will be completed this summer. 
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CMS has funded additional Systems Change Grants; however, the purpose of these new 

grants goes beyond that of previous grants. Unlike previous years, the FY 2005 grants— 

called Systems Transformation grants—are designed to provide states with a greater level 

of support to begin or continue initiatives to develop elements of a systems infrastructure 

that are critical to systems transformation. Therefore, the FY 2005 Systems Change 

Grantees are required to have more comprehensive initiatives than most previous grants.  

In contrast to previous awards, far fewer grants were funded during FY2005. Compared to 

an average of 50 grants per year between FY 2001 and FY 2004, CMS awarded grants to 

only 10 states—Arkansas, Iowa, Louisiana, Maine, Massachusetts, New Mexico, Missouri, 

New Hampshire, Oregon, and South Carolina. Given the expectations for these Grantees, 

the grants are for a period of 5 years and a greater amount of funding was awarded than in 

previous years. For more information about the Systems Transformation (ST) Grantees, see 

the Real Choice Systems Change Grants: Compendium Fifth Edition at 

http://www.hcbs.org/browse.php/source/151/RTI. 

The Systems Transformation Grantees were required to prepare a strategic plan for CMS 

approval during the first 9 months of the grant period. They will complete the first year of 

their grant initiatives in September 2007 and the first annual report will be available in 

spring 2008 at http://www.cms.hhs.gov/default.asp. 
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Table A-1. State Awards by Grant Type and Total Award Amount, FY 2003–2004 
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Total $ 

State 
Amount 
Awarded2003 2003 2003 2003 2003 2004 2003 2003 2003 2004 2004 2004 2004 2004 2004 2004 

Alabama y $100,000 
Alaska y y 567,840 
Arizona y y y y 2,150,000 
Arkansas y y 575,000 
California y y y 1,349,844 
Colorado y y y 1,040,988 
Connecticut y y y 1,269,349 
Delaware y y 651,702 
District of 
Columbia 

y y 1,311,653 

Florida y y 976,801 
Georgia y y 907,108 
Idaho y y 1,249,642 
Illinois y y 400,000 
Indiana y y 650,000 
Kentucky y 150,000 
Louisiana y y y y 1,414,073 
Maine y y y y 2,012,318 
Maryland y y y 350,000 
Massachusetts y y y y y y $2,128,396 
Michigan y y y 1,324,649 
Minnesota y y 799,880 
Mississippi y y y 1,101,700 
Missouri y y y 1,027,282 
Montana y y 649,963 
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Table A-1. State Awards by Grant Type and Total Award Amount, FY 2003–2004 (continued) 
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Total $ 

State 
Amount 
Awarded2003 2003 2003 2003 2003 2004 2003 2003 2003 2004 2004 2004 2004 2004 2004 2004 

Nebraska y y y 1,570,000 
Nevada y y 899,999 
New Hampshire y y y y 1,798,941 
New Jersey y y 625,000 
New Mexico y 150,000 
New York y y y 720,096 
North Carolina y y y y y 1,943,492 
North Dakota y y 450,000 
Ohio y y y y 1,373,594 
Oklahoma y 299,820 
Oregon y y y y y 2,267,626 
Pennsylvania y y y y 2,390201 
Rhode Island y y 200,000 
South Carolina y 500,000 
South Dakota y 150,000 
Tennessee y y $744,018 
Texas y y y y 1,923,785 
Utah y 150,000 
Vermont y y y 3,489,572 
Virginia y y y 1,113,557 
Washington y 608,008 
West Virginia y y 649,995 
Wisconsin y y y y y 6,986,785 

Total 8 4 6 6 19 9 12 9 9 10 2 2 8 2 11 7 $55,162,677 
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Appendix B: Lead Agencies Receiving Grants, by State 

Table B-1 lists the Grantee lead agency for the FY 2001 – FY 2004 Grantees. For information 

about the 10 FY 2005 Systems Transformation (ST) Grantees, see the Real Choice Systems 

Change Grants: Compendium Fifth Edition at 

http://www.hcbs.org/browse.php/source/151/RTI. 

