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Report Overview 

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

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

enduring improvements in their long-term care system infrastructure. The grants’ purpose, 

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

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

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

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

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

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

preferences and priorities.” 

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

grants on September 30, 2004. Three categories of grants were awarded: Research and 

Demonstration grants (40), Technical Assistance grants (10), and Feasibility Study and 

Development grants (2).  

The 40 Research and Demonstration grants awarded were as follows:  

▪ 2 Comprehensive Systems Reform (CSR) grants 

▪ 8 Integrating Long-Term Supports with Affordable Housing (Housing) grants 

▪ 12 Mental Health Systems Transformation (MHST) grants  

▪ 2 Portals from Early and Periodic Screening, Diagnosis, and Treatment to Adult 
Supports (EPSDT) grants 

▪ 9 Quality Assurance and Quality Improvement in Home and Community-Based 
Services (QA/QI) grants 

▪ 7 Rebalancing Initiative (Rebalancing) grants  

Ten states were awarded Family-to-Family Health Care Information and Education Center 

(FTF) Technical Assistance grants, and two states were awarded Living with Independence, 

Freedom, and Equality (LIFE) Accounts Feasibility and Demonstration grants. The total 

number of grants awarded was 52.  

Virtually all of the FY 2004 Grantees received 1-year or longer no-cost extensions to 

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

most by December 31, 2008. RTI has produced a series of final reports to document the 
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outcomes of the Systems Change grants; this report focuses on the outcomes of the FY 

2004 Grantees.  

Methods  

The principal sources of data for this report were (1) Grantees’ semi-annual, annual, and 

final reports; (2) Grantee-prepared project reports; (3) topic papers prepared by RTI on 

activities and accomplishments of the FTF Grantees, improving quality management 

systems under the QA/QI Grantees, and initiatives of the MHST Grantees; and (4) materials 

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

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

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

information with each Grantee; the revised summary was sent to grant staff for their final 

review and approval.  

Organization of This Report 

This report is divided into eight parts, organized by grant type. The first six parts each 

provide an overview of the enduring systems improvements, continuing challenges, lessons 

learned, and recommendations of the 40 Research and Demonstration Grantees: CSR, 

Housing, MHST, EPSDT, QA/QI, and Rebalancing. The overview for the CSR and EPSDT 

grants is less detailed because there are only two grants in each category. 

Following the overview in each part is a detailed summary of each Grantee’s initiative. Parts 

7 and 8 provide an overview of the FTF and LIFE grants, respectively, followed by brief 

summaries of each grant initiative.  

The individual grant summaries describe the Grantees’ major accomplishments resulting 

from numerous activities to address key long-term services and supports issues. In most 

cases, these accomplishments were essential preliminary steps in the systems change 

process. In addition to their many accomplishments, virtually all Grantees reported a wide 

range of enduring improvements that directly or indirectly helped to create a better and/or 

more balanced service delivery system. In some states, grant activities have acted as a 

catalyst for additional systems change activities since the grants ended. 

Enduring Systems Improvements 

Grantees made enduring systems improvements in several areas—many states in more 

than one area. 
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Comprehensive Systems Reform 

▪ The elimination of waiting lists for home and community-based services (HCBS) in 
six counties 

▪ The development of Aging and Disability Resource Centers 

▪ The development and implementation of assessment tools to ensure consistent 
eligibility determinations 

▪ The implementation of a fee-for-service waiver that allows participants to direct their 
services as an alternative to managed long-term services and supports for adults 

Integrating Housing with Services 

▪ New funding for affordable housing targeted to people with disabilities 

▪ Improved housing accessibility 

▪ Increased access to services and supports 

▪ New infrastructure to link housing and services sectors 

▪ Policy and regulatory reforms to promote community living 

Mental Health Systems Transformation 

▪ New or expanded peer support services 

▪ New peer specialist training and/or certification program 

▪ New process to determine recovery orientation 

▪ New peer-operated training and technical assistance center to promote recovery 

▪ Revised policies to support implementation of evidence-based practice(s) (EBP) 

▪ New quality assurance process for monitoring EBP(s) implementation 

▪ New process to ensure consumer input on mental health policy 

Portals from EPSDT to Adult Supports 

▪ New Title V funding secured for transition consultation services 

▪ New transition forms and processes for state staff to use before, during, and after 
transition to adult services 
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▪ New training curriculum and resources to enhance family physicians’ understanding 
of the health care needs of the target population 

Quality Assurance and Quality Improvement 

▪ New quality management system for HCBS waivers 

▪ New/improved state QA/QI infrastructure 

▪ New quality indicators/tools to measure waiver participant outcomes 

▪ New electronic quality management systems/systems components 

▪ New or improved methods to involve people with disabilities in setting QA/QI 
priorities 

Rebalancing Initiative 

▪ Closure of intermediate care facilities for persons with mental retardation (ICFs/MR) 

▪ Increased funding for HCBS waiver program 

▪ Increased reimbursement for personal assistance workers 

▪ New uniform assessment tool to streamline access to services 

▪ Improved level-of-care assessment tool 

▪ Improved information and referral services 

▪ Increased access to and availability of subsidized housing with services 

▪ Increased access to and availability of transportation services  

▪ Increased access to self-direction options 

▪ Increased use of person-centered practices 

▪ New quality assurance infrastructure 

Lessons Learned and Recommendations 

In the course of implementing their initiatives, Grantees gained expertise in developing and 

implementing policies and programs to achieve their goal of establishing a more balanced 

long-term care system and of ensuring that improvements would be sustained. They 

reported numerous lessons learned that can guide other states that are pursuing similar 

systems change efforts.  
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Involving Consumers and Stakeholders 

As reported by Grantees in all prior Systems Change grant cycles, virtually all of the FY 

2004 Grantees believe it is essential to involve consumers and other stakeholders in 

systems change initiatives in order to obtain their buy-in and commitment. Stakeholders 

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

changes: most importantly, the individuals who use services, their families, and advocates; 

community and institutional service providers; Medicaid and other state agency staff; policy 

makers; and housing authorities.  

The Grantees with initiatives to provide services in subsidized housing and to better 

coordinate housing assistance and services delivery emphasized that systems change is 

unlikely to occur without first forging lasting relationships among key stakeholders at the 

state and local level. Because housing and service agencies and providers in the state 

typically have not worked together, involving key leaders from both sectors at the inception 

of a new initiative is vital to its success, which depends in part on having designated staff 

who can devote the necessary time to building and nurturing such relationships.  

To successfully develop and operate affordable housing with services, housing developers/ 

providers must obtain consumer input and involve health care, social/supportive services 

providers, and funding sources early in a project’s planning and development; this will 

ensure that all stakeholders understand what is needed. Establishing formal agreements is 

also essential to ensure long-term cooperation with service providers. 

Others highlighted the importance of developing inclusive planning and implementation 

strategies involving all disability stakeholders. Several Grantees commented that 

competition among various disability groups for limited funding needed to be overcome 

before effective collaborative strategies could be developed. North Carolina surmounted this 

barrier by developing a broad definition of disability for its housing with services model, 

which did not single out a particular disability group (e.g., individuals with developmental 

disabilities [DD] or persons with mental illness). This strategy proved to be important for 

building widespread support for its new program and eliminating any stigma that might be 

attached to a particular group that could energize opposition to the program in local 

communities. Other Grantees overcame this challenge by creating planning and oversight 

work groups at the state and local level that were representative of the disability and self-

advocacy groups in their state.  

Among the MHST Grantees, several stressed the importance of involving consumers and 

other stakeholders, noting that although working with a large group of providers and peers 

is challenging, it can facilitate communication, help build support and buy-in for new 

initiatives, provide a method for obtaining feedback from the field, and bring about systems 

change. Michigan’s grant staff said that states need to involve consumers as the primary 
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stakeholders in developing and evaluating public policy to support and implement recovery-

oriented services. As a vehicle to ensure consumer involvement, grant staff established a 

statewide Recovery Council with consumers making up more than 75 percent of its 

members. The Council oversees state, regional, and local recovery-oriented initiatives, 

working in partnership with educational institutions to bring about systems change. 

A QA/QI Grantee stated that although their state has an established mechanism for 

obtaining feedback on the quality of DD services from representatives of formal advocacy 

groups, the creation and involvement of a Quality Steering Committee composed entirely of 

recipients of DD services clearly demonstrates participant-directed quality initiatives to 

division staff and service providers. Grant staff believe that such committees are an 

important component of states’ overall QA/QI strategy.  

Other recommendations include the following: 

▪ To give their support, stakeholders must understand the changes proposed and how 
they will be affected by them. Thus, to the extent possible, states should have a 
transparent process. Stakeholders need to feel they are operating in an environment 
of trust, which can be cultivated over time by providing opportunities to understand 
one another's needs.  

▪ A concerted effort in relationship building among the stakeholders, though very time 
consuming, will help to ensure that a grant initiative will be sustained after the grant 
ends. Using a professional meeting facilitator with experience in conflict resolution 
can help to reach stakeholder consensus and also allows project staff to focus on the 
discussion. 

▪ States also need to present a comprehensive, understandable vision to stakeholders; 
Grantees should articulate the grant’s role in achieving this vision, and, ideally, 
conduct the initiative in collaboration with other systems change efforts whether 
planned or under way. One state found that uniting advocates for elderly persons, 
for persons with physical disabilities, and for persons with developmental disabilities 
was an effective strategy for increasing waiver service funding. 

▪ Because not all stakeholders may be comfortable participating in a large group, it 
may be necessary to organize smaller groups—some specifically comprising self-
advocates and family members—and develop formal processes for ensuring adequate 
communication among the groups. A Grantee that used this approach found that 
when participation dropped off in all groups over time, the remaining members of the 
smaller groups felt more confident in their knowledge of the systems changes and 
were comfortable later in joining a single large group. 
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Recommendations Regarding Specific Grant Initiatives 

Grantees also learned lessons and made recommendations specific to the focus of their 

grant initiatives. For example, when seeking to design a new client assessment tool, states 

need to ensure that all the necessary staff—nursing, medical, information technology, and 

key administrative—are available to devote a majority of their time to the project. Although 

this may seem obvious, ensuring their availability may require a significant amount of 

planning and preparation before the start of the project.  

Several Housing Grantees found that the largest federally subsidized housing program, the 

Low Income Housing Tax Credit program, is not affordable for many very low income 

individuals with disabilities and that supplemental state assistance may be needed. Three 

Grantees addressed this problem by creating a bridge subsidy program to help with rent 

until the individual could transition to a HUD Section 8 Housing Choice voucher.  

In regard to increasing the availability of assistive technology to enable independent living, 

a Grantee noted that the role of assistive technology as a cost-effective support to people 

with disabilities needs to be defined in terms of its capacity to enhance quality of life rather 

than as a justification for achieving cost savings or it could do more harm than good. 

Instead of viewing assistive technology as a means to reduce the amount of human 

assistance provided, it should be viewed as a means to more strategically focus resources in 

ways that promote autonomy and community integration for people with disabilities. 

MHST Grantees reported specific approaches that they considered useful in changing their 

states’ mental health systems to incorporate a recovery orientation, including (1) consulting 

with other states to obtain information about developing a peer specialist training 

curriculum and certification process; (2) determining whether the necessary infrastructure is 

in place, and, if not, developing it prior to attempting to expand peer support services; and 

(3) supporting the introduction of certified peer specialists into the mental health workforce 

by cultivating a positive recovery-oriented service environment among provider 

organizations and counties through technical assistance and training. 

The New Hampshire Grantee noted that to accomplish the State’s objective of creating a 

new recovery-oriented culture of service provision, having a workforce trained in state-of-

the art treatment practices is critical. To do this, many grant initiatives focused on 

implementing evidence-based practices, and identified critical elements in the process, 

including (1) having management staff dedicate time to infrastructure development to 

demonstrate their commitment to EBPs among all other staff, (2) working directly with the 

entities that will be affected by new requirements to sustain the changes, (3) providing 

ongoing support and follow-up consultation and supervision for mental health clinicians to 

sustain the use of newly introduced EBPs, (4) providing sufficient funding to support EBP 

implementation and follow-up activities as providers often lack the resources to carry them 
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out at the local level, and (5) training clinicians who have learned about EBPs to train new 

staff in order to strengthen the agency’s clinical infrastructure and reinforce clinicians’ 

training.  

QA/QI Grantees had numerous observations on how to help ensure the success of new 

QA/QI initiatives. First, it is essential to secure strong leadership to counteract political and 

provider resistance to improving quality management systems. Moving from a compliance-

dominated system that examines past performance to a more future-oriented approach 

emphasizing quality improvement and a central role for participants is a different paradigm 

with which many providers are not yet comfortable. Convincing them to buy into this 

paradigm is unlikely to succeed without top state leadership support.  

Second, it is important to determine the appropriate balance between compliance-oriented 

and person-centered quality monitoring and quality management to allocate resources for 

these two approaches that will achieve the greatest efficiency while ensuring participants’ 

outcomes. Third, a QA/QI initiative is more likely to succeed if it (1) is based on a grand 

vision to guide initial initiatives, (2) starts on a small scale, (3) builds on existing protocols, 

and (4) ensures that program staff and other stakeholders share the same vision and buy 

into the culture change.  

Staff need to believe that the change will make their job easier and/or provide them with 

new information and tools to help them work more efficiently. Eliminating duplication of 

efforts is a good place to start, and if new data collection responsibilities are required, it is 

best to eliminate less useful ones.  

An MFP Grantee noted that when seeking to divert individuals from nursing homes, hospital 

discharge planning must start shortly after admission rather than just before discharge—as 

it does in rehabilitation facilities. The discharge planning team should include a community 

agency that can help individuals explore community living options and make appropriate 

referrals for obtaining services and supports and affordable, accessible housing as needed.  

The Family to Family Grantees had numerous observations, including the following: 

▪ Networking with the FTF grant programs in other states is an effective method for 
sharing best practices. 

▪ It is important to leverage resources by partnering with agencies and community 
organizations, and to “think outside the box” when identifying potential collaborators. 

▪ Involving family members in systems change initiatives raises their awareness about 
both existing and potential programs and enables them to participate in the decision-
making process. Serving on local and state committees, councils, and boards is also 
valuable for presenting the views and perspectives of families of children and youth 
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with special health care needs (CYSHCN) when working with others to bring about 
systems change and to inform policy development.  

▪ It is critical that families contact their legislators to educate them and to share their 
stories in a variety of forums so that policy makers understand the impact of their 
decisions on CYSHCN.  

Approaches to Bringing about Systems Change 

Several Grantees reported lessons learned and made recommendations to ensure the 

success and sustainability of systems change initiatives. Some Grantees felt that in view of 

their starting point, their initial goals were too ambitious. They noted that it was unrealistic 

for a small grant to have numerous goals in a short period and that focusing on a small 

number of goals would increase the likelihood of achieving them.  

Several Grantees stressed the importance of leadership. State administration at the highest 

level should be involved in grant planning and project planning development from their 

inception. It is key to have senior staff whose time is allocated specifically to grant work and 

who are respected and trusted by other stakeholders inside and outside state government. 

Leadership is required both from the top down and the bottom up to bring about systems 

change. Leadership at the policy/resource level is required to both set direction and support 

systems change activities, and grassroots support is needed to engage local stakeholders in 

the systems change process.  

Additionally, prior to beginning a major reform initiative, state staff should first complete 

any needed data collection and research, test assumptions underlying the initiative, and set 

and establish methods to ensure streamlined communication among all stakeholders (i.e., 

program administrators and managers, state and federal officials, legislators, consumers, 

and service providers).  

However, the often short time frames between notice of a grant opportunity and the 

deadline for submitting the application does not allow sufficient time for these very 

necessary steps. Thus CMS-funded grant initiatives should consider providing more time to 

prepare an application. CMS awarded $50,000 planning grants for the first round of 

Systems Change grants and future grant initiatives should do the same to allow sufficient 

time and resources for planning. 

Grantees varied in their approach to organizing and sustaining their systems change 

initiatives, illustrating that each state’s system is unique and a single approach to systems 

change will not work in all instances. North Carolina grant staff observed that managing the 

systems change effort from an umbrella agency that served various populations was an 

important advantage in implementing its housing with services model. Because the agency 

was in a position to represent the needs of a range of people with disabilities, it was much 
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xvi 

more practical for it to cement a partnership with the state Housing Finance Agency in that 

housing staff could go to one place to get information and help solve problems instead of 

negotiating with many different agencies.   

Mississippi grant staff commented that systems change can occur as effectively from the 

bottom up as from the top down, and that the project would have benefited from a stronger 

emphasis on working with housing and long-term services and supports providers at the 

local level to provide best practice information and formulate strategies for change.  

Several Grantees mentioned the importance of building systems change initiatives on 

existing programs. QA/QI Grantees noted the importance of linking grant goals to the 

already established program goals and building the planning and implementation process for 

new quality management system into the ongoing responsibilities of in-house staff (i.e., 

their new responsibilities were an extension of what they were already doing). And several 

Housing grantees also took advantage of existing programs to add new services.  

Recommendations for Changes in Federal and State Policy 

Given that the Systems Change grants were intended to be catalysts for incremental 

improvements in states’ long-term care systems, most Grantees reported continuing 

challenges and made many recommendations for changes in state and federal policy to 

address them. Although Grantees made many recommendations for policy changes that 

were state specific, many of their recommendations apply generally to all states. Key 

recommendations are listed below. 

Increasing Access to HCBS and Supporting Community Living 

▪ Congress should continue funding systems change infrastructure development 
grants. Even if a state is committed to systems changes, grants can help bring about 
change more rapidly and can fund activities for which states have insufficient 
resources. Longer grant periods are needed—significant systems change initiatives 
need at least 5 years—and CMS should continue to give states flexibility in spending 
Systems Change grant funds. 

▪ Congress should mandate the provision of home and community-based services 
under Medicaid. 

▪ Congress should authorize a Program of All-inclusive Care of the Elderly (PACE) 
demonstration that allows current PACE programs to enroll dual eligibles under age 
55. In states like Vermont with small populations, the measure could make this 
service delivery model more financially viable.  

▪ Congress should continue to offer incentives for states to provide home and 
community-based services for persons at risk of nursing home placement—as it is 
doing under the Money Follows the Person Demonstration for nursing home residents 
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wanting to transition. One incentive would be to provide a higher federal Medicaid 
match for home and community-based services than for services provided in 
institutional settings. 

▪ Congress should amend Medicaid to allow payment for nursing home pre-admission 
screenings to divert individuals who are being discharged from hospitals and others 
at risk for nursing home placement in the community. Funding should be available 
whether or not an individual is financially eligible for Medicaid, given that many, if 
not most, will spend down to Medicaid eligibility once admitted to a nursing home for 
a long stay. 

▪ CMS should consider pooling resources among states to enable them to collaborate 
on activities, such as developing resource inventory software. In addition to saving 
money by not duplicating efforts, it could also increase data uniformity and 
standardization across states. 

▪ CMS should consider developing a model waiver flexible enough to advance the use 
of the continuously changing array of assistive technology for people of all ages and 
circumstances with disabilities. The distinction among home modifications, assistive 
technology, and durable medical equipment is increasingly blurred, and CMS 
regulations should reflect this reality. The Medicaid waiver program as it is now 
structured is not sufficiently flexible to keep up with advances in this field. There is a 
huge and rapidly changing array of new electronic communication and assistive 
devices coming onto the market, and new purposes are being discovered for old 
technologies. But regulations prevent their use (e.g., durable medical equipment 
regulations do not permit computers for augmentative communication to be used for 
other computing applications).  

Children and Youth with Special Health Care Needs 

▪ A federal program is needed to enable families with CYSHCN and adults with special 
health care needs to purchase supplemental health care coverage as a wraparound 
for inadequate private insurance. Premiums should be based on an income sliding 
scale. 

▪ All states should implement the Family Opportunity Act to create a Medicaid buy-in 
program for CYSHCN. The financial eligibility level for a Medicaid buy-in program 
should be higher than 300 percent of the federal poverty level.  

▪ States need a single point of entry coupled with high-quality information in the 
system that serves CYSHCN.  

▪ States should take steps to remove the many barriers faced by families of CYSHCN: 
(1) waiver waiting lists and enrollment caps; (2) private insurance exclusions of 
needed services and insurance caps; and (3) ambiguous Medicaid regulations that 
result in denials of services such as private duty nursing, durable medical equipment, 
and medical nutrition, which are difficult for families and their providers to appeal.  
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▪ More consumer input is needed in the policies governing services and supports for 
people with disabilities. States should use multiple methods to solicit family input on 
services for CHYSHCN, including family advisory councils, conference calls, and paper 
and online surveys. Ideally, each state agency that provides services to CYSHCN 
would hire a family member as a consultant.  

Mental Health Systems 

▪ The Substance Abuse and Mental Health Services Administration (SAMHSA) should 
stop using separate block grants for mental health and substance abuse. The co-
morbidity rate for these disorders is high among children and youth. Forcing labeling 
or diagnosis of youth for only one of these conditions discourages the development 
and adoption of integrated mental health and substance abuse treatment 
interventions. 

▪ CMS and SAMHSA should coordinate data and policy requirements for mental health 
and substance abuse EBPs and recovery-oriented practices. For example, the EBPs 
that have sufficient evidence to have SAMHSA-approved EBP tool kits should have 
service codes that are reimbursable by Medicaid. By reimbursing these EBPs, CMS 
would increase the effectiveness and efficiency of mental health services.  

▪ CMS should provide more free technical assistance to states on the reimbursement 
options for peer specialists in State Plan and waiver services. 

▪ CMS policy needs to support a comprehensive range of recovery-oriented practices; 
specifically, CMS should change its policies to better support EBPs such as Assertive 
Community Treatment (ACT) and recovery-oriented practices such as peer support. 
Changes should allow states to more easily seek reimbursement for all components 
of nationally recognized EBPs such as ACT, Multisystemic Therapy (for youth), 
Supported Employment, Integrated Dual Diagnosis Treatment, and Illness 
Management and Recovery.  

▪ CMS should consider reimbursing services provided by Recovery Support Specialists 
in settings other than community mental health programs; for example, general 
hospital emergency departments. This practice would increase access to their 
services statewide, especially in rural areas.  

▪ The Federal External Quality Review requirements for managed care providers of 
mental health services should be amended to include a strong focus on recovery-
oriented practices.  

▪ States need to ascertain how to work with professional licensing boards and pre-
service university training entities to ensure that mental health professionals receive 
training on current evidence-based psychosocial intervention research, and that they 
receive clinical experience in the use of evidence-based practices. Doing so could 
save states the considerable expense of having to continually train and supervise 
clinicians to implement evidence-based practices. 
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▪ States should authorize and appropriate funds for the implementation of recovery-
oriented practices and include recovery-oriented practices in their mental health 
codes, contract language, and evaluation activities for all mental health providers.  

Asset Development 

▪ Congress should amend the Social Security Act to allow additional uses for Individual 
Development Accounts. Currently, only first-time home ownership, business, or 
college savings are allowable in Supplemental Security Income (SSI) and Medicaid 
programs. 

▪ Congress should increase the 5-year time limit in the Assets for Independence 
program, which are designed to motivate savings participation for asset 
accumulation purposes, including home ownership and college attendance. People 
with disabilities have difficulty meeting the 5-year limit due to minimal discretionary 
income from earnings and health issues that interfere with steady employment.  

▪ CMS should fund more grants focused on asset building, which should also be a key 
component of the Medicaid Infrastructure grants. If CMS plans to fund further 
initiatives related to LIFE Accounts, it should create a LIFE account waiver 
demonstration to allow funds from participant-directed budgets to be used to 
increase participants’ access to the community and to enhance their independence.  

▪ CMS should allow Ticket to Work reimbursements to provide a match for LIFE 
accounts. Payments from the Ticket to Work, rather than going exclusively to 
Employment Networks, and Vocational Providers, should be used to provide 
incentives for consumers to become more financially independent through work.  

▪ States should amend their State Plans to raise Medicaid asset limits and increase 
asset disregards as permitted under federal law. Current limits of $2,000 for an 
individual and $3,000 for a couple or family have not been increased in more than a 
decade. Allowing Medicaid participants to have more assets would give them greater 
financial security, independence, and flexibility to meet their needs.  

Housing 

▪ Congress should fund the Resident Services Coordinator program at a sufficient level 
to allow all subsidized housing for seniors and people with disabilities to employ an 
on-site services coordinator to help residents identify and obtain needed services in 
the community. 

▪ New or redesigned publicly subsidized housing must include funding for operational 
expenses, a means to make rents affordable to extremely low income households, 
and funding sources for a wide range of services and supports needed by individuals 
with all types of disabilities. 

▪ HUD and DHHS should develop new programs to continue and expand the objectives 
of the Congregate Housing and Services Program to enable residents of publicly 
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subsidized housing to receive the long-term services and supports they need in their 
own homes, so they will not be forced to enter residential care facilities or nursing 
homes. 

▪ HUD should give priority for rental vouchers to people seeking to transition from 
institutions to the community.  

▪ State Housing Finance Agencies should emphasize accessibility in new construction. 
Publicly financed housing development intended to serve older adults and individuals 
with disabilities should incorporate universal design principles into project design and 
development to ensure that units are fully accessible and adaptable to the changing 
physical needs of the resident population. 

▪ Federal and state policy and regulations that impede the development of affordable, 
accessible housing should be revised. For example, federal housing regulations allow 
space to be reallocated in an existing floor plan to add an accessible downstairs 
bathroom for a mobility-impaired individual, but they do not permit building an 
addition for the same purpose. 

Quality Assurance and Improvement 

▪ CMS, in conjunction with the Agency for Healthcare Research and Quality and other 
national organizations, such as the National Association of State Directors of 
Developmental Disabilities Services, should continue efforts to design common 
measures and establish common standards for measuring HCBS waiver and 
institutional performance across disability groups despite some anticipated resistance 
from states and advocates. 

Conclusion 

Bringing about enduring improvements in any state’s long-term care system is a difficult 

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

As Congress and CMS intended, most states used the grants as catalysts for new initiatives 

or to expand existing ones; many used them to leverage funding for current state efforts to 

develop and improve home and community-based services.  

Despite their many accomplishments and enduring systems improvements, most Grantees 

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

These barriers include insufficient funding for home and community-based services and for 

infrastructure changes; lack of affordable, accessible housing and transportation; and 

outdated or inflexible administrative, statutory, and regulatory provisions.  

This report provides an overview of 52 Grantees’ initiatives to improve their long-term care 

systems and the enduring systems improvements they achieved. It includes lessons learned 

and recommendations that can guide states that are undertaking similar initiatives. As the 
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population ages, increasing the demands on the service system, these Grantees’ efforts will 

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

community-based services that will enable people of all ages with disabilities or chronic 

illnesses to live in the most integrated setting consistent with their needs and preferences. 
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Section One. Overview 

The purpose of the Comprehensive Systems Reform (CSR) grants was to help states plan, 

design, and implement comprehensive reforms in their long-term care systems. CMS 

awarded a CSR grant to two states: Vermont and Wisconsin. The two Grantees were 

required to produce a comprehensive reform plan and an implementation plan by the end of 

the grant period. Because CMS allowed the Grantees to design their reform plan to meet 

their states’ unique needs, the overall goals and outcomes of the two grants differ 

significantly.  

Vermont’s primary care case management system does not fully meet the needs of the dual 

eligible population, and the State planned to use its grant to address this problem by 

developing a model integrated care organization that addresses both the health and long-

term care needs of dual eligibles. Vermont planned to have a proposed model provide 

integrated funding and interdisciplinary care management teams, similar to the Program for 

All-inclusive Care for the Elderly (PACE) but for the total coordination of both long-term care 

and primary and acute health care. Wisconsin’s grant initiative focused on developing and 

implementing a comprehensive plan for expanding its new managed long-term care 

system—which was available in only a few counties at the start of the grant—to other parts 

of the State.  

Vermont developed a model integrated care organization—called MyCare—and developed a 

draft contract for future integrated care organizations. However, the State was unable to 

implement the model during the grant period for several reasons, including the State’s small 

rural population (approximately 600,000) with a resulting lack of providers interested in or 

able to offer the model. Grant staff concluded that the model might be more viable if it 

included all dual eligible persons.  

Wisconsin originally planned to use most of the grant period for planning and preparation to 

allow sufficient time to involve all stakeholders in the expansion of their managed long-term 

care program—Family Care—across the entire State. However, in January 2005, the 

Governor directed that the reforms be not just planned but implemented in the next 4 years 

of his administration. As a result, Family Care was expanded to 29 of Wisconsin’s 72 

counties through contracts with 10 managed care organizations to provide LTC services, 

which enrolled 21,620 members. Additionally, the State eliminated home and community-

based services waiting lists in six counties. The State also implemented a fee-for-service 

waiver that allows participants to direct their services as an alternative to managed long-

term care for adults.  

Section Two contains summaries of each Grantee’s major accomplishments, enduring 

changes, challenges, and lessons learned/recommendations.  





 

 

Section Two. Individual CSR Grant Summaries 

 





 

Vermont 

Primary Purpose and Major Goals  

The grant’s primary purpose was to plan, design, and implement a model integrated health 
and long-term care system (also known as an integrated care organization)—called 
MyCare—to provide and coordinate the full range of health and long-term care services for 
adults who are eligible for Medicare and also meet Medicaid eligibility criteria for long-term 
care services (a subset of the State's dual eligibles). MyCare would integrate Medicare 
financing with that for health services under the Medicaid State Plan and for long-term care 
services and supports under the State’s Section 1115 demonstration waiver: Choices for 
Care. To improve access to care, MyCare would use interdisciplinary care management 
teams to ensure optimal coordination of all services. 

The grant had numerous goals focused on developing all of the components of MyCare, such 
as reimbursement and quality management systems, as well as all operational policies and 
procedures.  

The grant was awarded to the Department of Disabilities, Aging and Independent Living, 
which collaborated with the Office of Vermont Health Access (both in Vermont's Agency of 
Human Services) to implement the grant.  

Role of Key Partners  

A wide range of advocacy groups and health care, housing, and disability and aging services 
providers served on the Core Planning Team and/or the Community Advisory Committee.  

The Core Planning Team comprised health and long-term care professionals as well as 
consumer representation from the community. Its primary goal was to oversee the 
development of the integrated care organization. Key activities included developing service 
delivery and administrative policies and procedures, data reporting and information system 
requirements, and protocols for integrated care teams. The Team also assisted in the 
identification of potential provider organizations, provided input on the draft contract, 
helped to determine how quality would be monitored, and increased community awareness 
about the project.  

The Community Advisory Committee provided guidance to the Core Planning Team to 
ensure that the reforms would meet the unique needs of the community and consumers, 
and to build community support for the integrated health care model. Members included 
consumers, consumer advocates, health care providers, long-term care providers, other 
social service providers, governmental agencies, and local and state officials.  

Major Accomplishments and Outcomes 

▪ The Grantee reported numerous accomplishments as part of its planning and design 
process for developing the model integrated health and long-term care organization, 
MyCare, including  
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– a rate setting methodology;  

– a quality management system;  

– the interdisciplinary care team—its potential membership and roles—and 
specifications regarding how the team will promote person-centered service planning 
and treatment approaches and work with individuals' primary care provider;  

– a comprehensive, centralized participant record; and  

– a Request for Proposals for organizations or a consortium of organizations capable of 
implementing MyCare. 

▪ The Department completed its design of MyCare and developed a draft contract for 
future integrated care organizations. 

▪ The Department commissioned a report comparing various options for the State to 
operate MyCare and determined that the two most feasible options included expanding 
the Program of All-inclusive Care for the Elderly (PACE) and establishing prepaid 
inpatient health plans for individuals under age 55 (who are not eligible for PACE). The 
Department then issued an RFP to implement MyCare and received three proposals.  

 One of the three was ineligible as it did not meet the base criteria outlined in the RFP. 
The other two bidders proposed to develop MyCare by expanding PACE and/or 
establishing prepaid inpatient health plans. Because neither was strong enough to fund 
on its own, the State attempted to bring the two bidders together given that they would 
have complemented each other; however, it was unsuccessful in negotiating a successful 
collaboration, in part due to lack of time for planning and coalition building. 

Enduring Systems Improvements  

In anticipation of MyCare implementation, legislation was introduced and passed that 
provides the Commissioner of the Department of Banking, Insurance, Securities and Health 
Care Administration, with discretion to exempt Prepaid Inpatient Health Plans and Prepaid 
Ambulatory Health Plans from Vermont certificate of need laws relating to health 
maintenance organizations. This discretion will expedite the State’s approval process for 
future integrated care organizations.  

Key Challenges  

▪ Grant writers had assumed that the State’s PACE program would be fully operational and 
financially viable sometime during the grant period, so that it could be expanded (one of 
the options for implementing MyCare). However, although PACE is now operating in two 
locations in Vermont, its development and full implementation took longer than 
expected, and expansion was not possible during the grant period.  

▪ It is important to ensure that stakeholders are committed to participating in project 
activities for the duration. When an individual left a work group, the person replacing 
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that individual often lacked the knowledge and experience needed to participate 
effectively in the planning and design process.  

Continuing Challenges 

▪ The current state budget deficit will likely hinder both provider interest and the State’s 
ability to implement MyCare and other similar initiatives.  

▪ The State’s small rural population—approximately 600,000—may be insufficient to 
support a financially viable integrated health and long-term care service delivery system 
for the long-term care population. The system might be more viable if it included all dual 
eligible persons.  

Lessons Learned and Recommendations 

▪ Though broad stakeholder input and support are essential, too many groups provided 
input in too many different ways. The effort involved in convening, communicating with, 
getting input from, and sharing information across all the groups was more complicated 
than it needed to be.  

▪ Congress should lift the moratorium on Medicare Special Needs Plans.  

▪ Congress should authorize a PACE demonstration that allows current PACE programs to 
enroll dual eligibles under age 55. In states like Vermont with small populations, doing 
so could make this service delivery model more financially viable.  

▪ To ensure the success of an initiative, several steps are needed: (1) state administration 
at the highest level should be involved in grant planning and project planning 
development from their inception; (2) prior to beginning a major reform initiative, state 
staff should first complete any needed data collection and research and test assumptions 
underlying the initiative; and (3) when planning a new initiative, states should work with 
key stakeholders to gain their support as early as possible and ensure streamlined 
communication among all stakeholders (i.e., program administrators and managers, 
state and federal officials, legislators, consumers, and service providers).  

 However, the often short time frame between notice of a grant opportunity and the 
deadline for submitting the application does not allow sufficient time for these very 
necessary steps. Future grant initiatives should consider providing more time to prepare 
an application. CMS awarded $50,000 planning grants for the first round of Systems 
Change grants, and future grant initiatives should do the same to allow sufficient time 
and resources for planning. 
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Key Products  

Outreach Materials 

The Department developed and distributed materials about the project designed specifically 
for varied target audiences, including social service providers, private insurers, and medical 
providers.  

Educational Materials 

Grant staff developed a presentation, Recommendations for MyCare Vermont, describing the 
planning work under the grant. This document can be used as a resource for other 
states/entities interested in bringing about systems change by developing integrated care 
delivery organizations.  

Technical Materials  

▪ The Core Planning Team produced the MyCare Organization Preliminary Draft Contract. 
This document addresses the functions and duties of the provider, composition and role 
of the interdisciplinary care team, person-centered care, enrollment procedures, 
assessment and reassessment process, care plan requirements, components of a 
comprehensive participant record, service delivery, covered and non-covered services, 
service authorization, expectations for administration, reimbursement, risk 
management, risk reserve, third party payers, marketing, participant education, 
voluntary and involuntary disenrollment, handbook requirements, phase-down and 
phase-out plan, appeal and grievance procedures, quality management, utilization 
review, record retention, audit, confidentiality, reporting requirements, and other terms 
and conditions. 

▪ A contractor produced a PowerPoint slide show, HCBS Provider Case Rate Analysis, 
which presented an initial analysis of the potential to establish case rates in Vermont's 
Choices for Care program as a first step toward development of an integrated delivery 
model.  

Reports 

▪ A contractor developed a report, MyCare Vermont Data Book, providing an analysis of 
the State's Medicaid claims data for state fiscal years 2005 and 2006. The document 
could be used in the future as a resource for other states/organizations interested in 
developing an integrated care organization.  

▪ A contractor produced a report, Options for Structuring the MyCare Vermont Integrated 
Care Model, which analyzes different options for integrated care organizations, 
comparing requirements of the various options, offering recommendations, and 
evaluating the feasibility of the options. 

▪ A contractor produced a report, Workforce Initiative, which summarizes survey results of 
consumers receiving self- or surrogate-directed services. 
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Wisconsin 

Primary Purpose and Major Goals  

The grant’s primary purpose was to reform the statewide long-term care (LTC) system and 
realign resources to promote access, cost effectiveness, consumer choice, and quality. The 
grant had five major goals: (1) to develop and implement a comprehensive plan for 
statewide expansion of LTC reform (i.e., expanding the managed LTC program, Family Care, 
which was operating in five counties when the grant was received);1 (2) to provide timely 
information to Wisconsin citizens about LTC service options as well as information about 
financial planning and prevention strategies that delay the need for publicly funded LTC 
services; (3) to improve management of where, when, and how people access the LTC 
system; (4) to develop systems and processes that will enhance the availability of service 
options; and (5) to develop strategies to improve the quality, consistency, and cost-
effectiveness of LTC services in Wisconsin. 

The grant was awarded to the Wisconsin Department of Health Services (DHS, or, hereafter, 
the Department).  

Role of Key Partners  

▪ The Wisconsin Council on Long-Term Care was the oversight body of the grant and the 
advisory body to the DHS Secretary. The Council was composed of consumers; disability 
and aging advocates including organizations, such as AARP; directors of ombudsman 
organizations; representatives of statewide industry organizations (public and private 
nursing homes, residential services); labor unions; directors of county human services 
agencies; Aging and Disability Resource Centers (ADRCs) directors; and consumer 
representatives. These members were appointed by the DHS Secretary. The Council had 
many subcommittees that contributed to reform efforts statewide. 

▪ Grant staff established a Consumer Advisory Committee with consumers and their 
representatives. The Committee’s role was to advise the Council on policy and budget 
matters related to the expansion of managed long-term care, and to serve as a liaison 
between the full Council and local planning Grantees. 

▪ Many advocacy organizations provided information and technical assistance to counties, 
private providers, and tribal organizations to develop plans to implement Family Care, 
Family Care Partnership, and ADRCs in local areas. These activities were paid for with 
grant funds.  

1 Family Care comprises two distinct programs, one that covers long-term care in both institutional 
and home and community-based settings and coordinates care with primary health care; and the 
other—Family Care Partnership—a fully integrated managed care plan for individuals eligible for 
both Medicare and Medicaid (dual eligibles), which provides primary, acute, and long-term care.  
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▪ The University of Wisconsin Alzheimer’s Institute developed a cognitive screening tool 
for early detection of dementia. Those found to be impaired were referred for further 
testing.  

▪ The University of Wisconsin’s Center for Health Systems Research and Analysis assisted 
the Department in developing a tool to assess the quality of case managers’ services.  

▪ The Wisconsin Housing and Economic Development Agency assisted the Department in 
planning for private sector housing options as an alternative to nursing home residence. 

Major Accomplishments and Outcomes  

Expanding Family Care required the State’s 25-year-old patchwork of county-based fee-for-
service Medicaid LTC programs to transition to an integrated managed care system. This 
transition required a paradigm shift in the thinking of policy makers, stakeholders, and 
consumers, and necessitated major changes in policies and procedures as well in 
relationships among counties and between counties and the State. 

Grant funds were used to provide planning grants to groups of counties to prepare for 
Family Care implementation. Planning grants ranged from $100,000 to $250,000. Some 
groups of counties received additional funds for implementation activities. 

The Grantee reported numerous accomplishments as part of the Family Care expansion, 
including 

▪ the development of statewide policies and procedures and a clearly articulated contract 
for Aging and Disability Resource Centers; 

▪ the development of a new screening tool to determine Family Care eligibility for children 
with long-term care needs and adults with mental illness; 

▪ the development of a relocation/diversion program, which guaranteed funding for home 
and community-based services for individuals transitioning from nursing facilities or 
intermediate care facilities for persons with mental retardation (ICFs-MR);  

▪ the revision of existing data systems to enable them to interact with the new Medicaid 
Management Information System (MMIS) used by Family Care, Family Care Partnership, 
and the Program for All-inclusive Care for the Elderly; and 

▪ the amendment of a state law to create a new governmental entity: a Family Care 
district. This statutory provision allows local governments to join together to establish an 
entity that may apply to contract with the State as a managed care organization, while 
relieving individual counties of the risk inherent in managed care.  

Enduring Systems Improvements  

The grant resulted in numerous improvements to the State’s LTC system, including the 
following: 
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▪ The elimination of home and community-based services waiting lists in six counties.  

▪ The development of a plan to expand Family Care statewide and create a statewide 
network of Aging and Disability Resource Centers.  

▪ The implementation of Family Care in 29 of Wisconsin’s 72 counties through contracts 
with 10 managed care organizations (MCOs) to provide LTC services, which enrolled 
21,620 members. For a list of all services covered under Family Care, see 
http://dhs.wisconsin.gov/ltcare/Generalinfo/Benpackage.htm. 

▪ The development of 30 Aging and Disability Resource Centers in 46 of Wisconsin’s 72 
counties, which provide services to 70 percent of the State’s population. See 
http://dhs.wisconsin.gov/ltcare/Generalinfo/RC-Services.htm for a list of the full array of 
ADRC services.  

▪ The development and implementation of assessment tools to ensure consistent eligibility 
determinations statewide.  

▪ The implementation of a fee-for-service waiver that allows participants to direct their 
services as an alternative to managed long-term care for adults. The waiver is called 
Include, Respect, I Self-Direct (http://dhs.wisconsin.gov/bdds/IRIS/).  

▪ The development of an external ombudsman program for Family Care participants, to 
help them navigate the program and resolve problems. 

▪ As an outcome of the State’s efforts to better balance LTC expenditures between 
institutional and home and community-based settings, in November 2008, the number 
of licensed and certified assisted living beds inched past the number of nursing home 
beds in the State for the first time (38,775 assisted living beds compared with 38,679 
nursing home beds). 