Table B-1. Lead Agencies Receiving Grants, by State 

State Grant Type Grantee Organization 

Alabama NFT-ILP Mid-Alabama Chapter of the Alabama Coalition of Citizens with 
Disabilities, DBA Birmingham Independent Living Center 

Alabama NFT-SP Alabama Department of Senior Services, State Unit on Aging 

Alabama RC Alabama Medicaid Agency, Long-Term Care Division 

Alabama RFC Alabama Department of Mental Health and Mental Retardation 

Alaska CPASS Department of Administration, Division of Senior Services  

Alaska FTF Stone Soup Group 

Alaska NFT-SP Department of Administration, Division of Senior Services 

Alaska QA/QI Department of Health and Social Services 

Alaska RC Department of Health and Social Services, Division of Mental Health 
and Developmental Disabilities 

Arizona CPASS Arizona Department of Economic Security, Division of Developmental 
Disabilities 

Arizona FTF Raising Special Kids 

Arizona QA/QI State of Arizona, Department of Economic Security, Division of 
Developmental Disabilities 

Arkansas CPASS Department of Human Services, Division of Developmental Disabilities 
(DDS) 

Arkansas HOUSE Department of Human Services, Division of Aging and Adult Services 
(DAAS) 

Arkansas NFT-SP Department of Human Services, Division of Aging and Adult Services 

Arkansas QA/QI Department of Human Services, Division of Aging and Adult Services 
(DAAS) 

Arkansas RC Department of Human Services, Division of Aging and Adult Services 

Arkansas RFC Arkansas Department of Human Services 

California MFP California Department of Health Services (DHS) 

California NFT-ILP Community Resources for Independence 

California QA/QI State of California 

California RC California Department of Social Services 

California RFA California Department of Mental Health 

Colorado CPASS Department of Health Care Policy and Financing 

Colorado FTF Family Voices of Colorado 

Colorado IP Colorado Department of Health Care Policy and Financing 

Colorado NFT-SP Department of Health Care Policy and Financing, Office of Medical 
Assistance 

Colorado QA/QI Colorado Department of Human Services, Division for Developmental 
Disabilities 

Colorado RC Department of Health Care Policy and Financing 
(continued) 
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Table B-1. Lead Agencies Receiving Grants, by State (continued) 

State Grant Type Grantee Organization 

Connecticut CPASS Department of Social Services 

Connecticut QA/QI Connecticut Department of Mental Retardation 

Connecticut NFT-SP Department of Social Services, Health Care Financing 

Connecticut IP Department of Mental Retardation 

Connecticut RC Connecticut Department of Social Services 

Delaware MHST Department of Services for Children, Youth and Their Families, Division 
of Child Mental Health Services (DCMHS) 

Delaware NFT-ILP Independent Resources, Inc. 

Delaware NFT-SP Delaware Health and Social Services, Division of Services for Aging and 
Adults with Physical Disabilities 

Delaware QA/QI Division of Developmental Disabilities Services (DDDS) 

Delaware RC Delaware Health and Social Services 

District of Columbia CPASS Department of Health, Medical Assistance Administration 

District of Columbia HOUSE District of Columbia Department of Mental Health 

District of Columbia PORT District of Columbia, Department of Mental Health (DMH) 

District of Columbia RC Department of Health, Medical Assistance Administration 

Florida IP Florida Department of Children and Families 

Florida QA/QI Agency for Persons with Disabilities (APD) 

Florida RC Florida Department of Management Services, Americans with 
Disabilities Act Working Group 

Georgia IP Georgia Department of Human Resources 

Georgia NFT-ILP disABILITY LINK 

Georgia NFT-SP Georgia Department of Community Health, Division of Medical 
Assistance, Aging & Community Services 

Georgia QA/QI Georgia Department of Human Resources 

Georgia RC Georgia Department of Human Resources 

Guam CPASS Department of Integrated Services for Individuals with Disabilities 

Guam RC Department of Public Health and Social Services, Division of Public 
Health 

Hawaii CPASS State of Hawaii, Department of Health 

Hawaii RC Department of Human Services 

Idaho IP Idaho Department of Health and Welfare, Division of Medicaid 

Idaho MFP Idaho Department of Health and Welfare, Division of Family and 
Community Services 

Idaho RC Department of Health and Welfare, Division of Family and Community 
Services; Idaho State University Institute of Rural Health 

Illinois CTAC Illinois Department of Human Services 

Illinois RC Illinois Department of Human Services 

Illinois REBAL Illinois Department of Aging 

Indiana CPASS Family and Social Services Administration 

Indiana FTF The Indiana Parent Information Network, Inc. (IPIN) 

Indiana NFT-SP Family and Social Services Administration 
(continued) 
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Table B-1. Lead Agencies Receiving Grants, by State (continued) 

State Grant Type Grantee Organization 

Indiana QA/QI Indiana Family and Social Services Administration/Division of Disability, 
Aging, and Rehabilitative Services 

Indiana RC Family and Social Services Administration 

Iowa RC Iowa Department of Human Services, Division of MH/DD 

Kansas CPASS The University of Kansas Center for Research, Inc. 