Key Challenges  

▪ Project implementation was very challenging, given the magnitude of the grant’s goals. 
These entailed changing the mindset of 66 counties in moving from a fee-for-service 
environment to a managed care environment, and from operating alone to working with 
other counties and private organizations. County staff faced steep learning curves 
regarding managed care operations and providing quality care and choice for plan 
members. Ensuring that Family Care was implemented statewide required multiple 
meetings with all stakeholders and with CMS staff.  

▪ Finding sufficient staff for the project was not easy. The State had a hiring freeze before 
the grant began, making it difficult for the Department to secure additional staff for 
several key initiatives (e.g., performing analyses needed to manage costs and meet 
quality standards).  

http://dhs.wisconsin.gov/ltcare/Generalinfo/Benpackage.htm
http://dhs.wisconsin.gov/ltcare/Generalinfo/RC-Services.htm
http://dhs.wisconsin.gov/bdds/IRIS/
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 Even contracting for additional staff with federal dollars was challenging because of the 
State’s complex procurement rules and the limited pool of individuals with the requisite 
knowledge of and experience with managed long-term care programs. As a result of 
staffing shortages, it was not possible to work on several planned grant initiatives, 
including direct support workforce expansion and retention strategies or a Virtual 
Resource Center for ADRCs.  

▪ The grant period was originally intended to be spent planning and preparing to allow 
sufficient time to involve all stakeholders in the expansion of Family Care across the 
entire State. However, in January 2005, the Governor directed that the reforms be not 
just planned but implemented in the next 4 years of his administration. As a result, 
grant staff had to make major changes in a short period of time.  

▪ Grant staff were unable to address some challenges effectively, such as implementation 
delays facing the Department’s Medicare Management Information System, which 
prevented the State from implementing technical changes that were required for billing 
and reporting of services by the new managed care organizations. While the new system 
was being readied, the State continued using the system it had used for the past 20 
years for Section (§) 1915(c) waivers.  

▪ Grant staff struggled occasionally to reconcile CMS’s expectations and requirements for 
the Family Care waiver authority with the direction and authority needed to bring about 
systems change on a statewide basis.  

▪ Mentoring new managed LTC organizations regarding managed care business and 
management operations was very challenging, especially in a fee-for-service 
environment in which local governments administer state programs and also fund 
services, and have long exercised authority over expenditures. 

▪ The CMS moratorium on Medicare Special Needs Plan (SNP) application approvals and 
SNP territory expansion prevented expansion of Family Care Partnership in some parts 
of the State.  

Continuing Challenges 

▪ It is exacting to maintain dual administrative structures: one for §1915(c) waivers that 
have not yet been phased out and one for Family Care. 

▪ It is not possible to expand Family Care Partnership in areas that do not already have 
Medicare Special Needs Plans, but the State cannot obtain approval for new SNPs until 
the congressional SNP moratorium is lifted. 

▪ A state budget deficit projected at $5.4 billion is making it difficult to adhere to the 
implementation schedule for expanding Family Care and fulfilling the statewide promise 
of “no waiting lists” for LTC services in the remaining counties in the 2009–2011 
biennium. However, the Family Care expansion is expected to be one of the very few 

1-12 



CSR — Wisconsin 

initiatives to receive new state dollars during the upcoming biennium, and though 
implementation in remaining counties will be slowed, it will proceed. 

Lessons Learned and Recommendations 

▪ CMS should streamline waiver and waiver amendment approvals, and eliminate the 
“reopening” of all aspects of an approved waiver when an amendment request is 
submitted. 

▪ Congress should develop mechanisms by which states may use Medicare savings 
generated by managed LTC programs to fund long-term care services in integrated 
programs. 

Key Products  

Outreach Materials 

A contractor developed a video, Introduction to Aging and Disability Resource Centers, to 
introduce ADRCs to consumers, advocacy organizations, service providers, and other 
stakeholders.  

Educational Materials 

Grant staff developed information in several media to help consumers, families, and health 
professionals to understand LTC options and to make informed choices.  

Reports 

▪ Grant staff developed a report for the State Legislature, SFY 2008 Report on Relocations 
and Diversions from Institutions, describing the 3,000-plus transitions/diversions from 
nursing homes in state fiscal year 2008. 

▪ A contractor developed Evaluation Report to the Centers for Medicare and Medicaid 
Services: Wisconsin Comprehensive Systems Change Grant, describing grant activities 
and outcomes. Available at http://dhs.wisconsin.gov/managedltc/generalinfo/ 
pdf/cscevalrpt.pdf.  
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Section One. Overview 

In 2004, the Centers for Medicare and Medicaid Services (CMS) implemented a new 

component of the Real Choice Systems Change Grants for Community Living program, 

entitled “Integrating Long Term Supports with Affordable Housing” (hereafter, Housing 

grants). Housing grants were awarded to eight states to remove barriers that prevent 

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

the housing arrangement of their choice. The states that received housing grants are listed 

in Exhibit 2-1.  

Exhibit 2-1. FY 2004 Housing Grantees 

Arkansas 

District of Columbia 

Mississippi 

North Carolina 

New Hampshire 

Oregon 

Pennsylvania 

Vermont 

 

Many factors pose formidable challenges to the goal of the CMS Housing grants. Among the 

most important is the inadequate supply of housing that is affordable to individuals with low 

incomes regardless of whether they have a disability. Any housing that is affordable may 

lack accessibility features that would make it feasible for individuals with mobility or sensory 

impairments to live there. Affordable, accessible housing may not be located in a safe area 

or one with accessible public transportation. There may be no way for an individual with a 

disability to find affordable, accessible housing with a vacancy in his or her community. 

Long-term services and supports necessary for independent living may not be available. 

There may be no way for a first-time renter with a disability to afford rent or utility security 

deposits or home furnishings. Public officials at the federal, state, and local level who are 

responsible for affordable housing and long-term supports may not understand one 

another’s language, roles, and responsibilities, as well as the housing and services needs of 

people with disabilities. 

In spite of these and other potential barriers, almost all Grantees made significant progress 

in furthering CMS goals for these grants, much of which was sustained beyond the grant 

period. 

Enduring Systems Improvements 

All Housing Grantees reported success in removing some barriers to housing with services 

for individuals with disabilities that were sustained beyond the grant period. This section 

describes the Grantees’ enduring improvements in six areas as shown in Exhibit 2-2. Each 
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type of improvement will be discussed. These improvements resulted from numerous 

activities and accomplishments—preliminary steps in the systems improvement process—

which are discussed in more detail in the individual state grant summaries in Section Two. 

Exhibit 2-2. Enduring Systems Improvements Made by Housing Grantees 

Improvement AR DC MS NC NH OR PA VT Total 

New funding for affordable housing 
targeted to people with disabilities   

X – – X – X X X 5 

Improved housing accessibility   X – – – – X X – 3 

Increased access to services and supports   – X – X – X – X 4 

New infrastructure to link the housing and 
services sectors 

– – X X X – X – 4 

Policy and regulatory reforms to promote 
community living  

X X X – X X X X 7 

 

New Funding for Affordable Housing Targeted to People with Disabilities 

The biggest problem facing people with disabilities who wish to live in independent housing 

or other residential settings in the community is a lack of affordable, accessible housing 

options. Several Grantees were able to use their grants to leverage additional resources to 

address this problem. 

In North Carolina, collaboration between the Grantee and the state Housing Finance Agency 

(NCHFA) led to implementing and strengthening an existing state program, the Targeting 

Program; since 2004 the program has required developers of Low Income Housing Tax 

Credit (LIHTC) properties to set aside 10 percent of their units for persons with disabilities. 

The Targeting Program had not been implemented prior to the receipt of the Systems 

Change grant because potential developers found it challenging to make apartment units 

affordable to eligible households with SSI-level incomes. A new program, called the Key 

Program, was developed under the grant to provide a bridge subsidy to tenants with 

disabilities who would otherwise not be able to afford the rent in LIHTC properties. The 

subsidy is available until the household is able to obtain a Section 8 Housing Choice 

voucher. 

The success of the Targeting Program in combination with the new Key Program helped to 

encourage the North Carolina state legislature to create the Housing 400 Initiative in 2006, 

appropriating $25.4 million to "increase the supply of independent and supportive living 

apartments for persons with disabilities that are affordable to individuals with SSI-level 

incomes,” and an additional $6.5 million in recurring funds to provide bridge rental 
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assistance. The new bridge subsidy program constitutes the State’s first permanent, state-

funded, rental assistance program. 

The partnership between the Grantee and the NCHFA also helped to influence the use of a 

broad definition of disability to identify populations eligible for the new Housing 400 

program. This strategy proved to be important in building widespread support for the new 

program and eliminating any stigma that might be attached to a particular group that could 

energize opposition in local communities. 

In Pennsylvania, grant staff collaborated with the Pennsylvania Housing Finance Agency 

(PHFA) to change the way loans were awarded for the construction of subsidized housing. A 

new weighting system was established for the review of applications in the 2004 Qualified 

Allocation Plan for Low Income Housing Tax Credits. The new system rewarded developers 

who agreed to set aside 10 percent of their housing units as accessible (meeting 

accessibility standards as defined in the Americans with Disabilities Act), and affordable to 

individuals whose income is at or below 20 percent of the area median income. By the end 

of the grant period, 668 new affordable and accessible units had been funded by PHFA, 

many of which were already rented; others were either on the rental market or were in the 

final construction phase. Some, but not all, of these units have been occupied by individuals 

with disabilities. 

Improved Housing Accessibility 

An accessible home enables individuals with disabilities to perform daily activities as 

independently as possible. For example, individuals who use a wheelchair or a walker may 

require a ramp at the entrance to an apartment building, wider doorways, lower 

countertops, an accessible shower, and grab bars by the toilet. Individuals with a hearing 

impairment may require visual indicators of fire alarm alerts, telephone rings, and door 

bells. Increasingly, accessible housing is also viewed as housing that is based on universal 

design principles so that it can be used by all family members whether or not they have a 

disability. Unless accessible housing is also affordable, it will be out of reach for many 

people with disabilities. 

Several housing Grantees made significant changes to improve their states’ housing 

accessibility requirements. The Arkansas Grantee contracted with Arkansas Rehabilitation 

Services and the University of Arkansas School of Architecture to research and develop 

universal design standards that could be incorporated into the Arkansas Development 

Finance Authority’s annual RFP process. Feedback on the draft standards were obtained 

from stakeholders across the State, and the Finance Authority subsequently adopted the 

standards that required builders who seek financing for new construction to ensure that 7 

percent of their units comply with the new accessibility standards. 
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Collaboration that the Pennsylvania Grantee fostered among the Pennsylvania Housing 

Finance Agency, the Department of Community and Economic Development, the 

Department of Aging, and the Office of Long Term Living helped to create a new mind set 

among state agency staff about the importance of accessible housing for people with 

disabilities. As a result, PHFA’s “Accessible Unit Policy” was established, requiring that 10 

percent of new LIHTC-financed construction meet the State’s accessibility standards and 

that individuals with disabilities who need accessibility features be given preference in 

renting these apartments. 

Increased Access to Services and Supports 

Individuals with significant disabilities cannot move from a facility or group home into their 

own apartment or other less restrictive setting in the community without access to a wide 

range of services and supports, which may not be available. Grantees developed a variety of 

strategies to address this issue. 

In Oregon, experience under the grant highlighted the critical importance of a 

comprehensive range of services and supports in enabling individuals with psychiatric 

disabilities to live in the housing of their choice. As a result, the Addictions and Mental 

Health Division specifically dedicated $1 million biannually of the state-funded Expanding 

Community Living Options program to assist people with psychiatric disabilities, who are 

eligible for Medicaid only in a licensed setting, to move into the their own apartments. These 

state resources can be used very flexibly to cover rent and utility deposits and apartment 

furnishings, as well as for health-related and supportive services. 

Also in Oregon, findings from the grant’s assistive technology (AT) project contributed to 

the decision of the Oregon Housing and Community Services Agency regarding Internet 

access for residents of affordable housing projects. Developers applying to the State for new 

construction loans are required to ensure the availability of a shared Internet connection for 

residents of these projects, including a plug-in-ready connection requirement for common 

areas. Internet connections can be used for remote monitoring, which can increase 

individuals’ sense of security and safety in independent housing. Additionally, the Fairview 

Trust Advisory Committee grant program—created with funds from the sale of the Fairview 

Training Center for people with disabilities—now funds assistive technology devices and 

products that improve an individual's ability to function in their home. 

The District of Columbia is formalizing a new system to assist individuals with a dual 

diagnosis who want to live independently to find affordable housing and receive the 

supportive services they need. Under the grant, a formal process was established for the 

first time to bring staff from both the Department of Mental Health and Department of 

Developmental Disabilities together with the individual with a disability and a representative 

of the foster care system to develop a formal plan to enable successful living in the 

2-4 



Integrating Long-Term Supports with Affordable Housing 

community. A single individual was responsible for coordinating discharge from the 

institution. Through the plan and regular follow-up case conferences, some individuals who 

had lived in institutions for decades were able to make a successful transition to the 

community. Although the pilot program ended when the grant ended, the Department of 

Mental Health was in the process of negotiating an agreement with the Department of 

Developmental Disabilities to work closely on behalf of joint clients. 

New Infrastructure to Link the Housing and Services Sectors 

The world of affordable housing—developers, finance agencies, housing sponsors, and 

providers—is far removed from that of the agencies, providers, and staff responsible for 

financing and delivering home and community-based services. Not surprisingly, in too many 

instances there is little understanding or appreciation of the respective roles that each 

sector must play if people with disabilities are to be able to choose their preferred housing 

arrangement. New incentives and new mechanisms that purposefully connect these two 

worlds are needed and many Grantees tackled this challenge head-on. 

In Pennsylvania, the Affordable Apartment Locator, enhanced under the grant to include 

subsidized housing properties, is being permanently funded by the Pennsylvania Housing 

Finance Agency to provide an effective tool to assist people with long-term service needs to 

have timely access to information on accessible and affordable housing units (available at 

http://pal.phfa.org/default.aspx).  

North Carolina created a new infrastructure to support individuals with disabilities who wish 

to live in LIHTC units set aside for them. To identify individuals with disabilities able to live 

independently with support from a willing service provider, and to refer them to a housing 

provider, 35 local Housing Support Committees (HSCs) were established; HSCs also serve 

as a technical assistance and training resource on housing and services in their community. 

The HSCs have continued their activities since the grant ended, and their infrastructure has 

been streamlined to enhance its efficiency. As a result, a voluntary system based on local 

public and private agencies with varying abilities and management capacity is beginning to 

be transformed into a more coordinated and accountable system. 

In New Hampshire, an MOU was negotiated between the State’s Housing Finance Authority 

and its Department of Health and Human Services (DHHS) regarding the development of 

subsidized housing with long-term supports. The MOU, which will remain in effect for the 

next several years, commits the state housing authority and DHHS to meet on a regular 

basis to consider strategies for increasing the housing with services choices available to 

people with disabilities in the State. 
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Policy and Regulatory Reforms to Promote Community Living 

Several Grantees were successful in planning and implementing policy and regulatory 

reforms to support individuals with disabilities in community living arrangements. For 

example, New Hampshire’s grant activities influenced the State to introduce and enact new 

legislation to expand the array of independent housing options available to people with 

disabilities. Under the new law, an adult family care home with up to two residents is no 

longer required to be licensed as a nursing home or health care facility. 

Mississippi grant staff collaborated with stakeholders across the State to develop a State 

Action Plan recommending specific steps for the State’s long-term services and supports, 

community services, and housing providers to improve access to housing and supports for 

individuals with disabilities. The State Action Plan’s recommendations have become an 

important resource for state legislators and policy officials, some of whom view it as an 

educational tool about the need for both housing and long-term supports as well as a source 

of new ideas and a tool for planning future initiatives. 

As a result of the grant, Vermont's HUD Consolidated Plan for Housing and Community 

Development Programs was amended in June 2006 to add the following new priority: "In 

regions where the 'Housing Needs Assessment' identifies a need for low-income elderly 

housing, elderly housing will be a priority.” The priority designation has led to planning for 

additional senior housing in the State that would not otherwise have occurred. 

Pennsylvania’s Office of Long Term Living and the Pennsylvania Housing Finance Agency 

worked successfully with the State’s 10 county housing authorities to establish a policy that 

gives individuals transitioning from nursing homes a priority for renting publicly subsidized 

apartments. As a result, 572 nursing home residents have moved into affordable, accessible 

housing that they found through the State’s Apartment Locator website. The District of 

Columbia Department of Mental Health also took advantage of collaborative relationships 

developed under the grant with their housing agency to move 20 persons into their own 

apartments—10 young adults with severe mental illness aging out of the foster care system 

and 10 individuals aged 25 through 60 with both mental illness and mental retardation. 

Continuing Challenges 

Housing Grantees overcame many barriers to enable Medicaid-eligible individuals with 

disabilities to live in their own apartments or other community residential arrangements. 

However, most reported that significant challenges remain. 

Inadequate Housing Supply 

Almost all Grantees pointed to a lack of affordable, accessible housing as the most 

formidable continuing obstacle preventing individuals with disabilities from living in the 
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housing of their choice. Two Grantees, who took advantage of the grant to work with their 

state housing finance agency to increase the number of apartment units targeted to people 

with disabilities, were the exception. 

Grantees identified a variety of factors responsible for the continuing shortage of affordable, 

accessible housing, including (1) lack of federal funding, (2) rents in the most prevalent 

form of subsidized housing (LIHTC properties) being too high for individuals with very low 

incomes, (3) long waiting lists for many current units, (4) the high costs of retrofitting older 

buildings to make them accessible, and (5) lengthy and cumbersome application processes 

that are difficult to navigate for individuals with significant disabilities. 

System Fragmentation 

Fragmentation among the many different systems that finance and deliver housing and 

services to individuals with disabilities is also a continuing challenge. Such problems are 

found both in the service systems and between the housing and service sectors. First, 

several Grantees pointed out that at the state and local level, officials responsible for 

housing policy and funding and those responsible for home and community-based services 

were usually isolated from one another, rarely coming into contact. They typically did not 

understand where and how their roles need to intersect to enable people with disabilities to 

live in independent housing. In North Carolina, the Grantee developed an innovative reform 

at the local level, the Housing Support Committee (described above), to address and 

overcome this challenge. 

Second, two Grantees pointed out the fragmentation of the service delivery systems that 

serve individuals with disabilities. One Grantee observed that these service systems tend to 

focus on particular disability groups and differ with respect to funding sources, eligibility 

criteria, and allowable services, which become impediments to the development of effective 

collaboration among service systems. 

Lack of Funding for a Comprehensive Range of Services and Supports 

Several Grantees mentioned a lack of funding for services and supports as a continuing 

obstacle for individuals with disabilities who want to live in their own apartments. For 

example, two Grantees pointed out that it is hard to find funding to help pay the security or 

utility deposit required of renters moving into an apartment for the first time, or to pay for 

furnishing it once they have moved in. New Hampshire grant staff commented that funding 

is lacking to ensure that residents of affordable housing properties have access to services 

coordinators who are available to help them identify service needs and arrange for services 

to be delivered in their homes or a community setting. Many senior housing properties have 

no onsite services coordinators, and others share a part-time services coordinator across 

multiple sites. 
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The Vermont Grantee also identified as a significant service gap the lack of medication 

assistance for residents in unlicensed housing, noting that housing sponsors do not usually 

have the resources to employ an RN to provide this service. The Oregon Grantee 

emphasized that the mechanisms for reimbursing assistive technology under the Medicaid 

waiver and State Plan are inadequate, particularly for individuals with developmental 

disabilities. Although the waiver provides more flexibility for funding assistive technology 

than does the State Plan, the list of AT items that can be reimbursed under the waiver lags 

far behind what is currently available, given the rapid advances in the AT field. 

Lack of Stakeholder Support 

Grant staff in Mississippi commented that nursing home interests continue to dominate the 

State’s political environment. Not enough policy and legislative officials have been convinced 

that the State would be better off reorienting some of its budget to support people with 

disabilities in less restrictive settings. The Arkansas Grantee commented that it remains 

difficult to convince residential care facility owners to convert their facilities (which are 

basically institutional) into assisted living (which provide private living quarters) primarily 

because of the high cost of renovation. Staff from the District of Columbia Mental Health 

Department mentioned that it frequently had been difficult to obtain the support of another 

agency to address the needs of joint clients, until a reorganization resolved the problem.  

Lessons Learned and Recommendations 

The Housing grants enabled Grantees to gain a wealth of experience on what works and 

does not work to effectively implement systems change initiatives aimed at bringing the 

worlds of housing and home and community-based services closer on behalf of individuals 

with disabilities. The lessons they learned are wide ranging and will be valuable to other 

states and stakeholders with similar goals. 

Lessons Learned 

Several Grantees emphasized that systems change is unlikely without forging lasting 

relationships among key stakeholders at the state and local level. One project director 

observed that the success of systems change efforts is in part dependent on the designation 

of staff able to devote the necessary time to building and nurturing such relationships. 

Four Grantees highlighted the importance of developing inclusive planning and 

implementation strategies involving all disability stakeholders. One noted that housing and 

service agencies and providers in the state had not typically worked together, and involving 

key leaders from both sectors at the inception of the grant was perceived as vital to its 

successes. Another pointed out that when the systems change agent lacks the authority to 
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make administrative changes, collaboration with the agencies that have the authority 

facilitates needed changes. 

In Vermont, grant staff commented that housing developers/providers who want to 

successfully develop and operate affordable housing with services must obtain consumer 

input and involve health care, social/supportive services providers, and funding sources 

early in a project’s planning and development; this will ensure that all stakeholders 

understand what will be needed. Establishing formal agreements is also essential to ensure 

long-term cooperation and delivery of these services. 

New Hampshire grant staff emphasized that leadership is required both from the top down 

and the bottom up to bring about systems change. Leadership at the policy/resource level is 

required to both set direction and support systems change activities, while grassroots 

support is needed to engage local stakeholders in the systems change process. Under New 

Hampshire’s grant, a creative strategy was developed to obtain support for systems change 

activities from professional staff in both the housing and services sectors. At the beginning 

of the grant, staff surveyed professional staff from housing and services to identify (1) the 

issues they faced in trying to bring services to the residents of affordable housing, and 

(2) what training they needed to achieve grant goals. At the end of the grant, they asked 

these groups of professionals to identify what difference the grant had made. This strategy 

helped to obtain their buy-in to the project and has helped to sustain it: key elements of the 

training that began under the grant continue today. 

Effective Organizational Structures Are Likely to Vary 

Grantees varied in their approach to organizing and sustaining their systems change 

initiatives, highlighting that each state’s system is unique and a single approach to systems 

change will not work in all instances. North Carolina grant staff observed that managing the 

systems change effort from an umbrella agency that served various populations was an 

important advantage in implementing their housing with services model. Because the 

agency was in a position to represent the needs of a range of people with disabilities, it was 

much more practical for the agency to cement a partnership with the state Housing Finance 

Agency in that housing staff could go to one place to get information and help solve 

problems instead of negotiating with many different agencies.   

Mississippi grant staff offered another view of organizational change, one that perhaps 

reflected the unique aspects of the State’s policy environment. Grant staff commented that 

systems change can occur as effectively from the bottom up as from the top down and that 

a stronger emphasis on working with housing and long-term services and supports 

providers at the local level to provide best practice information and formulate strategies for 

change would have been beneficial to the project. New Hampshire found that the grant’s 

housing coordinator position proved to be an effective mechanism to strengthen the 
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relationships between affordable housing policy makers and providers and their colleagues 

responsible for long-term supports. Pennsylvania also relied on housing coordinators to 

work with local housing authorities and housing managers to support the housing and 

services needs of people with disabilities. 

Competing Interests of Advocates May Need to Be Addressed 

Several Grantees commented that competition among various disability groups for limited 

funding needed to be overcome before effective collaborative strategies could be developed. 

North Carolina overcame this barrier by developing a broad definition of disability for their 

housing with services model, which did not single out a particular disability group (e.g., 

individuals with developmental disabilities or persons with mental illness). This strategy 

proved to be important for building widespread support for its new program and eliminating 

any stigma that might be attached to a particular group that could energize opposition to 

the program in local communities. Other Grantees overcame this challenge by creating 

planning and oversight work groups at the state and local level that were representative of 

the disability and self-advocacy groups in their state.  

To Make Rent Affordable, State Assistance May Need to Supplement Federal 
Housing Subsidies 

The largest federally subsidized housing program, the Low Income Housing Tax Credit 

program, is not affordable to many very low-income individuals with disabilities. Three 

Grantees addressed this problem by creating a bridge subsidy program to help with rent 

until the individual could transition to a HUD Section 8 Housing Choice voucher, although 

these vouchers are in short supply in most states. One Grantee emphasized that without the 

state subsidy, the grant’s goals would have been difficult to achieve. 

“Non-Traditional” Services and Supports Needed for Independent Living 

Four Grantees emphasized the important role of services not typically reimbursed by 

Medicaid in independent housing in helping individuals with significant disabilities to 

successfully live in the community. Supports range from providing funding for rent and 

utility security deposits and home furnishings to teaching individuals budgeting, money 

management, and other life skills, and helping them to locate available housing and 

understand Fair Housing and landlord tenant law. The Vermont Grantee highlighted the 

importance of medication assistance services for seniors and disabled adults living in 

congregate, publicly assisted housing settings, suggesting that it must be viewed as an 

essential service to promote successful aging in place. 

Systems Change More Effective If Built on Existing Programs 

Several Grantees mentioned the importance of building systems change initiatives on 

existing programs. For example, in New Hampshire, grant staff took advantage of an 

existing infrastructure called Elder Wraparound Teams, set up by the State to address low-
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income housing issues. By listening to what team members needed and providing training 

and support, grant staff were successful in getting the teams to add housing with services 

to their portfolio of responsibilities. North Carolina grant staff believed that their success in 

expanding the supply of affordable housing units targeted at people with disabilities was 

considerably enhanced by (1) adding it to an existing affordable housing program under the 

jurisdiction of the state housing finance agency, and (2) incorporating existing services 

delivery networks into its operation. The Pennsylvania Grantee modified and expanded an 

existing program of regional housing coordinators paid for by the State prior to the grant to 

assist individuals needing affordable housing. The housing coordinators also expanded their 

scope of work to help facilitate relationships between local housing authorities, individual 

housing providers, and community services agencies. 

Assistive Technology Important for Independent Living—With Some Caveats 

Two Grantees focused a portion of their grants on initiatives to increase the availability of 

and access to assistive technologies designed to enable people with disabilities to live more 

independently. However, Pennsylvania grant staff commented that although assistive 

technologies can be valuable aides for helping people with disabilities live more 

independently, they are not for everyone. Some people prefer human assistance to 

technology and others feel that some technologies, such as home monitoring, are intrusive 

and an invasion of their privacy. Matching the right people with the right technology and 

devices requires knowledgeable, trained staff. 

Oregon grant staff made a similar observation and also pointed out that the use of assistive 

technology to reduce reliance on personal contact with staff may be a two-edged sword 

(i.e., a potential vehicle for enhancing self-determination and a potential rationale for 

cutting the budget that is necessary to pay for needed services). They further observed that 

if assistive technology is to be effectively integrated into the services delivery system for 

people with disabilities, then case managers, consumers, and providers need to understand 

what is available and how it can be used to promote self-determination and maintain 

independence. Currently, resources are lacking to develop appropriate training curricula and 

materials and to ensure that staff are appropriately trained. 

Recommendations 

Grantees made both general and specific recommendations, many aimed at federal housing 

policy. Recommendations for state policy generally are applicable to all states. 

Federal Housing Policy 

Almost all Grantees had recommendations regarding the financing and operation of federally 

subsidized housing programs. The recommendations reflect an urgent desire for leadership 

and collaboration between the U.S. Departments of Housing and Urban Development and 

Health and Human Services at the federal, regional, and state level to support permanent 
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independent housing with supportive services programs for low-income individuals with 

disabilities. Specific recommendations are listed below. 

▪ Congress should fund the Resident Services Coordinator program at a sufficient level 
to allow all subsidized housing for seniors and people with disabilities to employ an 
onsite services coordinator to help residents identify and obtain needed services in 
the community. 

▪ New or redesigned publicly subsidized housing must include funding for operational 
expenses, a means to make rents affordable to extremely low income households, 
and funding sources for a wide range of services and supports needed by individuals 
with all types of disabilities. 

▪ HUD and DHHS should identify how their respective programs operate, identify 
needed changes, and develop additional opportunities to promote better integration 
of the programs so residents requiring publicly subsidized housing receive the long-
term services and supports they need in the own homes and are not forced to enter 
residential care facilities or nursing homes. 

Federal and State Accessibility Policy 

▪ Publicly financed housing development intended to serve older adults and individuals 
with disabilities should incorporate universal design principles into project design and 
development to ensure that units are fully accessible and adaptable to the changing 
physical needs of the resident population. 

▪ Federal and state policy and regulations that impede the development of affordable, 
accessible housing should be revised. For example, federal housing regulations allow 
space to be reallocated in an existing floor plan to add an accessible downstairs 
bathroom for a mobility-impaired individual, but they do not permit building an 
addition for the same purpose. Though Medicaid waivers can be used to pay for 
many supportive services, they are not flexible enough to allow reimbursement for 
services that are required to teach someone how to locate an accessible, affordable 
apartment and to live independently. Funding is also lacking for people transitioning 
to the community from an institution—and other first-time renters—to purchase 
basic furnishings. 

▪ Federal and state regulation can impede the implementation of timely interventions 
that might enable a person with significant disabilities to avoid transferring from a 
hospital to a nursing home. For example, the approval processes to have home 
modifications made—such as the installation of a ramp—tend to be complex and time 
consuming. 

Assistive Technology 

▪ The role of assistive technology as a cost-effective support to people with disabilities 
needs to be defined in terms of its capacity to enhance quality of life rather than as a 
justification for achieving cost savings or it could do more harm than good. Instead 
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of viewing assistive technology as a means to reduce the amount of human 
assistance provided, it should be viewed as a means to more strategically focusing 
resources in ways that promote autonomy and community integration for people with 
disabilities. 

▪ The Medicaid waiver program as it is now structured is not sufficiently flexible to 
keep up with advances in this field. There is a huge and rapidly changing array of 
new electronic communication and assistive devices coming onto the market, and 
new purposes are being discovered for old technologies. But regulations prevent 
their use (e.g., durable medical equipment regulations do not permit computers for 
augmentative communication to be used for other computing applications). CMS 
should consider the development of a model waiver flexible enough to advance the 
use of the diverse and continuously changing array of assistive technology for people 
with disabilities of all ages and circumstances. 

▪ The distinctions between home modifications, assistive technology, and durable 
medical equipment is increasingly blurred, and CMS regulations need to reflect this 
reality. 

State Policy 

▪ The National Council of State Boards of Nursing should explore the feasibility of 
developing model standards to encourage expansion of medication assistance 
services to older individuals. Such standards could support those states that want to 
allow medication administration by individuals other than RNs, such as licensed 
nursing assistants with special certification in medication administration. This 
approach could expand the availability of affordable medication assistance services in 
both private homes and congregate settings. 

▪ A formal line item should be included in state budgets that can be drawn down to 
provide individuals transitioning into the community with an allowance that enables 
them to set up a household. It is a crucial part of moving people out of institutions to 
become first-time home renters. 

▪ Fragmentation in housing resources could be reduced by creating a Housing Trust 
Fund that pools funding from multiple sources into a dedicated funding source for 
providing affordable, accessible housing. 

Best Practices 

The District of Columbia Grantee made two recommendations regarding the implementation 

of specific practices that could prove valuable in enabling individuals with significant 

disabilities to live in the community: 

▪ Develop the role of a peer counselor—a consumer with mental illness and/or 
developmental disabilities who has already made the transition to community living. 
This person could work with individuals about to be discharged to assist them in the 
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transition to community living (e.g., by helping them to purchase items they need 
and advising them about the least expensive places to shop).  

▪ Designate a discharge team to work with supportive service coordinators and 
provider agencies to ensure that appropriate services are in place at discharge to 
address the potential for aggressive behavior in some clients. Several of the dually 
diagnosed population proved very hard to maintain in supportive housing, despite 
having 24/7 wraparound services. Aggressive behavior led to their being returned to 
an institutional setting for brief periods of stabilization, while planning continued to 
prepare for their return to their apartment in the community.  

 



 

Section Two. Individual Housing Grant Summaries 
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Arkansas 

Primary Purpose and Major Goals 

Although Arkansas’s existing ElderChoices waiver program had included adult foster care as 
a service for several years, prior to the grant the program was not fully developed. Interest 
was low among potential providers because the rates authorized in the existing waiver 
($17.93 per day) fell short of fair compensation for the work entailed. 

The grant’s primary purpose was to provide a range of community housing options for older 
adults and people with disabilities so they could avoid institutionalization. The grant had five 
major goals: (1) to develop a needs and resource analysis for community-based care; (2) to 
create and implement an adult foster care program; (3) to craft a program to create 
assisted living in residential care facilities and determine obstacles to development; (4) to 
develop and implement universal design standards to promote accessible housing 
statewide; and (5) to develop a registry of accessible, affordable housing. 

The grant was awarded to the Department of Human Services, Division of Aging and Adult 
Services (hereafter, the Division). The Division contracted with National Cooperative Bank 
Capitol Impact (NCB), formerly known as the NCB Development Corporation, to provide 
research, analysis, and technical assistance on policy and program infrastructure and to 
develop tools and training programs. The University of Arkansas, School of Architecture, and 
Arkansas Rehabilitation Services, were also contracted to develop universal design 
standards.  

Role of Key Partners 

▪ The grant team established an Affordable Housing with Long-Term Supports (AHLTS) 
Work Group, consisting of consumers, advocates, state agency representatives, and 
housing industry members. The Work Group met regularly throughout the grant period, 
providing input to grant activities and evaluating grant accomplishments. 

▪ The Arkansas Development Finance Authority, which oversees most of the federal funds 
for housing allocated in Arkansas, developed the financing mechanisms needed to 
support affordable housing with long-term supports. 

▪ The Governor’s Task Force on Supportive Housing worked with the grant contractors to 
develop universal design standards.  

▪ The Division of Medical Services—the state Medicaid agency—worked with the Division 
and grant staff to amend the ElderChoices waiver and to develop the regulatory 
framework for adult family homes. 

Major Accomplishments and Outcomes 

▪ NCB Capital Impact conducted a resource and needs analysis to determine county needs 
for home and community-based services, adult foster care, and assisted living. NCB 
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obtained significant work group and stakeholder input, gathered extensive statistical 
information, identified a wide range of county resources, and prepared a final report.  

▪ The Division funded the University of Arkansas’s statewide survey on health and housing 
issues. The survey’s results were used along with the NCB resource and needs analysis 
to develop a 3- and 10-year strategic plan to address county needs. The 3-year strategic 
plan established infrastructure goals to be implemented during the grant period to 
ensure sustainability of grant activities and systems change momentum. The 10-year 
strategic plan includes program and policy work required for sustainable change and an 
implementation road map to be used after the grant period. 

▪ Grant staff, NDC staff, and the AHLTS Work Group researched adult foster care 
regulations in other states and considered various approaches to structuring the new 
option to meet the State’s unique needs, including those of its most rural areas. The 
ElderChoices program administrators prepared and submitted the waiver amendment for 
CMS and handled the promulgation process for the approved revisions.  

▪ NCB developed the framework for provider training materials, and ElderChoices staff 
finalized the training manual and prepared the certification examination and other 
required forms and documents. The certification process entails self-study using the 
provider manual, after which candidates complete a written examination at the Division’s 
office. The required score is 75 percent or higher, and certification is awarded after a 
criminal background check, a drug test, and home inspection. At the end of the grant 
period, the Division hosted a meeting of 10 potential providers, all of whom indicated an 
interest in pursuing certification.  

▪ Arkansas Rehabilitation Services and the University of Arkansas, School of Architecture, 
researched and developed universal design standards that could be incorporated into the 
Arkansas Development Finance Authority’s annual RFP process. A series of forums was 
held throughout the State to solicit feedback on a draft version of the standards. 

▪ A subcommittee was formed consisting of Work Group members and other housing 
stakeholders to design the contents and format of a web-based affordable, accessible 
housing registry. Consumer feedback was solicited using focus groups and surveys to 
provide insight into what information is considered important, as well as what format is 
user friendly. The housing registry is hosted on AR-GetCare, a web-based registry of 
statewide services. The housing registry not only helps consumers locate affordable, 
accessible housing, it also makes apartment managers and developers aware of the 
universal design features that consumers want. 

▪ In addition to the above accomplishments, the grant project enabled the creation of a 
series of tools for practitioners in the housing field and for those interested in providing 
adult foster care services, as well as for consumers. (See Products section.) 

▪ A bill was being prepared for the 87th General Assembly to develop a Housing Trust 
Fund that would enable the Arkansas Development Finance Authority to give additional 
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tax credits to builders that use the universal design standards developed with grant 
funding.  

Enduring Systems Improvements 

▪ Grant staff, NDC staff, and the AHLTS Work Group established an adult foster care 
residential option—the Adult Family Home Program—under the ElderChoices waiver. 
Adult foster care providers may serve up to three individuals. CMS approved the waiver 
amendment on October 1, 2008, and the program was implemented shortly after. The 
amendment provides for an increase in the allowable service rate averaging 
approximately $55 per day, with minimum and maximum rates based on the level of 
services required and stronger certification standards. The program has not yet been 
extensively marketed to potential providers; however, the State is now planning a 
campaign to do so. 

▪ The Arkansas Development Finance Authority adopted the universal design standards 
developed by the Arkansas Rehabilitation Services and the University of Arkansas, 
School of Architecture, in July 2007 and incorporated them into the Authority’s RFP 
process. Builders who want financing for new construction must agree to set aside 7 
percent of their units that comply with the standards. Prior to full implementation, a 1-
year educational phase was funded, during which training and technical assistance was 
provided to home builders and developers.   

Key Challenges 

The Division of Medical Services, which administers the ElderChoices program, handled the 
waiver preparation and promulgation process for the approved revisions. This process took 
longer than anticipated and an original grant goal to develop six model adult family homes 
was not achieved as the State received approval for the amendment just prior to the end of 
the grant period. 

Continuing Challenges 

▪ NCB Capital Impact met with a number of residential care facility owners to discuss the 
benefits of converting their programs to assisted living facilities. However, few showed 
an interest in converting. The chief obstacle to conversion is the high cost of renovating 
residential care facilities, which are basically institutional, to meet requirements of 
assisted living facilities, whose accommodations include private living quarters for 
residents. Other barriers are provider capacity and state regulatory infrastructure.  

▪ Grant partners in public housing, assisted living, and building construction have agreed 
to continue efforts beyond the grant to encourage the development of assisted living 
facilities and will help publicize the availability on the Division’s website of tools 
developed through the grant to assist those who are interested in developing or 
converting to affordable assisted living in the future. 
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Lessons Learned and Recommendations 

▪ Involving key leaders at the inception was vital to the success of the AHLTS Work Group, 
which was ultimately responsible for many of the grant initiatives and for making 
recommendations to improve the manner in which the State addresses the need for 
affordable housing and the provision of long-term supports. Traditionally, housing 
providers and service providers in Arkansas have not worked together, so the Work 
Group members were highly motivated to understand and learn about each other's roles 
in the community. 

▪ Although it is challenging to initiate systems change when grant staff do not have the 
authority to make administrative changes, collaboration with the agencies that have the 
authority facilitates needed changes.  

▪ NCB Capital Impact made the following long-term recommendations to best expand 
affordable assisted living options: (1) create new capital financing programs, 
(2) increase the Medicaid reimbursement rate, (3) create at-risk capital to support pre-
development activities, and (4) develop technical assistance programs for affordable 
assisted living. 

Key Products 

Outreach Materials 

A fact sheet, Adult Family Homes: Before You Become a Provider, provides information 
about becoming an adult family care provider, including general, educational, and financial/ 
staffing requirements, and the oversight role of the Division of Aging and Adult Services. 

Educational Materials 

▪ The Activity Guidebook for Arkansas Assisted Living Facilities helps residential facilities, 
including adult family homes, in assessing and addressing residents’ social needs 
through group and individual activities. 

▪ The University of Arkansas, School of Architecture, created a website that has multiple 
documents to educate professionals and consumers about universal design and to 
provide technical assistance in building designs. The following documents were produced 
through the Housing grant and are available at http://www.studioaid.org.  

– Tutorials: Disability, Housing and Arkansas: Demographics, Economics and Legal 
Issues; What Is Universal Design?; Single-Family Housing Prototypes; Multi-Family 
Housing Prototypes; and Usability Standards.  

– Publications: Disability, Housing and Arkansas: Primer.  

– Prototypes: Single-Family Housing Design Principles for One-Storey and Two-Storey; 
Single-Family Housing Prototypes Matrix; Single-Family Design Examples (for 
Arkansas topographies, soil conditions and level of urbanization as seen in the 
Ouachita, Delta, and Ozark regions). 
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▪ Adult Family Home Participant Manual on Business Development, which contains topics 
such as Advantages and Disadvantages of Home-Based Business, Basic Financial Issues, 
Insurance, Legal Issues, Operations and Staffing, Marketing, as well as templates and 
samples of various necessary or helpful documents. 

Technical Materials 

▪ Assisted Living Architectural Design Manual provides professional recommendations and 
guidance regarding structural details of effective assisted living facilities. 

▪ Business Planning Tool for Assisted Living Facilities and Business Planning Tool for Adult 
Family Home assist the reader in considering critical components of an effective and 
successful service provider.  

▪ Financial Feasibility Analysis Model for Arkansas Assisted Living Facilities and Financial 
Feasibility Analysis Model for Arkansas Adult Family Homes include an Excel workbook 
that produces projected income and expenses and discusses other factors in assessing 
preparedness for operations. 

▪ Various tools were designed to aid the consumer in planning for a move, including 
helpful information for first-time renters (2009 Arkansas HUD Fair Market Rent, Rent 
Calculator, Apartment Search Checklist, Moving Expenses Calculator, Monthly Budget 
Worksheet, Roommate Checklist, Commonly-used Abbreviations and Housing Terms, 
and Links for Consumers and Providers). These are available on the Ar-GetCare website 
at http://www.arhousing.org. 