Kansas RC Department of Social and Rehabilitation Services, Resource 
Development 

Kentucky FTF The Arc of Kentucky, Inc. 

Kentucky RC Kentucky Cabinet for Health Services 

Louisiana CPASS Department of Health and Hospitals 

Louisiana FTF Family Voices of Louisiana  

Louisiana IP Louisiana Department of Hospitals 

Louisiana NFT-SP Louisiana Department of Health and Hospitals 

Louisiana RC State of Louisiana Department of Health and Hospitals 

Louisiana REBAL Louisiana Department of Health and Hospitals 

Maine IP Department of Behavioral and Developmental Services (BDS) 

Maine MFP Maine Department of Behavioral and Developmental Services 

Maine MHST Maine Department of Health and Human Services, Adult Mental Health 
Services 

Maine QA/QI Maine Department of Human Services 

Maine RC Maine Department of Human Services, Bureau of Medical Services 

Maryland CTAC Mental Health Administration, Maryland Department of Health and 
Mental Hygiene 

Maryland FTF The Parents’ Place of Maryland 

Maryland NFT-ILP Making Choices for Independent Living, Inc. 

Maryland NFT-SP Department of Human Resources (DHR), Office of Personal Assistance 
Services 

Maryland RC Department of Mental Health and Hygiene 

Maryland RFC Mental Hygiene Administration, Maryland Department of Health and 
Mental Hygiene 

Massachusetts CPASS Massachusetts Department of Mental Retardation 

Massachusetts CTAC Executive Office of Health and Human Services 

Massachusetts FTF Massachusetts Family Voices @ Federation for Children with Special 
Needs 

Massachusetts IP University of Massachusetts Medical School 

Massachusetts MHST University of Massachusetts Medical School Center for Health Policy and 
Research 

Massachusetts NFT-SP Department of Mental Retardation, Division of Systems Integration 

Massachusetts QA/QI University of Massachusetts Medical School 

Massachusetts RC Center for Health Policy and Research, University of Massachusetts 
Medical School 

Michigan CPASS Department of Community Health, Long-Term Care Initiative 

Michigan IP Michigan Department of Community Health 

Michigan MFP Michigan Department of Community Health 

Michigan NFT-SP Department of Community Health, Long-Term Care Initiative 
(continued) 
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Table B-1. Lead Agencies Receiving Grants, by State (continued) 

State Grant Type Grantee Organization 

Michigan RC Department of Community Health, Long-Term Care Programs 

Michigan RFC Division of Mental Health Services for Children and Families, Michigan 
Department of Community Health 

Minnesota CPASS Department of Human Services, Continuing Care for Persons with 
Disabilities 

Minnesota MHST Minnesota Department of Human Services 

Minnesota NFT-ILP Metropolitan Center for Independent Living 

Minnesota QA/QI Minnesota Department of Human Services, Continuing Care 
Administration 

Minnesota RC Department of Human Services, Continuing Care for Persons with 
Disabilities 

Mississippi CTAC Division of Medicaid 

Mississippi HOUSE The University of Southern Mississippi, Institute for Disability Studies 

Mississippi RC Department of Mental Health 

Mississippi REBAL Mississippi Department of Mental Health 

Missouri CTAC Department of Mental Health 

Missouri IP Missouri Department of Mental Health, Division of Mental Retardation 
and Developmental Disabilities 

Missouri QA/QI Department of Health and Senior Services 

Missouri RC Department of Social Services 

Montana CPASS Department of Public and Human Services, Senior & Long-Term Care 
Division 

Montana FTF Parents, Let’s Unite for Kids (PLUK) 

Montana IP Department of Public Health and Human Services 

Montana RC Department of Public Health and Human Services 

Nebraska CPASS Nebraska Department of Health and Human Services 

Nebraska NFT-SP Department of Health and Human Services, Finance and Support 

Nebraska PORT Nebraska Department of Health and Human Services 

Nebraska QA/QI Nebraska Department of Health and Human Services 

Nebraska RC Nebraska Department of Health and Human Services, Finance and 
Support 

Nevada CPASS Department of Employment, Training & Rehabilitation, Office of 
Community Based Services 

Nevada FTF Family TIES (Training, Information, and Emotional Support) of Nevada, 
Inc. 