Reports 

▪ Recommendations for Arkansas 10 Year Strategic Plan identifies four overarching goals 
along with action steps that provide a road map for the Division of Aging and Adult 
Services to develop a more streamlined, coordinated approach to developing affordable 
housing with long-term supports. 

▪ Arkansas Housing with Service Needs and Resources Analysis assesses the relative need 
for affordable housing with supportive services in Arkansas, and compares this need with 
the available resources in Arkansas for low-income senior and disabled populations. 

▪ The grant partly funded the Arkansas Health and Housing Survey 2006: Summary 
Report, which contains summary data from a statewide telephone survey conducted 
during May 2006 by the University of Arkansas. The report provides policy makers, 
housing designers, and health care agencies with information to inform future decision 
making about health services and housing in Arkansas.  
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District of Columbia 

Primary Purpose and Major Goals 

The grant’s primary purpose was to develop and implement policies and procedures to help 
individuals with mental illness to obtain affordable housing and live in the community as 
independently as possible with the appropriate supports. The grant had five major goals: 
(1) to coordinate the processes for accessing supportive services and affordable housing, 
(2) to identify young adults with severe mental illness who are transitioning from foster care 
and are in need of affordable housing options and supportive services, (3) to identify 
individuals with both mental illness and a developmental disability (hereafter, individuals 
with a dual diagnosis) and help them to move into their own housing with supportive 
services, (4) to develop policies and procedures to fund transition costs for individuals 
moving into the community residence of their choice, and (5) to establish policies and 
procedures for home ownership for individuals with a dual diagnosis. 

The grant was awarded to the District of Columbia Department of Mental Health (DMH). 

Role of Key Partners 

▪ The District of Columbia Housing Authority (DCHA) was responsible for expanding 
housing choice vouchers for people with mental illness and helped to streamline the 
application process, making it easier for them to obtain subsidized housing. 

▪ The Department on Developmental Disabilities (DDS) worked collaboratively with DMH 
to ensure that individuals in community housing received all of the services they 
needed—through both the Medicaid waiver and State Plan.  

▪ DMH established a Housing Work Group to bring together agency staff and providers 
serving individuals with a dual diagnosis to work together to further grant goals. The 
work group included representatives from subsidized housing properties, residential 
care, foster care, and other providers of mental health and developmental disabilities 
services. 

Major Accomplishments and Outcomes 

▪ Grant staff in the Department of Mental Health developed a memorandum of agreement 
with the DCHA to improve the capacity and the procedures DCHA uses to approve or 
reject mentally ill/dually diagnosed persons for subsidized housing units. With the 
assistance of DMH staff, individuals referred for housing were tracked from the point of 
referral though the eligibility determination process to the point of moving into an 
apartment. A reporting system was established so that DMH was informed of its clients’ 
status and could intervene if a problem were encountered. The number of designated 
staff responsible for DMH clients was expanded, and DMH trained these staff so they 
understood and could address the needs of the target population. 
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▪ Prior to the grant the District lacked a formal process to address the requirements for 
successfully placing individuals with a dual diagnosis into permanent housing. Under the 
grant such a process was established, bringing together (1) staff from both DMH and 
DDS, (2) the individual with a disability, and (3) a representative of the foster care 
system to develop a formal plan to enable successful community living. A single 
individual was responsible for coordinating discharge from the institution. Through the 
plan and regular follow-up case conferences, everyone who could make a contribution 
worked together toward a common goal. As a result, some people who had lived in 
institutions for decades were able to successfully transition to the community. 

▪ As a result of the new collaborative process, 20 persons—10 young adults with severe 
mental illness who were aging out of the foster care system and 10 individuals aged 25 
through 60 with a dual diagnosis—moved into their own apartments. Grant project staff 
conducted a consumer satisfaction survey of these individuals to evaluate the new 
policies and procedures as well as their experiences with the housing application 
process, housing search, and household item shopping experience. The majority 
expressed satisfaction. 

▪ Project staff developed procedures to fund the transition costs of individuals moving 
from institutions or other restrictive settings into their own apartments. These costs 
included items such as furniture, household goods, and rent and utility security deposits. 
In conjunction with this part of the program, DMH opened an account at a major chain 
store that would accept a purchase order from the Department that allowed individuals 
transitioning to their own housing to shop and choose their household items. 

Enduring Systems Improvements 

▪ The experience obtained through the grant has informed an integrated care model 
targeted at individuals who are ready to leave Saint Elizabeth’s Hospital but need the 
support of both DMH and DDS. The model incorporates approaches that were piloted 
during the grant (i.e., a designated discharge planner; a written plan involving DMH and 
DDS staff, community providers, and the client and his or her advocate; and follow-up 
case conferences to support a successful transition). 

 The District is formalizing a new system to help individuals with a dual diagnosis who 
want to live independently to find affordable housing and receive the supportive services 
they need. Although the pilot program ended when the grant ended, DMH is in the 
process of negotiating an agreement with DDS to work together closely on behalf of joint 
clients.  

▪ The Housing Work Group established for the grant continues to advise DMS on housing 
needs for individuals with mental illness and those with a dual diagnosis. 

Key Challenges 

▪ Initially, DMH had a difficult time establishing a working partnership with the former 
Mental Retardation and Developmental Disabilities Administration. The Department 
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subsequently established an excellent working relationship with its successor agency, 
the new Department of Disability Services.  

▪ Initially, grant staff had trouble identifying individuals with a dual diagnosis and intense 
service needs who would be able to live successfully in the community with appropriate 
supports. The intensity of their service needs seemed to make them unlikely candidates. 
This issue was eventually resolved by creating a planning process and case conferences 
bringing together all the players/providers with the individual. 

▪ It was very difficult to find affordable housing units in safe areas.  

Continuing Challenges 

▪ The lack of available and affordable housing for all low-income populations remains a 
significant challenge. More than 20,000 people are on the waiting list for subsidized 
housing, and finding safe, affordable housing units continues to be problematic. 

▪ Resources to fund transition costs for individuals setting up their own apartment for the 
first time are still scarce. Until funds are available to DMH under the CMS Money Follows 
the Person grant, there will continue to be limited resources to cover individuals’ 
transition costs. 

Lessons Learned and Recommendations 

▪ Partnerships across government agencies and private stakeholders are critical to 
changing the system. 

▪ Some of the dually diagnosed population proved very hard to maintain in supportive 
housing, in spite of 24/7 wraparound services through DDS. Aggressive behavior 
problems led to individuals’ being returned to the institutional setting at Saint Elizabeth’s 
Hospital for brief periods of stabilization while planning continued for their return to their 
apartment. DMH staff believe it is very important for a discharge team to work with 
supportive service coordinators and provider agencies to ensure that appropriate 
services are in place at discharge to address the potential for aggressive behavior. 

▪ Grant staff dropped the goal of trying to qualify their target population under the home 
purchase program operated by the DCHA because the process appeared too lengthy and 
cumbersome to be useful. The target population was much more interested in moving 
out of a group home or institution to a rental apartment than waiting years to qualify for 
a home purchase. 

▪ A peer counselor—an individual with mental illness and/or a developmental disability 
who has made the transition to community living—would have been very helpful to the 
target population. A peer counselor could work with the individual about to be 
discharged from an institution to the community to assist him or her in purchasing 
transitional items and making recommendations about where to shop for household 
items and how much to pay. 
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▪ It is crucial for first-time apartment renters to have a source of funds—a formal line item 
in the budget—to set up a household. 

Key Products 

Outreach Materials 

Grant staff created a program brochure describing the supportive housing program’s goals, 
eligibility requirements, and required documents needed when applying for supportive 
services. 

Educational Materials 

▪ A PowerPoint presentation, Housing Orientation, was developed for consumers receiving 
a rent subsidy from DMH to describe how the rental program worked and consumer 
responsibilities, to illustrate the forms to be submitted when searching for a new unit, 
and to show a listing of vacant units.  

▪ Two video presentations were provided for program participants, Housekeeping Basics 
and How to Be a Good Tenant, to orient them and help them maintain as much 
independence in the community as possible.  

Reports 

A contractor produced a report, Consumer Satisfaction Survey Results, which described the 
survey findings. 
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Mississippi 

Primary Purpose and Major Goals 

The grant’s primary purpose was to develop local infrastructure statewide for ongoing 
coordination and integration of long-term supports and housing. The grant had three major 
goals: (1) to develop a State Action Plan that outlines recommendations for interagency 
coordination of policies, resources, and services that result in the development of 
infrastructure to meet the housing and service needs of individuals with disabilities; (2) to 
field test the State Action Plan through two pilot demonstration projects; and (3) to develop 
and implement program evaluation measures, including a quality of life outcomes-based 
evaluation system, to ensure the effectiveness and efficiency of the project in meeting 
designated goals and objectives. 

The grant was awarded to the University of Southern Mississippi, Institute for Disability 
Studies (IDS). During the second year of the grant period, Hurricane Katrina struck the gulf 
coast, with a tremendous loss of lives and property. In the aftermath, grant goals had to be 
restructured. Instead of the demonstration sites pilot testing recommendations from the 
State Action Plan, groups of stakeholders in each of two regions of the State developed their 
own recommendations for making housing and services more available to their residents. 
The State Action Plan was developed simultaneously.  

Role of Key Partners 

The statewide BRIDGE Action Council was established to guide the development of an 
agenda for systems change. The 52-member Council, comprising housing and long-term 
supports providers, advocates, state agency staff, consumers, and parents, provided 
information and developed recommendations for the State Action Plan and assisted project 
staff with activities to complete and disseminate the document. The Council included the 
following subcommittees: Consumer/Family Affairs, Interagency Coordination, Training and 
Technical Assistance, Needs Assessment, System Performance Review, Public Awareness, 
and Evaluation. When the grant ended, many members of the BRIDGE Action Council 
became members of the Institute for Disability Studies Housing Advisory Council, which 
advises the Institute on housing issues.  

Major Accomplishments and Outcomes  

▪ Project staff provided ongoing training and technical assistance to members of the 
BRIDGE Action Council regarding best practices on affordable and accessible housing, 
long-term support, quality of life issues, transition, self-determination and person-
centered planning, and exemplary models of community housing programs from across 
the United States. Training was especially beneficial in educating housing providers and 
long-term services and supports providers.  

▪ Project staff conducted a focus group and a statewide community forum with 
representatives from each of the State’s five Medicaid regions to obtain consumer input 
about the current system of long-term services and supports and the accessibility and 
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affordability of housing. Recurring themes were the need for more affordable, accessible 
housing, more job opportunities for people with disabilities, improved transportation 
services, and Money Follows the Person funding.  

▪ Project staff worked with the BRIDGE Action Council to develop a State Action Plan 
recommending specific steps that the State’s long-term services and supports, 
community services, and housing providers could take to improve access to housing and 
supports for individuals with disabilities. The Plan’s recommendations have been 
endorsed by the Council.  

 Among the Plan’s 17 recommendations were the following: (1) implement a workable 
Money Follows the Person policy to transition nursing home residents who do not need 
this level of service into the community, (2) formalize the legislature’s Long-term Care 
Technical Advisory Group Task Force as an ongoing entity and expand its focus to 
include housing issues for people with disabilities, (3) create a single point of contact for 
services for people with disabilities and frail elderly persons, (4) convene a statewide 
summit bringing housing and long-term care and community services providers together 
to expand housing with services for people with disabilities of all ages, and (5) develop 
incentives to encourage the State’s institutional providers to expand their business 
portfolio to include the provision of home and community-based services.  

▪ Copies of the resulting State Action Plan report, entitled What Does It Take? Improving 
Housing Choices for Medicaid-Eligible Mississippians Needing Long-Term Care, were 
distributed to the Mississippi legislature during a special session called to address 
Medicaid funding, and to the Governor and Lieutenant Governor and their policy staffs. 
The report was also mailed to key state agency directors, housing agencies, and service 
provider agencies. In addition, a presentation was made at a public hearing for the 
Senate Housing Committee, and one-on-one presentations were made to individual 
legislators and agency officials. The State Action Plan will continue to be used to educate 
policy makers and other stakeholders about the importance of integrating housing and 
long-term services and supports.  

▪ Local action plans were developed in four pilot sites in two of the State’s Medicaid 
regions to identify ways to help housing and services providers to work together to meet 
the needs of seniors and people with disabilities. Housing support coordinators employed 
by IDS worked with the pilot counties. Results of work at the local level included 
developing a resource book for providers and consumers that inventoried available 
housing and services resources in one multicounty area, and the convening of a summit 
of policy makers (legislators, mayors, councilmen, supervisors) in another multicounty 
area to inform them of the status of housing and long-term care services and the 
funding needs for both.   

▪ Prior to the grant’s implementation, the Institute’s Home of Your Own Program (HOYO) 
did not target Medicaid-eligible individuals. During the grant period the Housing Council 
began to appreciate the role that independent housing with supports could play in 
helping to maintain the independence of individuals with disabilities. As a result, 
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Medicaid-eligible individuals were given priority in the HOYO program. Over a 3-year 
period, housing support coordinators worked with 60 Medicaid-eligible individuals, some 
of whom had formerly lived in institutions (and their families), to successfully obtain 
home ownership or permanent housing and stable long-term supports. The use of case 
management services (funded under the grant) with the HOYO model increased the 
availability of long-term services and supports in the community. Working with Medicaid-
eligible individuals with disabilities also helped to inform housing coordinators about 
their services needs and how to meet them. 

▪ An evaluation plan was adopted during the first year of the project, and the project 
director, project coordinator, and evaluation specialist routinely monitored data collected 
for the project. Data collection methods included a survey, personal interviews, 
document analysis, and group assessment. Data sources included Action Council 
members, administrators at state and local agencies, publications, and observation at 
meetings or service encounters. An internal final evaluation was completed at the end of 
the grant period that included the components of input, process, and outcome. The 
outcome evaluation focused on the benefits to the project’s participants. This included 
changes in attitudes, beliefs, and the knowledge base of Action Council members; 
changes in written policies and procedures of state and local agencies providing services 
to families; and changes in recommendations for types and levels of supports. 

Enduring Systems Improvements 

▪ Local stakeholder groups organized under the grant continue to facilitate ongoing 
exchanges between housing and services providers about how to meet the needs of 
seniors and individuals with disabilities. These groups have helped to confirm for at least 
some state legislators the importance of accessible housing with services as a strategy 
for reducing the State’s reliance on Medicaid-reimbursed nursing home care. 

▪ Prior to the implementation of the grant, housing and long-term care providers lived in 
totally separate worlds with little or no interaction. The grant helped to create awareness 
about the importance of working together. For example, housing providers began to 
appreciate the role that services and supports could play in helping them to comply with 
fair housing rules. 

▪ The State Action Plan recommendations have become an important resource for state 
legislators and state policy makers struggling with the competing needs of the State’s 
elderly and disabled populations and budget constraints. The grant has increased 
awareness of many policy makers about the potential of combining housing with services 
for maintaining the independence of people with disabilities and reducing nursing home 
costs. The Plan is now viewed by some legislators as an educational tool about the need 
for both housing and long-term services and supports, as well as a source of new ideas 
and a tool for planning future initiatives.  
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Key Challenges 

▪ Because of the destruction in state agency offices, Hurricane Katrina affected the original 
plans for co-locating housing support coordinators with state Medicaid staff. The 
hurricane also made it impossible to hold regional focus groups and community forums. 
Additionally, with thousands of homes destroyed and long-term services and supports 
systems struggling, Katrina made it difficult to locate housing and long-term services 
and supports in most areas of the State for some time. It also, understandably, 
prevented a focus on many of the project’s goals. 

▪ Because of state revenue shortfalls, there have been contentious Medicaid funding 
battles in the legislature for the past several years. For example, the legislature did not 
pass an appropriation bill for Medicaid during the 2008 session, necessitating a special 
session several months later to pass a bill to keep the Medicaid agency running. 
Mississippi has the highest Medicaid match in the nation and received special funding 
following Katrina; however, the State does not seem to be able to find sufficient revenue 
for the state Medicaid match to expand the array of home and community-based 
services and supports available to seniors and individuals with disabilities. 

Continuing Challenges 

▪ The Mississippi Medicaid agency continues to struggle with moving beyond its heavy 
reliance on institutional services to finance home and community-based services and 
supports to maintain the independence of individuals with disabilities and frail elderly 
persons in their own home and community. Medicaid staff maintain that inadequate 
funding must be used for mandated services (i.e., institutional services). As a result, 
there are never sufficient funds to cover even the limited number of HCBS waiver slots 
authorized by the legislature.  

▪ The State has not adopted a Money Follows the Person policy, although House Bill 528—
passed in the regular 2007 Mississippi legislative session—was presented as a Money 
Follows the Person bill. The bill had a section authorizing the transfer of funds allocated 
for nursing home services for eligible residents to cover services available through the 
State’s five HCBS waivers, but no process was ever defined for how this transfer was to 
be carried out. 

Lessons Learned and Recommendations 

▪ The role of Medicaid in meeting the housing and services needs of people with 
disabilities cannot be overestimated. Medicaid must be involved from the beginning of 
any effort to formulate policies and practice for linking affordable housing and services 
for people with disabilities.  

▪ Systems change can occur as effectively from the bottom up as from the top down. 
Working with housing providers and long-term services and supports providers at the 
local level to provide best practice information and to formulate strategies for change 
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proved to be effective for Project BRIDGE. A stronger emphasis in this area would have 
been beneficial to the project. 

Key Products 

Educational Materials 

Display materials from the State Action Plan report were created for the Association of 
University Centers on Disabilities Annual Conference: a poster session in 2007 and a 
PowerPoint presentation for a concurrent session in 2008.  

Technical Materials  

Several materials were developed for the State Action Plan report but were used separately 
for presentations before the report was published: a table providing a side-by-side 
comparison of Mississippi’s five HCBS waivers; a table comparing the goals and preferences 
of Mississippi’s 55 public housing authorities from their 5-year and annual plans; and a chart 
of sources for affordable, accessible housing in Mississippi. 

Reports 

Project staff produced the 72-page State Action Plan report, What Does It Take? Improving 
Housing Choices for Medicaid-Eligible Mississippians Needing Long-Term Care, and an 
accompanying 8-page executive summary. The report’s recommendations for interagency 
coordination are grouped into three categories—Policies, Programs and Services, and 
Research—but are not listed in terms of priority; that is, all must be implemented to achieve 
the development of infrastructure needed to meet the housing and services needs of 
individuals with disabilities. The report is available on the IDS website at 
http://www.usm.edu/ids/bridge/index.php. 
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New Hampshire 

Primary Purpose and Major Goals 

The grant’s primary purpose was to encourage and foster collaboration and cooperation 
among the State’s affordable housing and long-term care services policy makers and 
providers to help ensure that older adults with disabilities have access to a wide range of 
independent housing choices with long-term supports. The grant had three major goals: 
(1) to improve access to publicly subsidized housing with services for older Medicaid-eligible 
adults with disabilities, especially those with mental illness, dementia, or Alzheimer’s 
disease; (2) to bridge the gap between housing and community-based support providers by 
increasing their communication with one another to promote a seamless system of care; 
and (3) to develop and implement a comprehensive, statewide training and education 
initiative to help affordable housing and supportive services providers increase their 
awareness of one other’s roles and of the resources they can offer to serve the target 
population. 

The grant was awarded to the University of New Hampshire’s Institute on Disability.  

Role of Key Partners 

▪ The New Hampshire Department of Health and Human Services (DHHS), Bureau of 
Elderly and Adult Services, conducted grant activities related to the State’s Elderly and 
Chronically Ill (ECI) Medicaid waiver. In addition, one of the grant-funded housing 
coordinators was located at the Bureau. 

▪ The DHHS Bureau of Behavioral Health, Older Adult Services, facilitated and coordinated 
activities with Community Mental Health Centers and assisted in the development and 
expansion of the state’s Elder Wraparound Teams. 

▪ Granite State Independent Living (GSIL), New Hampshire’s independent living center, 
coordinated resource information and created the online and print version of a resource 
guide to enhance access to available housing and supports for older adults with 
disabilities. 

▪ The New Hampshire Housing Finance Authority (NHHFA) provided information and 
access to housing services and personnel (e.g., Public Housing Authorities, Resident 
Service Coordinators, and private housing organizations), which helped to achieve many 
of the project goals, in particular, the completion of a memorandum of understanding 
(MOU) between NHHFA and DHHS. 

Major Accomplishments and Outcomes 

▪ At the beginning of the grant, staff surveyed mental health case managers, home and 
community-based care case managers, and services coordinators and housing managers 
working with older adults at risk of losing subsidized housing and entering a nursing 
home because of emotional, cognitive, or behavioral issues. The purpose of the survey 
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was to identify risk factors associated with nursing home placement and services needed 
to avoid placement, as well as to identify the training needs of those surveyed. The 
survey found little understanding among housing staff and case managers in community 
services agencies about one another’s roles in assisting the older residents of subsidized 
housing properties. 

▪ As a result of the survey, training needs were identified, training materials developed, 
and 10 statewide and regional trainings were conducted for a total of 894 professional 
housing and community services staff. Training topics included accessing housing and 
community long-term support options; issues related to decision making such as 
capacity and incapacity, guardianship, powers of attorney, and advance directives; and 
effective interventions to help individuals manage their hoarding behaviors so that they 
could continue to live in independent housing. The training has continued beyond the 
grant, paid for by the State, employers, and participants. 

▪ A new position of housing support coordinator was created under the grant to act as the 
liaison between the Institute on Disability, the state offices responsible for housing, 
mental health services, the Medicaid HCBS waiver, and housing and community services 
providers. Although the position was not funded after the grant expired, it was an 
invaluable part of a broader strategy to begin to cement relationships at the state and 
provider level between the areas of housing and long-term supports. The housing 
coordinators were responsible for facilitating the training that housing and community 
services professionals received and for acting as the communication link between these 
groups of providers. 

▪ Eight Elder Wraparound Teams were established prior to the grant in the 10 mental 
health regions of the State, comprising consumers, public and private housing sector 
leaders, service providers, and other community organizations. The basic concept of the 
wraparound approach is grounded in person-centered planning; the team members 
determine with the older person what they want/need in the way of services and 
develop a service plan accordingly.  

 Five additional teams were initiated under the grant and the role of the teams expanded 
and made more uniform. As a result of the grant, each of the teams placed more 
emphasis on meeting the service needs of the senior residents living in subsidized 
housing properties. Grant staff and partners provided 16,848 hours of training and 
technical assistance to help all 13 teams better address issues related to coordinating 
access to both housing and services. 

▪ Granite State Independent Living Center staff developed a housing inventory for the 
GSIL website and a directory of links to housing-related services for older adults and 
adults with disabilities. The inventory is no longer listed on the website because the 
Center lacked the resources to keep it up to date. However, the directory of links to 
state and national housing resources remains. The Center also developed a Senior 
Housing and Long-Term Support Guide in print that was distributed to 250 individuals 
and agencies. 
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▪ Grant staff conducted a survey of Medicaid-funded licensed assisted living facilities in the 
State to evaluate the strengths, weaknesses, capacities, and needs of the residential 
care system. Based on the survey, a guide was developed to help educate and inform 
consumers, case managers, and other aging services professionals about the 
independent housing options available to low-income older adults with disabilities, 
including those who currently reside in licensed assisted living. 

▪ Grant staff identified, through an RFP process, an innovative housing demonstration 
project operated by the Laconia Housing Authority that integrates housing and long-term 
supports. Laconia is a recipient of a HUD/state-funded Congregate Housing Services 
Program grant and operates a licensed Home Health Agency. The key to the model’s 
success is that it enables an aging resident in one of Laconia’s properties who requires 
an intensive level of services not available through the program (e.g., nursing care, 
medication administration) to receive such services through the Medicaid-reimbursed 
home health agency, thus avoiding the need to leave their apartment for another 
subsidized setting or to be transferred to an assisted living facility or nursing home. 

 The Grantee contracted with Laconia to develop a tool kit for replicating the 
demonstration statewide. The tool kit was completed, and at the end of the grant the 
Manchester Housing Authority was developing a similar model with technical support 
from Laconia. The Manchester Housing Authority is now going through the process of 
becoming licensed by the State as a Medicaid home health/home care agency. Ideally, 
congregate housing services programs in other states will also choose to replicate this 
model over the next several years. 

Enduring Systems Improvements 

▪ A memorandum of understanding relating to the coordination/development of subsidized 
housing with long-term supports has been completed between DHHS and NHHFA. The 
MOU, which will remain in effect for the next several years, commits the state housing 
authority and DHHS to meet on a regular basis to consider strategies for increasing the 
housing with services choices available to people with disabilities in the State.  

▪ The expanded Elder Wraparound Teams initiated under the grant continue to operate 
throughout the State, working at the local level to increase seniors’ access to 
community-based services, including those who reside in publicly assisted housing. The 
Teams are well established and self-sustaining. 

▪ Prior to the grant, the Office of Homeless, Housing, and Transportation was managed 
within the Bureau of Behavioral Health. Partly as a result of experience under the grant, 
this office was moved into an umbrella division of the state government that is 
responsible for a wide array of community-based services. The reorganization has 
highlighted the importance of affordable, accessible housing for people with disabilities 
who need long-term services and supports, and increased understanding of the need to 
address both housing and services issues to effectively serve this population.  
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▪ The experience gained under the grant also influenced the State to introduce and enact 
new legislation to expand the array of independent housing options available to people 
with disabilities. The new legislation modifies previous regulations so that an adult family 
care home with up to two residents is no longer required to be licensed as a nursing 
home or health care facility. 

▪ Some elements of the training program created under the grant for community case 
managers and housing staff continue today, such as educating these professionals about 
how to manage the hoarding behaviors of some seniors who live in subsidized housing 
so that they are not evicted, legal issues around decision making and guardianship, and 
risk management strategies. 

Key Challenges 

▪ At the state level, ongoing changes in administration within DHHS slowed project 
implementation. 

▪ Strategies for addressing the needs of seniors for affordable housing with services had 
to accommodate large geographic and resource differences between urban and rural 
areas of the State. In more rural areas, connections between housing and services 
providers were less available and often had to be developed from scratch. One strategy 
grant staff employed to overcome this obstacle was to organize a senior services fair in 
the northern part of the State to introduce housing and services providers to one 
another and to educate consumers about available resources.  

Continuing Challenges 

Inadequate federal and state resources for funding affordable housing continues to be a 
major challenge. 

Lessons Learned and Recommendations 

▪ The housing coordinator position proved to be an effective mechanism for strengthening 
the relationships between affordable housing policy makers and providers and their 
colleagues responsible for long-term supports. 

▪ Obtaining professional staff buy-in to the project was a critical step. At the beginning of 
the grant, staff surveyed professional staff from both the housing and services sectors to 
identify (1) the issues they faced in trying to bring services to the residents of affordable 
housing, and (2) what training they needed to achieve grant goals. At the end of the 
grant they asked these groups of professionals to identify what difference the grant had 
made. This strategy helped to obtain their buy-in to the project and has helped to 
sustain it; key elements of the training that began under the grant continue today. 

▪ It was important to the project’s success not to reinvent the wheel and to build on 
existing state infrastructure. For example, by working with the Elder Wraparound teams 
that preceded the grant, listening to what they needed and supporting them, the team 
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members were then willing to add the housing with services goal to their portfolio of 
responsibilities. 

▪ To bring about systems change, leadership is required both from the top down and the 
bottom up. Leadership at the policy/resource level is important to both set direction and 
support systems change activities, whereas grassroots support is needed to engage local 
stakeholders in the systems change process. In addition, communication between 
leadership at both levels is needed.  

▪ A working agreement between the U.S. Departments of HUD and DHHS that promotes 
the availability of long-term supports in affordable housing and eliminates obstacles to 
doing so would help to provide the national leadership necessary to disseminate 
affordable housing with services models nationwide. 

▪ HUD and DHHS should develop new programs to continue and expand the objectives of 
the Congregate Housing Services Program to enable residents of publicly subsidized 
housing to receive the long-term services and supports they need in their own homes so 
they will not be forced to enter residential care facilities or nursing homes. 

Key Products 

Outreach Materials 

▪ Bookmarks that identify the value of the Elder Wraparound Teams were developed, 
printed, and distributed to provide outreach and to highlight cooperation between 
housing and service providers. 

▪ Granite State Independent Living Center developed a web-based Housing Resource 
Guide consisting of links to housing-related services available to elders and adults with 
chronic disabilities (http://www.gsil.org/resource_guide.php?category_id=13). The focus 
on web links ensures that the directory stays current without inordinate amounts of 
ongoing staff time for updates. GSIL also produced a hard copy version of the resources, 
called Guide of Resources for Seniors and Those that Support Them.  

▪ Grant staff produced a guide to licensed assisted living in New Hampshire that accepted 
Medicaid recipients in the previous fiscal year, providing a profile of services and 
environment for each home.  

Educational Materials 

A legal issues training curriculum (Whose Decision Is It Anyway?) was developed under the 
grant in response to the initial grant survey of housing and service providers. This 
curriculum is updated regularly and continues to be used by housing and community 
services staff. Other training materials on risk management and the dignity of risk, and how 
to work with individuals who hoard were produced by grant staff and disseminated in print, 
DVD, and other formats. 
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Technical Materials 

▪ The Laconia Housing Authority developed a tool kit describing the step-by-step process 
for replicating its innovative housing with supports program. The tool kit is available at 
http://www.cms.hhs.gov/PromisingPractices/Downloads/nhlaconia.pdf. 

▪ Grant staff produced the System of Care Operations Manual (Elder Wraparound Team 
manual) to assist in the development of local groups to increase collaboration among 
housing and long-term services and supports providers. The manual’s topics include core 
values, guiding principles, partnerships, governance and accountabilities, policy and 
procedures, and evaluation and outcomes. 

Reports 

▪ The NH Dartmouth Psychiatric Research Center produced an evaluation report, 
Integrating Long Term Supports and Affordable Housing: The Home Care Connections 
Project, which outlines the grant activities carried out, barriers encountered, outcomes 
achieved, and lessons learned during the implementation of the project. 

▪ Grant staff produced The New Hampshire Home Care Connections Project: Results of the 
Needs Survey at Baseline, Summer 2005, which includes the reviews of professionals 
working with those at risk of losing their subsidized housing and entering a nursing 
home because of emotional, cognitive, or behavioral issues. The report is available at 
http://www.hcbs.org/moreInfo.php/doc/1501. 
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North Carolina 

Primary Purpose and Major Goals 

The grant’s primary purpose was to expand the supply of affordable, accessible housing and 
maximize access to available community services and long-term supports for extremely low-
income individuals with disabilities (below 30 percent of Area Median Income) and elderly 
SSI recipients. The grant had three major goals: (1) to strengthen/build mechanisms at the 
state and local level to improve communication and collaboration between the affordable 
housing and the community services sectors; (2) to implement a demonstration rental 
subsidy program linked to the community services system for people with disabilities; and 
(3) to increase knowledge about affordable housing among consumers, advocates, and local 
human services agencies. 

The grant was awarded to the North Carolina Department of Health and Human Services 
(DHHS).  

Role of Key Partners 

▪ DHHS partnered with the North Carolina Housing Finance Agency (NCHFA). The grant 
enabled NCHFA and DHHS to work together to plan and put into operation mechanisms 
to (1) create awareness among housing and services providers and people with 
disabilities about the availability of the rental subsidy program and how it works, 
(2) create a system to refer potential residents with disabilities to housing providers with 
available units, and (3) facilitate a process among community services providers to 
ensure that tenants have access to the services and supports they need to be successful 
in their housing.  

▪ The North Carolina Justice and Community Development Center participated in the 
development and updates of a Fair Housing and Reasonable Accommodation guide, and 
developed and provided the first round of fair housing/reasonable accommodation 
training to stakeholders. Local Legal Aid attorneys provided subsequent trainings. 

▪ The North Carolina Housing Coalition was contracted to develop an affordable housing 
primer and organize 10 regional trainings on fair housing and reasonable 
accommodations.  

▪ The Center for Urban and Regional Studies at the University of North Carolina (UNC) at 
Chapel Hill evaluated the grant’s activities and assessed the relative cost of Medicaid 
services pre- and post-tenancy. 

Major Accomplishments and Outcomes 

▪ Under a Targeting Program established prior to the receipt of the grant, developers 
seeking bonus points in the competitive process of obtaining housing tax credits had 
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found it challenging to develop apartment units affordable for eligible households with 
incomes at SSI levels.2 In collaboration with the housing agency, grant staff planned and 
implemented a rent subsidy demonstration program, called the Key Program, which 
assisted extremely low-income residents with disabilities with their rent until they were 
able to obtain Section 8 Housing Choice vouchers. During the grant period, 1,775 units 
of high-quality rental housing for extremely low-income persons with disabilities were 
subsidized. The Key Program subsidized the tenant’s rent in these units at an average 
per unit cost of $221 a month. 

▪ Grant staff established 35 local Housing Support Committees (HSCs) covering the 
majority of state counties, made up of representatives across the service delivery 
system, including Area Agencies on Aging; Regional Centers for Independent Living; 
mental health, developmental disability, and aging services providers; and local 
homeless service providers. HSC members with the capacity to provide long-term 
supports identified individuals with disabilities and referred them to a Low Income 
Housing Tax Credit (LIHTC) property in the area with set-aside units. In addition to 
making referrals, the HSCs served as a technical assistance and training resource on 
housing and services in their community. 

 Each property with targeted units has a volunteer local lead agency that represents the 
community services providers in discussion with housing providers. Under the grant, the 
lead agency collected referrals from the referring agencies and passed them on to the 
property. Once the individual with a disability became a resident of the LIHTC property, 
property management contacted the local lead agency if any issues related to tenancy 
arose with the resident. The lead agency in turn contacted the resident’s referral agency 
to provide assistance. This process helped to protect the resident’s confidentiality and 
provided the housing management with a single point of contact for services issues.  

▪ To expand housing expertise among consumers, advocates, and local human services 
agencies, grant staff completed Housing Resource Guides for all of the State’s 100 
counties and turned the guides over to the North Carolina Housing Coalition for web-
based dissemination. The Coalition was also contracted to develop a North Carolina–
specific Affordable Housing Primer geared toward consumers, self-advocates, and 
services providers.  

▪ Over the course of the grant, considerable effort was made to address the lack of 
understanding of the Fair Housing protections afforded to persons with disabilities. Many 
consumers and service providers are unfamiliar with the concepts of reasonable 

                                          
 
2 The Targeting Program provides affordable integrated housing choices for persons with disabilities 

who likely need assistance in obtaining housing and as well as supportive services to remain in the 
housing. Access to the targeted units is by referral from participating human service agencies that 
have the capacity to provide ongoing services to the targeted unit tenant. Referring agencies 
decide whether the persons they are considering for referral can live independently with access to 
the services and supports that can be provided by the referral agency or arranged on their behalf. 
Referring agencies also verify that the individuals being referred are on the local wait list for 
housing choice vouchers. 
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accommodations and reasonable modifications and how to request them, and many 
housing providers have limited experience in responding to these requests. Now that 
expanded staff capacity has enabled DHHS to handle the tracking, referral, and leasing 
process, it will be possible to provide case-specific technical assistance, particularly at 
the point when property managers screen potential tenants. Working with the state 
housing finance agency to increase understanding of Fair Housing rights and 
responsibilities among all the partners will be an ongoing activity.  

 Grant partners updated a Fair Housing and Reasonable Accommodations Guide targeted 
to persons with disabilities and to supportive services and housing providers. The North 
Carolina Justice and Community Development Center developed a training curriculum on 
the same topics as well as on North Carolina landlord-tenant law. Regional trainings 
were conducted on these topics. Training was also provided to the local HSCs on 
Medicaid eligibility and services to ensure that qualified households have access to 
health care assistance. 

▪ The Center for Urban and Regional Studies at UNC Chapel Hill Targeting Program 
evaluation found that both residents and service providers considered the housing to be 
of good quality and that its affordability was positively associated with a reduction in 
residents’ stress. In addition, an analysis of Medicaid data suggested that Medicaid 
beneficiaries who resided in the set-aside units were less likely to need emergency 
assistance, and when they needed medical attention they were much more likely to 
receive it in their home or in a provider’s office than before they moved into the unit. 

Enduring Systems Improvements 

▪ The 35 local Housing Support Committees established under the grant are continuing 
their work with some changes in their operations based on experience gained under the 
grant. For example, referrals now come from referral agencies within the HSCs directly 
to DHSS staff rather than to the local lead agency. DHHS staff act as a liaison between 
property management and the referral agency in the leasing of units. Staff make no 
judgment about the appropriateness of the referral but handle the logistics and paper 
work, which, with the growth of the program, had become burdensome for the volunteer 
local lead agencies. 

 In turn, this permits the lead agency to better concentrate on ensuring that tenants 
have the services they need. This change also permits the DHHS housing staff to track 
how long it takes for the individual with a disability to obtain a unit, to determine why 
some people are turned down, and gain a better understanding of the program’s quality 
and efficiency. Referral agencies now also go through an application and training process 
to become “approved referral agencies” by demonstrating their capacity and 
commitment to provide services to the tenants over time. In combination, these changes 
are beginning to transform a voluntary system based on local public and private 
agencies with varying abilities and management capacity to a more coordinated and 
accountable system. 



FY 2004 Grantees: Final Report 

 At the beginning of the grant, DHHS had one permanent full-time professional at the 
Department level devoted to addressing housing issues for people with disabilities. As a 
result of the experience gained under the grant and the increase in housing activity, the 
State now funds seven full-time positions. 

▪ In July 2006, the state legislature created the Housing 400 Initiative to "increase the 
supply of independent and supportive living apartments for persons with disabilities" 
that are affordable to individuals with SSI-level incomes. By adopting the broad 
definition of disability that was used under the grant, the Housing 400 initiative was able 
to attract broad political support from policy makers and stakeholders. 

 Since 2006, the legislature has appropriated $25.4 million in nonrecurring funds to the 
State’s Housing Trust Fund for the development of rental housing and $6.5 million in 
recurring funds to DHHS to provide bridge rental assistance through the Key Program 
established under the grant. Key Program policies and procedures have been 
incorporated into the NCHFA's compliance training curriculum for managers of LIHTC 
properties. The Key Program is the State’s first permanent, state-funded, rental 
assistance program. 

Key Challenges 

A major challenge in implementing the North Carolina housing with access to services model 
and developing local Housing Support Committees was the fragmentation of the many 
different systems that finance and deliver services to individuals with disabilities. These 
systems tend to focus on particular disability groups and differ with respect to funding 
sources, eligibility criteria, and allowable services. It was challenging for grant staff to 
coordinate activities across these various systems. 

Lessons Learned and Recommendations 

▪ Although it was challenging to implement, an inclusive strategy involving all disability 
stakeholders proved to be a more effective long-range strategy for bringing about 
systems change than dealing individually with particular disability groups and the service 
systems that have traditionally served them. 

▪ The partnership between the NCHFA and DHHS led to the use of a broad definition of 
disability to identify populations eligible for the new Housing 400 initiative. This strategy 
proved to be important for building broad support for the new program and eliminating 
any stigma that might be attached to a particular group (e.g., individuals with serious 
mental illness) that could energize opposition to the program in local communities. The 
local lead agency role (one agency that represents the community of service providers in 
dealing with property management) was designed to both protect client confidentiality 
(i.e., the nature of a person’s disability) and provide property management with a single 
point of contact for issues that may arise with tenants in the Targeting Program.  

▪ The grant was managed from the Department of Health and Human Services, an 
umbrella agency for multiple Divisions that serve various disability populations. As such, 
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the agency is in a position to represent the needs of a broad range of people with 
disabilities, which enabled the cementing of a partnership with the State’s Housing 
Finance Agency. Instead of having to deal with many different agencies representing 
multiple and competing disability constituencies, NCHFA staff needed to deal with only 
one agency to get information and help in solving problems. Both DHHS and NCHFA staff 
perceived this organizational structure to be an advantage in implementing the North 
Carolina affordable housing with services model. 

▪ Designing the Key Program as a ‘‘bridge subsidy” (i.e., providing assistance with rent 
until the household could transition to a Section 8 voucher) was also important to the 
program’s success. It demonstrated that the state rental subsidy was designed to be a 
temporary funding source until a federal rent subsidy could be obtained. It also offered 
residents an incentive to make the transition to Section 8 where possible, because the 
resident pays a higher amount of his or her income toward rent under the Key Program 
than under Section 8. However, as elsewhere in the country, Section 8 vouchers are so 
limited that the number of recipients of the Key Program subsidies who have 
transitioned to Section 8 has been limited. 

▪ The success of the housing with services model was considerably enhanced by 
(1) adding it to an existing affordable housing program under the jurisdiction of the 
state housing agency, and (2) incorporating existing service delivery networks in its 
operation. 

▪ At the federal, regional, and state level, the U.S. Departments of Housing and Urban 
Development and Health and Human Services need to work together to design and 
implement permanent independent housing with supportive services programs for low-
income individuals with disabilities. To be effective, new or redesigned programs must 
include operating assistance, methods to make rents affordable to extremely low-income 
households, and funding sources that, in addition to providing needed health and 
behavioral health care, can provide flexible housing support services across populations. 
For many low-income populations, including persons with disabilities, housing support 
services such as budgeting and money management, life skills, and knowledgeable 
assistance in obtaining housing help, understanding Fair Housing and landlord tenant 
law, are needed to support successful community living. 

Key Products 

Outreach Materials 

The grant partners developed a single-page handout on the Targeting Program to invite 
community services providers to become approved referral agencies. 

Educational Materials 

▪ The North Carolina Housing Coalition produced the Affordable Housing Primer to provide 
basic information and resources to inform persons with disabilities, their advocates, 
families, and service providers about affordable housing. The document is available at 
http://www.nchousing.org/affordable-housing-primer. 
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▪ Fair Housing for Tenants with Disabilities: Understanding Reasonable Accommodations 
and Reasonable Modifications is an update of a previous guide to address issues involved 
in making reasonable accommodations for tenants and applicants with mental illness or 
substance abuse problems. This update widens the Guide’s original scope by making it 
applicable to tenants with all types of disabilities, and includes a new section on 
reasonable modifications as well as references to relevant court decisions that have 
helped refine the meaning and scope of reasonable accommodations and reasonable 
modifications over the past 10 years. The guide is available on the NCHFA website at 
http://www.nchfa.com/forms/index.aspx under the Rental Developers, Owners and 
Managers Section, Reasonable Accommodation. 