Nevada MFP Nevada Department of Human Resources 

Nevada RC Nevada Department of Human Resources 

New Hampshire CPASS Granite State Independent Living 

New Hampshire HOUSE University of New Hampshire, Institute on Disability 

New Hampshire LIFE University of New Hampshire—Institute on Disability/University Center 
of Excellence in Disability 

New Hampshire MHST State of New Hampshire, Bureau of Behavioral Health (BBH) 

New Hampshire NFT-SP DHHS, Elders Division 

New Hampshire QA/QI NH Department of Health and Human Services 

New Hampshire RC Department of Health and Human Services 
(continued) 
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Table B-1. Lead Agencies Receiving Grants, by State (continued) 

State Grant Type Grantee Organization 

New Jersey FTF Statewide Parent Advocacy Network of New Jersey, Inc (SPAN) 

New Jersey NFT-ILP Resources for Independent Living, Inc. (RIL) 

New Jersey NFT-SP Department of Health and Senior Services 

New Jersey QA/QI New Jersey Department of Human Services, Division of Developmental 
Disabilities (DDD) 

New Jersey RC New Jersey Department of Human Services 

New Mexico FTF Parents Reaching Out 

New Mexico RC Human Services Department, Medical Assistance Division 

New York FTF Parent-to-Parent of NYS, Inc. 

New York QA/QI New York State Department of Health, Office of Medicaid Management 

New York RC New York State Department of Health 

New York RFA New York State Department of Health 

North Carolina CPASS Department of Health and Human Services 

North Carolina FTF The Exceptional Children’s Assistance Center 

North Carolina HOUSE North Carolina Department of Health and Human Services (DHHS) 

North Carolina MHST 

North Carolina NFT-SP North Carolina Department of Health and Human Services 

North Carolina QA/QI North Carolina Department of Health and Human Services 

North Carolina RC North Carolina Department of Health and Human Services 

North Carolina REBAL North Carolina Department of Health and Human Services 

North Dakota FTF Family Voices of North Dakota (FVND) 

North Dakota RC State of North Dakota 

North Dakota REBAL North Dakota Department of Human Services 

Northern Mariana 
Islands 

RC Governor’s Council on Developmental Disabilities 

Ohio IP Ohio Department of Mental Retardation Developmental Disabilities 
(ODMRDD) 

Ohio MHST Ohio Department of Mental Health 

Ohio NFT-SP Ohio Department of Job and Family Services 

Ohio QA/QI Ohio Department of Mental Retardation Developmental Disabilities 

Ohio RC Ohio Department of Job and Family Services 

Ohio RFA Ohio Department of Aging 

Oklahoma CPASS Oklahoma Department of Human Services, Aging Services Division 

Oklahoma MHST Oklahoma Department of Mental Health and Substance Abuse Services 

Oklahoma RC Oklahoma Department of Human Services, Aging Services Division 

Oregon CPASS Oregon Health and Science University 

Oregon HOUSE State of Oregon Department of Human Services (DHS) 

Oregon MHST Portland State University 

Oregon QA/QI Oregon Department of Human Services, Seniors, and People with 
Disabilities 

Oregon RC Oregon Department of Human Services 
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Table B-1. Lead Agencies Receiving Grants, by State (continued) 

State Grant Type Grantee Organization 

Oregon RFC Oregon Department of Human Services, Seniors, and People with 
Disabilities 

Pennsylvania HOUSE Governor’s Office of Health Care Reform 

Pennsylvania MFP Department of Public Welfare 

Pennsylvania MHST Pennsylvania Department of Public Welfare, Office of Mental Health and 
Substance Abuse Services (OMHSAS) 

Pennsylvania QA/QI Department of Public Welfare 

Pennsylvania RC Department of Public Welfare 

Rhode Island CPASS Department of Human Services 

Rhode Island NFT-SP Department of Human Services, Center for Adult Health 

Rhode Island RC Department of Human Services, Center for Adult Health 

Rhode Island RFA Rhode Island Department of Human Services (DHS) 

Rhode Island RFC Rhode Island Department of Human Services (DHS) 

South Carolina NFT-SP Department of Health and Human Services, Office of Senior and Long-
Term Care 

South Carolina QA/QI South Carolina Department of Disabilities and Special Needs 

South Carolina RC Department of Health and Human Services 

South Dakota FTF South Dakota Parent Connection, Inc. 