Technical Materials 

Grant staff and partners developed several materials, including  

▪ Targeting Plan and Key Program Operating Assistance: Basic Procedures and 
Requirements, which is available, along with forms and resources for property managers 
at http://www.nchfa.com/Rental/Mforms.aspx. 

▪ The Targeting Program Referral Packet, which includes everything needed to make a 
referral, such as instructions and referral forms. 

▪ A web-based database designed and maintained by DHHS housing staff to track 
property-specific information on referrals, applicant/tenant information, move-ins, and 
move-outs.  

Reports 

▪ The Center for Regional and Urban Studies at the University of North Carolina, Chapel 
Hill, produced the Real Choice Systems Change Grant Program Evaluation, which 
examines the activities conducted under the Housing grant to implement the Targeting 
Program to determine the extent to which the program has accomplished its objectives. 

▪ A final report to the North Carolina General Assembly, Plan for the Efficient and Effective 
Use of State Resources in the Financing and Development of Independent Supportive 
Housing for Persons with Disabilities was submitted in March 2009.  
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Oregon 

Primary Purpose and Major Goals 

The grant’s primary purposes were to enhance the integration of assistive technology (AT) 
with affordable housing and supports for low-income seniors and people with disabilities, 
and to increase access to supportive housing for people with psychiatric disabilities (i.e., 
housing arrangements of their choice that incorporate supportive services that enable them 
to live successfully in independent settings). The grant had three major goals: (1) to 
explore ways to make assistive technology a more meaningful part of service delivery and 
of the development of affordable housing for Medicaid-eligible older adults and people with 
disabilities, (2) to streamline and improve payment mechanisms for mental health service 
providers to enable people with psychiatric disabilities to live in the housing of their choice, 
and (3) to educate community mental health service providers and affordable housing 
developers about the resources each can draw on to help people with psychiatric disabilities 
to live as independently as possible. 

The grant was awarded to the Department of Human Services (DHS), the single state 
Medicaid agency, and was a collaborative effort between two DHS offices: the Addictions 
and Mental Health Division (AMHD), and Seniors and People with Disabilities (SPD). Major 
portions of the project were subcontracted to private nonprofit entities, including housing 
development organizations and AT firms. 

Role of Key Partners 

▪ The Oregon Housing and Community Services (OHCS) department participated 
extensively in grant activities associated with the AT goal. 

▪ The project required collaboration among SPD, AMHD, OHCS, and a variety of public and 
private providers, including the U.S. Department of Housing and Urban Development 
and the U.S. Department of Agriculture, community mental health programs, public 
housing authorities, provider organizations, private industry, and nonprofit groups. All of 
these entities were full partners in grant implementation. 

▪ The grant’s 82-member Stakeholder Coordinating Council—comprising 14 people with 
disabilities, 9 consumer advocates, and representatives from the agencies listed above—
served as the primary vehicle for consumer involvement in planning, implementation, 
and evaluation activities. The Council included three subcommittees: Service Reform, 
Assistive Technology, and Technology Specialist. 

▪ Families United for Independent Living offered its residential complex as a grant 
demonstration site to provide assistive technology in individual apartments, and served 
as the liaison between the tenants and grant staff to explain the benefits of the 
technology and to allay any fear or confusion among tenants. 
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▪ Living Opportunities, Inc., of Medford, Oregon, provided support for demonstration 
activities, including deployment of remote caregiving technology. It also participated in 
one of the project’s AT exposition events. 

▪ Marion County Housing provided a demonstration site at one of its senior living sites in 
Woodburn, Oregon. 

▪ Seven community mental health providers across Oregon acted as demonstration sites 
to test billing, coding, and documentation strategies. 

Major Accomplishments and Outcomes 

▪ Grant staff and consultants reviewed statutes, administrative rules, licensing 
requirements, and other policies to identify systemic barriers to the increased use of 
assistive technology in affordable housing. They also reviewed available housing-related 
assistive technology and identified potential resources for AT funding. In addition, they 
conducted (1) focus groups and needs assessment surveys with consumers, providers, 
and family members; (2) focus groups with designers, developers, and managers of 
affordable housing; and (3) 18 key informant interviews with self-advocates, housing 
and technology policy makers, and agency administrators in Community Housing, 
Human Services, and Technology. 

 The resulting report from all these activities, A Blueprint for Systems Change, presents 
recommendations addressing specific changes in policy and service delivery that are 
needed to increase the use of technology to support low-income seniors and persons 
with disabilities in affordable housing. 

▪ Grant staff and contractors developed six demonstration sites throughout Oregon to 
extend the use of technology into various residential settings, ranging from supported 
living and independent living settings for people with disabilities to low-income senior 
living developments. The demonstrations provided an essential proving ground for the 
recommendations contained in A Blueprint for Systems Change and offered insight into 
areas for future development. Residents in the demonstration sites were given training, 
computers, software, and a selection of assistive devices based on their individual needs 
and preferences (e.g., portable grab bars; remote control devices to operate lighting, 
heating, and kitchen appliances; and health monitoring systems). 

▪ A grant contractor developed the project website (http://www.technologyfor 
housing.org), which provided access to information about assistive technology and 
project activities. The website is transitioning from a project-based resource to an 
ongoing consumer and stakeholder information resource on assistive technology and 
environmental modification. 

▪ Grant staff and consultants conducted more than 20 trainings, both in Oregon and 
nationally, to increase awareness of the potential of assistive technology to help seniors 
and people with disabilities in low-income housing to live independently. They also made 
presentations at the CMS-sponsored conference for Systems Change Grantees in 2007 
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and to the National Association of State Directors of Developmental Disability Services 
and others. 

▪ Grant staff collaborated with the State’s Money Follows the Person (MFP) grant staff to 
develop a technical assistance model to apply what has been learned from the grant 
about AT assessment, assistive technology, and environmental modifications to benefit 
individuals transitioning from nursing homes to the community. A pilot project targeted 
at individuals with dementia has been initiated in Portland. MFP staff are now 
considering whether to implement the model on a wider scale. 

▪ Grant outreach activities have increased awareness among service providers, case 
managers, consumers, and families—as well as the national leadership of disability 
services agencies in other states and at the federal level—of the key role that assistive 
technology can play in enabling independent community living. 

▪ A Resource Manual was prepared with grant support to assist both community mental 
health providers and affordable housing sponsors/developers in supporting individuals 
with serious mental illness to live in supportive housing. The Resource Manual was based 
on an analysis of affordable housing programs, available community services and 
supports, and best practices that enable people with psychiatric disabilities to live 
independently. The manual included information on developing and obtaining affordable 
housing and needed resources, including how individuals on fixed incomes can obtain 
funding to furnish their apartments, obtain subsidies for utilities and rent deposits, and 
arrange transportation. The manual was disseminated to community mental health 
providers, consumer advocates, and affordable housing developers. 

▪ Confusion about coding, billing, and documenting supportive housing services was 
identified as a major barrier to supporting people with psychiatric disabilities in 
affordable housing. To address this barrier, grant staff developed informational materials 
and training for providers that explains how Oregon uses the Medicaid program to fund 
mental health services. 

 Grant staff also identified other reimbursement issues that were significant barriers to 
the willingness and capacity of community mental health providers to deliver services 
and supports to individuals with psychiatric disabilities living in community housing. In 
particular, Oregon Administrative Rules for reimbursing supportive housing services—
such as case management, skills training, crisis intervention, eviction prevention, 
symptom management, medication management, and others that enable people with 
serious mental illness to live in their own apartments—were confusing to community 
mental health providers. 

 Audits conducted by Medicaid penalized these providers for their failure to follow 
appropriate billing, coding, and documentation requirements, creating a major 
disincentive to serve people with psychiatric disabilities outside of licensed settings. 
Grant staff worked with the Oregon Administrative Rules Revision Committee to revise 
confusing and conflicting rules, collaborated with AMHD Medicaid staff to address service 
coding issues, and developed documentation guidelines for obtaining reimbursement. 
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▪ Grant staff provided technical assistance to and implemented demonstrations at seven 
community health centers around the State to test and refine the newly developed 
coding, documentation, and billing procedures. Based on experience gained under the 
demonstration, two of the test sites—which previously provided services only to 
residents who lived in housing properties owned or managed by community mental 
health providers—began serving people with psychiatric disabilities living in affordable 
community housing. 

Enduring Systems Improvements 

▪ The grant’s AT initiative was instrumental in bringing about several changes: 

– The Oregon Individual Service Plan (ISP) form for adults with developmental 
disabilities and/or physical disabilities was revised to include an assessment of the 
need for assistive technology. Although this change has not yet been added into the 
publicly available Oregon Administrative Rules, it has been integrated on a practical 
level through inclusion in the recommended template for conducting ISP meetings. 

– The Fairview Trust Advisory Committee grant program now funds AT devices and 
products that improve an individual's ability to function in their home. (The Fairview 
Trust Advisory Committee was created for housing people with disabilities after the 
sale of the Fairview Training Center and is funded through a capital fund created 
through the proceeds of that sale.) 

– The grant project’s finding that remote monitoring/caregiving and smart home 
technology improves consumers' sense of safety and security in independent housing 
contributed to the decision of the Oregon Housing and Community Services Agency 
to require developers applying to the State for new construction loans to ensure the 
availability of a shared Internet connection for residents of all affordable housing 
projects, including a plug-in ready connection requirement for common areas. 

▪ Oregon legislation requires 75 percent of mental health and addiction services 
reimbursed by the State to be evidenced-based. In response to this requirement, grant 
staff conducted a review of the relevant research and submitted to the Addictions and 
Mental Health Division a list of evidenced-based models and services that have proven 
effective for enabling people with psychiatric disabilities to live in their chosen 
community setting. Based on this research, the Addictions and Mental Health Division 
accepted Supported Housing for people with psychiatric disabilities as an evidence-based 
practice (EBP) and added it to their list of approved EBPs. This has created a new 
incentive for community mental health providers to provide supported housing services 
to individuals with severe mental illness who wish to live in their own apartments. 

▪ Experience under the grant highlighted the critical importance of supportive housing 
services in enabling individuals with psychiatric disabilities to live in the community 
housing of their choice. As a result, the Addictions and Mental Health Division specifically 
targeted $1 million biannually for the Expanding Community Living Options program—a 
state funded program—to help people with psychiatric disabilities who are only eligible 
for Medicaid in a licensed setting to move into their own apartments. These state funds 
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can be used very flexibly to cover rent and utility deposits and apartment furnishings, as 
well as health-related and supportive services. 

 Also, Oregon DHS awarded more than $13 million under the Expanding Community 
Living Options program to organizations to develop affordable housing for 307 persons 
with mental illness, ranging from young adults and homeless persons to people ready for 
discharge from state psychiatric hospitals. By the end of the grant, projects in 15 
counties had been funded. 

Key Challenges 

▪ Handling the operational logistics of model demonstrations was challenging, particularly 
as some were located at sites that were a long distance from where grant staff worked. 
To address this problem, grant staff and partners decided to restrict the most intensive 
model demonstration activities to the western section of Oregon, where most of the 
State’s population lives. 

▪ Because of the innovative nature of assistive technology and its rapid rate of change, it 
was difficult to find technical personnel with the expertise to support the demonstration 
sites and to identify ongoing means of technical support for participants when the grant 
ended. 

▪ Housing developers and mental health service providers found it very challenging to 
understand each other’s field, particularly given the amount of jargon common in both 
the sectors. The Resource Manual developed under the grant helped to overcome this 
challenge by providing information in understandable language. 

Continuing Challenges 

▪ The mechanisms for Medicaid reimbursement of assistive technology under the waiver 
and the State Plan are inadequate, particularly for individuals with developmental 
disabilities. Though the waiver provides more flexibility for funding assistive technology 
than does the State Plan, the list of AT items which can be reimbursed under the waiver 
lag far behind what is available. In addition, individual service plans are not funded at a 
high enough level to cover both the staffing costs associated with a group home and the 
costs of assistive technology and devices. 

▪ Limited funding to pay for AT technical support, combined with the present economic 
downturn, have made it difficult to implement many of the systems change 
recommendations, such as increasing the availability of computers or expanding training 
resources. 

Lessons Learned and Recommendations 

▪ Assistive technology is potentially a cost-effective way to enhance self-determination, 
independence, and quality of life. However, some technologies raise issues about privacy 
and control. For example, video monitoring and sensor devices can transmit personal 
information about health and behaviors to health providers, case managers, property 
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managers, or families should a resident fall, leave the stove on, or fail to take prescribed 
medications in an appropriate manner. Assistive technology also has the potential for 
reducing the amount of control the resident has over his or her life. Because some 
individuals may not be comfortable with such monitoring, privacy issues need to be 
addressed openly and clearly. 

▪ The use of assistive technology to reduce reliance on human assistance needs to be 
thoughtfully considered. Though remote monitoring of the health and well-being of 
individuals with significant disabilities is a potential vehicle for increasing self-
determination, it also provides a potential rationale for cutting the budget allocated to 
pay for services. Assistive technology’s role as a cost effective support to people with 
disabilities needs to be defined in terms of its capacity to enhance quality of life rather 
than as a justification for achieving cost savings or it could do more harm than good. 
Instead of viewing assistive technology as a means to reduce the amount of direct care 
staff needed, it should be viewed as a means to more strategically focus that resource in 
ways that promote autonomy and community integration. 

▪ Based on the demonstration project’s findings, it is clear that technology can enhance 
independence and the quality of life for older adults and people with disabilities, but 
demonstration, outreach, and education activities are essential so that they know it is 
available and request it. Grant staff consistently found that consumers, family members, 
public agency personnel, and providers were largely unaware of the range of low to high 
technology products that are available to enhance health, safety, and quality of life. 
Once awareness of the range of possibilities was increased through project efforts, it 
often created momentum to connect consumers with technology that extended well 
beyond project activities, and also influenced the design of subsequent housing and 
services by providers and developers who participated in outreach and education efforts. 

▪ If assistive technology is to be effectively integrated into the services delivery system for 
people with disabilities, case managers, consumers, and providers need to understand 
what is available and how it can be used to promote self-determination and maintain 
independence. However, resources are lacking to develop appropriate training curricula 
and materials and to ensure that provider staff are appropriately trained. 

▪ The Medicaid waiver program as it is now structured is not flexible enough to keep up 
with advances in assistive technology; for example, durable medical equipment 
regulations do not permit computers for augmentative communication to be used for 
other computing applications. CMS should consider the development of a model waiver 
flexible enough to promote the use of the diverse and rapidly changing array of assistive 
technology for people with disabilities of all ages and circumstances. 

▪ State Mental Health Authorities need to be clear and concise about Medicaid rules and 
regulations that must be followed for the provision of services to people with psychiatric 
disabilities. In response to a lack of clear and concise rules, the State adopted an 
“Integrated Services and Support Rule” that gives providers a single source for all of the 
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rules, regulations, and service documentation requirements specific to their programs 
and the populations they serve. 

▪ Collaboration between service providers and affordable housing developers needs to be 
actively encouraged in order to increase access to permanent supportive housing for 
people with psychiatric disabilities. The two sectors are distinct and separate, and staff 
in each do not know the details of what the other provides. However, both need to be 
involved to support people with psychiatric disabilities in affordable housing. 

Key Products  

Outreach Materials 

Grant staff and partners developed flyers, informational handouts, and status reports on 
major grant activities. 

Educational Materials 

Grant staff and contractors produced PowerPoint presentations to be used in workshop and 
training events on low and high technology for older adults and people with disabilities, and 
on supportive housing services. For example, the Service Documentation Workshop 
presentation is part of an interactive workshop for mental health staff to address issues and 
barriers surrounding the documentation of service delivery in community and in-home 
settings. The workshop covers how services are reimbursed through Medicaid, delineates 
the requirements that must be met for service documentation, and also allows time for 
group participation and practice. The presentation is available at 
http://www.hcbs.org/moreInfo.php/doc/2062. 

Technical Materials 

▪ Grant staff developed a Resource Manual: Supporting Consumers in the Community 
Housing of Their Choice to provide information about housing and service provision and 
funding for staff who work in the housing and service sectors. 

▪ A grant contractor developed a survey tool to assess the awareness and use of housing-
related technology among low-income seniors and persons with disabilities and to 
determine current needs and the barriers that prevent greater utilization. The consultant 
also developed a Key Informant Interview Guide. 

Reports 

▪ A Blueprint for Systems Change: Integrating Housing and Long Term Supports for 
Seniors and People with Disabilities presents recommendations for changes in policy and 
service delivery that are needed to increase the use of technology to support low-income 
seniors and persons with disabilities in affordable housing. 

▪ Expanding Housing and Supports for Oregonians: A Summary of the 2004 Real Choice 
Systems Change Grant, “Integrating Long-Term Supports with Affordable Housing” 
summarizes grant activities to address the barriers to community residence for 
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individuals who receive mental health services. The report is available at 
http://www.hcbs.org/moreInfo.php/doc/1887. 
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Pennsylvania 

Primary Purpose and Major Goals 

The grant’s primary purpose was to ensure that individuals with disabilities who need long-
term services and supports have access to affordable, accessible housing in a timely 
manner, a prerequisite for better balancing the State’s long-term services and supports 
expenditures. The grant had four major goals: (1) to create permanent mechanisms at the 
state and local level to help people with disabilities locate and move into currently available 
affordable, accessible housing; (2) to expand the supply of affordable, accessible housing 
and facilitate the allocation of new units to nursing home transition and diversion programs; 
(3) to develop an inventory of publicly funded accessible housing and a real time listing of 
vacant, affordable, accessible housing; and (4) to conduct a needs assessment of present 
and future housing stock and develop a 5-year strategic plan to increase the supply of 
affordable, accessible housing units and connect individuals in need of long–term services 
and supports with these units. 

The grant was awarded originally to the Governor's Office of Health Care Reform. Although 
funding remained in the Governor's Office, the new Office of Long Term Living (OLTL), which 
was created as part of a state-level administrative reorganization, administered the 
program. OLTL has a dual management structure, reporting to the Departments of Aging 
and Public Welfare. 

Role of Key Partners 

▪ The Pennsylvania Housing Finance Agency (PHFA), the Department of Community and 
Economic Development, the Department of Aging, and OLTL collaborated at an 
unprecedented level to ensure greater communication and coordination of resources 
between the housing and services sectors. This collaboration was vital to the success of 
the housing grant and the State’s rebalancing efforts. 

▪ OLTL contracted with the Self-Determination Housing Project (a nonprofit organization 
whose original mission was to expand housing choices for individuals with developmental 
and cognitive disabilities) to train affordable housing staff and community services 
providers about their respective roles and responsibilities, the resources each sector 
could wield to advance project goals, and how they might work together.  

▪ Several state-level and local work groups—comprising consumers, advocates, state 
service and housing agencies representatives, public housing authority and PHFA staff, 
service and housing providers, and other stakeholders—met on a regular basis to 
participate in and oversee grant activities.  

Major Accomplishments and Outcomes 

▪ Grant staff worked with the Pennsylvania Housing Finance Agency on the 2004 Qualified 
Allocation Plan (QAP) for Low Income Housing Tax Credits (LIHTC) to change the way 
new construction loans were awarded. A new weighting system was established for the 

2-53 



FY 2004 Grantees: Final Report 

review of applications that rewarded developers who agreed to set aside 10 percent of 
their units as accessible housing that would be affordable to individuals with income at 
or below 20 percent of the area median income (AMI). Accessible housing was defined 
as meeting ADA accessibility guidelines. By the end of the grant period, PHFA had 
funded 668 new affordable, accessible units, many of which were already rented; others 
were either on the rental market or in the final construction phase. Some, but not all of 
these units, have been occupied by individuals with disabilities in need of services and 
supports.  

▪ Grant staff also collaborated with the PHFA to improve and expand the web-based 
Pennsylvania Affordable Apartment Locator, which offers information about affordable 
apartment locations, rental prices and subsidies, accessibility features, development 
amenities, current vacancies, contact information, and the status of a property’s waiting 
list. Under the grant, an inventory of publicly funded accessible housing was developed 
to help expand the scope of the website. HUD-funded rental properties were encouraged 
to list their properties on the website, and PHFA-funded properties funded after 2005 
were required to list and update their property information monthly. PHFA initiated a 
process to follow up with the owners of properties without current information on the 
website each month, resulting in a decrease in outdated information. 

▪ Other processes established during the grant period include providing vacancy and rent-
up information by county when a PHFA-funded property determines when it will begin 
renting units. E-mail notices from OLTL and PHFA are distributed to various disability 
and advocacy groups, so that the information can be shared with people with disabilities 
and/or their advocates who are actively looking for housing. Developers of new 
affordable, accessible properties that are beginning to rent units are also being 
contacted by PHFA earlier in the process to remind them to list their properties on the 
website. During the grant period, participation in the Pennsylvania Affordable Apartment 
Locator increased from 30 properties with approximately 3,000 units to 1,330 properties 
with 74,292 units. 