Tennessee CPASS Department of Finance and Administration 

Tennessee QA/QI Tennessee Department of Finance and Administration 

Tennessee RC Department of Mental Health & Developmental Disabilities 

Tennessee REBAL Tennessee Department of Finance and Administration’s Bureau of 
TennCare 

Texas CPASS Texas Department of human Services 

Texas CTAC Texas Health and Human Services Commission 

Texas MFP Texas Department of Human Services 

Texas NFT-ILP Austin Resource Center for Independent Living (ARCIL) 

Texas QA/QI Texas Department of Mental Health and Mental Retardation 

Texas RC Texas Health and Human Services Commission 

Utah FTF Utah Family Voices at the Utah Parent Center 

Utah NFT-ILP Utah Independent Living Center 

Utah RC Department of Human Services 

Vermont COMP State of Vermont Office of Health Access 

Vermont HOUSE Agency for Human Services, Department of Aging and Independent 
Living (DAIL) 

Vermont QA/QI Agency of Human Services, Department of Aging and Independent 
Living (DAIL) 

Vermont RC Agency for Human Services 

Virginia CPASS Partnerships for People with Disabilities, Virginia Commonwealth 
University 

Virginia MHST Virginia Department of Mental Health, Mental Retardation and 
Substance Abuse Services 

(continued) 

64 



Appendix B: Lead Agencies Receiving Grants, by State 

Table B-1. Lead Agencies Receiving Grants, by State (continued) 

State Grant Type Grantee Organization 

Virginia RC Department of Medical Assistance Services, Long-Term Care & Quality 
Assurance 

Virginia REBAL Partnership for People with Disabilities, Virginia Commonwealth 
University 

Washington MFP Washington State Department of Social and Health Services (DSHS) 

Washington NFT-SP Department of Social and Health Services 

Washington RC Department of Social and Health Services 

West Virginia CPASS West Virginia University Research Corporation 

West Virginia FTF People’s Advocacy Information and Resource Services (PAIRS) 

West Virginia NFT-SP Department of Health and Human Resources 

West Virginia QA/QI West Virginia Department of Health and Human Resources 

West Virginia RC Department of Health and Human Resources 

Wisconsin COMP Wisconsin Department of Health and Family Services 

Wisconsin FTF Family Voices of Wisconsin 

Wisconsin LIFE Wisconsin Department of Health and Family Services 

Wisconsin MFP Department of Health and Family Services 

Wisconsin NFT-ILP Great Rivers Independent Living Center 

Wisconsin NFT-SP Department of Health and Family Services, Division of Supportive 
Living 

Wisconsin QA/QI Department of Health and Family Services 

Wisconsin RC Department of Health Family Services, Division of Supportive Living 

Wyoming NFT-SP Wyoming Department of Health, Aging Division 
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Notes 

1	 In FY 2005, reported Medicaid spending for nursing home expenditures was $47.2 billion 

and for intermediate care facilities for people with mental retardation (ICFs/MR) was 
$12.1 billion. Expenditures for community-based LTC services were $35.2 billion, and 
HCBS waivers accounted for two-thirds of this spending. 

2	 The Family to Family Health Care Information Center grants are categorized by CMS as 
technical assistance to states, but are considered Research and Demonstration Grants 
for purposes of this report. 

3	 CMS awarded three types of feasibility grants: Respite for Adults, Respite for Children, 
and Community Based Treatment Alternatives for Children. 

4	 Virtually all of the FY 2001 NFT grants have ended and the majority of the FY 2002 NFT 
grants will not end until September 30, 2006. For detailed information on the 
accomplishments of these Grantees, see the Second and Third Year Reports 
(http://www.hcbs.org) and the report on Nursing Facility Transition Initiatives of the 
Fiscal Year 2001 and 2002 Grantees: Progress and Challenges 
(http://www.hcbs.org/files/74/3656/NFT_final_web.pdf). A final report on the FY 2001 
NFT grants will be released in the summer of 2006 and a final report of the FY 2002 
grants will be released in the summer of 2007. 
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