▪ Pennsylvania lacks a single state-level Public Housing Authority (PHA); instead, 10 PHAs 
operate across the State. Grant staff worked with PHFA and the Cumberland County 
Housing Authority to pilot a process for involving the regional PHAs in the State’s Long 
Term Living rebalancing effort. The Cumberland PHA led the formation of a consortium 
made up of the regional PHAs to work together to develop strategies for working with 
low-income households transitioning from restrictive housing situations—nursing homes, 
community residential rehabilitation facilities, and group homes—to their own 
apartments. The goal was to begin to build partnerships between the PHAs and the 
community services delivery network so that when people who have transitioned from 
institutions to independent apartments experience problems, housing providers would 
know which agencies can offer assistance.  

▪ Representatives of the State’s existing Regional Housing Coordinator program worked 
with Self-Determination Housing Project (SDHP) staff to facilitate relationships among 
the local housing authorities, individual housing providers, and community services 
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agencies. Prior to the grant, the State paid for five housing coordinators to assist 
individuals needing affordable housing. Under the grant, the housing coordinators and 
SDHP staff worked to become part of the local housing infrastructure (e.g., joining 
housing boards, convening conferences, and workshops) so that they could better 
educate property managers and staff about the needs of people with disabilities, 
particularly those transitioning from nursing homes, and the resources available to help 
meet these needs.  

▪ OLTL and PHFA created the Long-term Living Housing Advisory Committee under the 
grant, made up of 27 individuals representing policy makers and public and private 
housing and services agencies and providers, to develop a strategic plan for increasing 
affordable, accessible housing for individuals needing long-term services and supports. 
The Committee created a 5-year plan to serve as the foundation for an ongoing process 
of data collection, analysis, and strategy formulation. The Plan recommended Medicaid 
and other policy changes to expand nursing home transition activities, ensure that 
coordinating mechanisms are available to link housing residents with disabilities to 
needed services, and increase rent subsidy programs that enable people with disabilities 
to afford to live in the community. The Plan has been presented to the relevant cabinet-
level agencies and the Governor’s Office for approval. 

▪ Two pilot projects recommended in the Strategic Plan were implemented during the 
grant. The grant provided seed money to pilot Home Sharing in Montgomery County, a 
match-up program that helps two or more unrelated individuals to share a home, each 
with a private bedroom. This model can benefit individuals of all ages with low incomes, 
including older adults, younger persons with disabilities, the homeless, as well as college 
students and persons recently divorced or widowed. When tied to long-term services and 
supports, Home Sharing has the potential to prevent institutionalization and enable 
individuals to transition from more restrictive settings. Under the grant, a dedicated staff 
person was assigned to manage the program and to coordinate Medicaid waiver services 
for Home Share participants who needed them to live independently.  

 The second pilot was with the McKeesport Housing Authority. Blueroof Technologies, 
Inc., designed and developed a wireless technology system (BlueBOX) that enables 
persons of all ages with long-term care needs to safely remain in their homes. The 
software and hardware package integrates home automation (lights and appliances), 
home security, resident safety, videoconferencing, energy management and control, 
medical monitoring, and Internet accessibility. It also provides data via quality of life 
sensors to an Internet site, enabling monitoring of individuals’ health and safety. The 
Housing Authority converted six apartments to make them accessible to persons moving 
out of nursing homes. The assistive technologies developed by Blueroof were then 
installed, paid for with grant funds.  

▪ A tenant-based rental subsidy program was implemented under the grant, using state 
and grant dollars, to provide a 2-year rent supplement to help make independent living 
affordable to people transitioning out of nursing homes. After 2 years, the supplement is 
to be replaced by Section 8 housing vouchers.  
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Enduring Systems Improvements 

▪ The Pennsylvania Housing Finance Agency’s Accessible Unit Policy has been established 
to formalize its expectations regarding marketing and occupancy standards for 
accessible units, as relevant state requirements were not very stringent prior to the 
grant. The new policy requires that 10 percent of new LIHTC-financed construction meet 
the State’s accessibility standards, and that preference in renting apartments must be 
given to individuals with disabilities who need accessibility features. Apartment layouts 
must also be easy to modify to meet the needs of people who use mobility devices. The 
grant helped to create a new mind-set among PHFA staff about what an accessible living 
environment means in practice.  

▪ The Pennsylvania Affordable Apartment Locator is being permanently funded by PHFA to 
provide an effective tool to assist people with long-term service needs to have timely 
access to information on accessible and affordable housing units. (Available at 
http://www.phfa.org/PAL.) 

▪ The Office of Long Term Living and the Pennsylvania Housing Finance Agency worked 
successfully with the 10 county housing authorities to establish a policy that gives 
individuals transitioning from nursing homes priority for renting apartments. As a result, 
572 nursing home residents were able to move into affordable, accessible housing that 
they had found through the Apartment Locator website.  

▪ The State has continued—at an expanded level—the Regional Housing Coordinator 
Program, which it had funded prior to the grant to address low-income housing issues. 
The program now includes the responsibilities carried out by housing coordinators under 
the grant; they continue to work with local housing authorities and housing managers to 
support the housing and services needs of people with disabilities. The PHFA and the 
OLTL each monitor the program and meet with the coordinators regularly. 

Key Challenges 

▪ Five different departments at the state level have some jurisdiction over housing, and 17 
different programs address home modifications. They frequently have different priorities, 
different funding sources, and different eligibility criteria. Not all the groups involved 
were willing to buy into grant goals, which made it very difficult at times to develop 
necessary partnerships.  

▪ Because PHFA staff did not have ongoing monitoring responsibility for subsidized 
housing funded only with federal dollars, it was more difficult to get these properties to 
participate in the apartment locator system. 

Continuing Challenges 

▪ Responsibility for the construction and retrofitting of affordable housing continues to be 
spread across many different state and county agencies. It remains challenging to get all 
relevant agencies to commit to working together on behalf of the affordable housing and 
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services needs of individuals with disabilities. Although some programs are being 
consolidated, the coordination of multiple entities remains a challenge.  

▪ Competition among disability groups for scarce resources can also slow down the 
implementation of solutions to problems in affordable housing with services.  

Lessons Learned and Recommendations 

▪ All stakeholders need to be involved in a systems change effort from the beginning if 
buy-in is to occur and goals achieved. 

▪ The employment of dedicated staff within the Office of Long Term Living and the 
Pennsylvania Housing Finance Agency, with the time to devote to building relationships 
among key stakeholders at the state and local level, was a critical element in the grant’s 
success. 

▪ Federal and state policy and regulations can impede the development of affordable, 
accessible housing. For example, federal housing regulations allow you to reallocate 
space in an existing floor plan to add an accessible downstairs bathroom for a mobility-
impaired individual—but they do not permit an addition for this purpose. Although 
Medicaid waivers can be used to pay for many supportive services, they are not 
sufficiently flexible to allow reimbursement for services required to teach someone how 
to locate, furnish, and manage an affordable, accessible apartment.  

▪ Federal and state regulation can also impede implementation of timely interventions that 
might enable a person with significant disabilities to avoid transferring from a hospital to 
a nursing home or to leave an institution. Such people cannot wait months for a lift or a 
ramp, yet approval processes tend to be complex and time consuming.  

▪ Assistive technologies can be valuable aids for helping people with disabilities reside in 
an independent living environment, but they are not suited to everyone. Some people 
prefer human personal assistance to technological assistance, and some consider home 
monitoring to be intrusive and an invasion of their privacy. Matching the right people 
with the right technology and devices requires knowledgeable, trained staff.  

▪ The line between home modifications, assistive technology, and durable medical 
equipment is increasingly blurred. CMS regulations need to reflect this reality. 

▪ Fragmentation in housing resources could be reduced by creating a Housing Trust Fund 
that pools funding from multiple sources as a dedicated funding stream for providing 
affordable, accessible housing. 

Key Products 

Outreach/Educational Materials 

▪ PHFA initiated a new vehicle for discussing housing issues for people with low incomes 
and/or disabilities (called Fair Housing Corner) in Quick Connections, a monthly 
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electronic newsletter that is sent to several thousand developers, landlords, and service 
providers. Information is provided on regulations, policies, and effective strategies for 
housing people with special needs.  

▪ The grant enabled the development of a series of trainings on housing and services 
integration, including Housing 101, Home Modifications, and a more advanced housing 
training. 

Reports 

▪ The Long Term Living Housing Advisory Committee prepared A Five Year Plan for 
Integrating Affordable Housing and Long Term Supports in the Commonwealth of 
Pennsylvania, which included a series of recommendations in five priority areas. 

▪ The Public Housing Authority Consortium produced a report of recommendations for 
working with housing authorities, entitled Report to Governor’s Office Of Long Term 
Living and the Pennsylvania Housing Finance Agency Regarding: Engaging Housing 
Authorities as Partners to Successfully Accomplish the Commonwealth’s Policies of 
Transitioning Special Needs Populations into the Least Restrictive Housing Situation of 
the Consumer’s Choice. 
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Primary Purpose and Major Goals 

The grant’s primary purpose was to develop the infrastructure to increase the availability of 
affordable and accessible independent congregate housing and assisted living, and ensure 
that low- and moderate-income residents of these residential settings have access to 
services and supports that enable them to age in place. The grant had three major goals: 
(1) to invest in critical resources that spur the development, sustainability, and 
enhancement of supportive services in affordable housing; (2) to establish medication 
assistance practices to support aging in place in unlicensed congregate housing; and (3) to 
determine the viability of and, if viable, complete the planning for, the co-location of two 
Programs for All-Inclusive Care for the Elderly (PACE) with affordable housing properties. 

The grant was awarded to the Vermont Agency of Human Services, Department of 
Disabilities, Aging and Independent Living (hereafter, the Department), the state 
department charged with fostering the development of a comprehensive and coordinated 
approach to the provision of community-based services for older adults and people with 
disabilities, including establishing a better balance between resources spent on nursing 
homes and on community-based long-term services and supports. 

The Department contracted with Cathedral Square Corporation (CSC) to develop an 
affordable housing with services model and to provide technical assistance to help providers 
learn about and implement affordable housing with services projects. CSC is a developer of 
affordable housing, a licensed long-term services and supports provider, a property 
manager specializing in resident services coordination, and a technical assistance resource 
for community-based organizations. The Department also contracted with JSI Research & 
Training Institute, Inc., to implement a medication assistance demonstration. 

Role of Key Partners 

▪ Three advisory groups (Housing Access, Medication Assistance, and Housing Access 
Evaluation) served as development consultants for their assigned project component. 
The groups were composed of consumers, staff from advocacy organizations and local 
and state government agencies, housing providers, service providers, and other 
community stakeholders. 

 The advisory group members reviewed contractors' proposals and reports, and provided 
input on specific housing development activities and on activities related to the 
medication assistance demonstration. They also provided input for the final 
recommendations for future housing with supportive services development in Vermont 
and participated in project evaluation activities. 

▪ The Department’s advisory board provided feedback and advice during regular reporting 
by the project director. 
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Major Accomplishments and Outcomes 

▪ Cathedral Square Corporation provided extensive technical assistance in the 
development and financing of affordable housing and supportive services in 10 Vermont 
communities, assisting nonprofit housing organizations, residential care homes, and 
local groups interested in bringing senior housing to their communities. At the end of the 
grant period, 3 of the 10 communities were moving ahead with plans to develop 
affordable senior housing with services.  

 For example, the Brattleboro Housing Authority completed pre-development activities for 
converting 26 units of congregate senior housing into a licensed assisted living facility. If 
conversion approval and HUD and state construction financing are secured, the 
residence will serve a mix of private pay and Medicaid-eligible residents with diverse 
service needs. If successful, this will be the first HUD conversion project in Vermont.  

▪ Cathedral Square Corporation began development of the Flex Supportive Housing Model 
in collaboration with consumers, local service partners, nonprofit housing organizations, 
and the American Association of Homes and Services for the Aging (AAHSA). The Flex 
model’s goal is to ensure that seniors in congregate, independent housing have a 
comprehensive set of services available where they live. Key attributes of the model 
include (1) the presence of an on-site “Flex coordinator” available to residents 24/7 to 
help them identify and obtain needed services; and (2) a comprehensive package of 
health-related and supportive services accessible to these residents, arranged for 
through formal services agreements with community providers. 

 The Flex model will be further developed and piloted over the next several years. CSC 
has garnered state general funding support for the next phase of project design and 
obtained matching funds from the Fletcher Allen Health Care's Vermont Health 
Foundation. Depending on funding availability, there will be three to five Flex 
demonstration sites in Vermont beginning in 2010 and possible expansion to a 
multistate research and evaluation project. 

▪ JSI Research & Training Institute, Inc., partnered with the American Society of 
Consultant Pharmacists Foundation to develop and implement a three-tiered, resident-
centered, multidisciplinary team approach to assist residents with managing their 
medications. Teams of resident service coordinators (RSCs), pharmacists, and registered 
nurses (RNs) provided medication assistance to more than 250 residents at five 
congregate housing sites. 

 Tier 1 included resident education programs at each site, open to all residents. These 
programs included a Brown Bag Medication Check by pharmacists and a self-assessment 
questionnaire to improve residents’ understanding of medication management issues, 
promote dialogue, and help residents develop strategies for good medication adherence. 

 Tier 2 was intended to create a volunteer corps of residents who would serve as “health 
partners” for their resident neighbors who needed assistance with tasks such as 
reminders to take their medication and renew their prescriptions. Tier 2 was not 
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implemented because of concern by both residents and RSCs about potential liability if 
medication errors occurred. 

 Tier 3 used the complementary knowledge and skill sets of RNs and pharmacists, to 
whom the RSCs provided referrals as needed. They assessed and counseled residents 
about medication-related problems, and in some cases made further referrals to 
physicians and nurses. The Department is now seeking funding to refine and initiate a 
second pilot with a larger group of individuals, residing in both congregate and private 
home settings, which may provide an opportunity to fully test Tier 2. 

▪ The grant heightened awareness in the State about the growing need for affordable 
senior housing options and the importance of coordinating the work of the housing, 
health care, and supportive services sectors to create these options and ensure effective 
resource management. Affordable congregate senior housing with services is a 
potentially powerful approach for providing services to older adults as their medical, 
social, and supportive services needs increase, and at potentially lower cost than in a 
nursing home. Equally important, this model of housing plus services enables older 
adults to do what most want: to “age in place” with dignity. 

Enduring Systems Improvements 

▪ The feasibility study conducted under the grant determined the viability of co-locating 
two PACE sites with, or adjacent to, affordable senior housing properties. The two PACE 
programs were approved by CMS and began operation during the grant period. 
However, senior housing units planned for co-location with one PACE site were not 
developed, largely because CSC staff determined that it was not financially feasible to 
develop and finance ongoing operations of the proposed project. 

 The grant provided impetus for the Rutland County PACE program to co-locate with the 
Maple Senior Living residence and also prompted the location of the Interage Adult Day 
Center nearby. Interage serves a primarily senior population and is operated by a local 
community mental health center. Both PACE and Interage have increased Maple Senior 
Living residents’ access to a range of health and social services. 

 In addition, Grand Way Commons, a South Burlington senior housing property owned 
and operated by CSC, was supported by grant funds during the planning and 
development stages. Residents of Grand Way Commons have access to both an adult 
day care center adjacent to the residential complex and to an onsite, fully equipped 
kitchen facility for residents and provider-managed resident meals and functions. 

▪ In preparation for grant implementation activities, the Department collaborated with 
Vermont's Department of Housing and Community Affairs in June 2006 to amend the 
State’s Consolidated Plan for Housing and Community Development Programs, adding a 
new priority: "In regions where the 'Housing Needs Assessment' identifies a need for 
low-income elderly housing, elderly housing will be a priority.” 
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Key Challenges 

▪ Too little time was allotted to test all components of the medication assistance project. 
Delay in project implementation was due in part to the required project review by the 
State’s Institutional Review Board (IRB).  

▪ Implementing Tier 2 of the medication assistance project proved challenging in that both 
residents and resident service coordinators were reluctant to participate in the resident 
volunteer health partners component. Additional project time might have helped 
overcome these concerns.  

▪ The recipients of technical assistance who had little prior experience in housing 
development faced steep learning curves, given the complexities of planning, 
developing, and financing senior housing. Though CSC’s individualized technical 
assistance was extremely helpful, in several instances resources were insufficient to pay 
for a full range of housing development technical assistance. Without these resources, 
novice organizations or community groups faced difficulty carrying out the range of 
development activities required to successfully complete a project.  

▪ Because of the many players involved in financing and supporting congregate senior 
housing development at both the state and federal level, and because each has its own 
rules, regulations, and requirements, navigating multiple funding/regulatory systems 
was challenging; everyone involved with the project had to learn the different systems 
and identify opportunities to collaborate across systems. Similarly, challenges were 
associated with a history of little or no communication between housing developers and 
nonprofit providers of social, community, and health care services.  

▪ It is difficult, if not impossible, to provide medication assistance services to residents of 
affordable, congregate senior housing without a committed, reliable source of funding 
for the service. Housing providers typically cannot afford to hire an onsite RN to provide 
a medication assistance service and/or to supervise delegation of medication 
administration. Identifying possible sources of financing for this service with key 
stakeholders (CMS, housing agencies, the State) needs to be further explored because 
access to this service would enable significant numbers of older adults to successfully 
age in place. 

▪ Although financing the development and operation of affordable congregate housing 
and/or licensed assisted living models is an expensive proposition, it would be a failure 
of public policy to neglect the growing need for affordable senior housing. This is 
especially true for Vermont, given the State’s rapidly aging older population. A strong 
supply of affordable senior housing options will help ensure the economic and social 
well-being of both the State and its older citizenry, particularly because the 65+ cohort 
will compose 20 percent of the State’s population by the year 2020.  
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Continuing Challenges 

▪ To support aging in place and to help residents in independent publicly assisted housing 
avoid institutionalization, a wide range of services must be available, such as medication 
assistance, homemaker, and personal care. Ideally, each resident would have access to 
a range of services and a customized service plan. However, finding financing for such 
supportive services remains a challenge, as does financing the full cost of these services 
in licensed, affordable assisted living facilities.  

▪ Funding is also insufficient to ensure that residents of publicly financed, affordable senior 
housing properties have access to resident service coordinators who help residents 
identify service needs and arrange for services in-home or in the community. Many 
senior housing properties have no onsite RSC, and some share a part-time RSC across 
multiple sites.  

Lessons Learned and Recommendations 

▪ Congress should authorize sufficient funding for HUD to ensure that all of its subsidized 
senior housing properties (e.g., Section 202 housing) have sufficient funding and a 
budget line-item to support employment of an onsite Resident Service Coordinator.  

▪ It is possible to successfully develop and operate affordable housing with services; 
however, housing developers and providers who wish to do so must involve health care, 
social/supportive services providers, and all available funding sources early in a project’s 
planning and development to ensure that all stakeholders understand what will be 
needed, and to establish formal agreements as necessary to ensure long-term 
cooperation and delivery of these services.  

▪ When developing any housing with services project, it is essential for housing developers 
and service providers to obtain consumer input, both from older adults and individuals of 
all ages with physical disabilities. Better and more 'intentional' communication among 
these groups would foster improved outcomes for consumers.  

▪ Publicly financed housing development intended to serve older adults and younger 
individuals with disabilities should incorporate universal design principles into project 
design and development, to ensure that units are fully accessible and adaptable to the 
changing physical needs of the resident population. 

▪ The successful implementation of medication assistance services for older adults and 
younger adults with disabilities living in congregate, publicly assisted housing settings 
must be viewed as an essential service to promote successful aging in place. New 
sources of revenue to deliver this service must be identified, and regulators and housing 
and service providers must come together early in a proposed project’s development to 
plan for and decide how to deliver and pay for this service.  

▪ The National Council of State Boards of Nursing should explore the feasibility of 
developing model standards to encourage expansion of medication assistance services to 
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older individuals. Such standards could support those states that want to allow 
medication administration by individuals other than RNs, such as licensed nursing 
assistants with special certification in medication administration. This approach could 
expand the availability of affordable medication assistance services in both private 
homes and congregate settings.  

Key Products 

Outreach Materials 

Flyers and brochures about the medication assistance demonstration were distributed at all 
five pilot sites to promote the project. 

Educational Materials 

Facilitating Medication Assistance for Seniors: A Residential Service Coordinators Guide was 
developed and distributed to all Residential Service Coordinators to help them implement 
pilot activities, and for use post-pilot to support continued resident education activities 
related to safely taking medications and adhering to prescribed regimens.  

Technical Materials  

Contractor staff developed a self-assessment questionnaire for residents of congregate 
housing to prompt them to identify possible problems in how they manage their medication 
regimens for both prescribed and over the counter drugs, and, if needed, to seek assistance 
through their RSC and/or referral to the RN/pharmacist team. 

Reports 

Grant staff and partners produced several reports: Medication Assistance Report, CSC Final 
Report on Housing Access, BHA Final Report on HUD Assisted Living Conversion, CSC Final 
Report on the Flex Model of Housing Plus Services, Housing Access Evaluation Final Report, 
and PACE Vermont, Inc.: Integration of Long Term Supports with Affordable and Accessible 
Housing. 
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Section One. Overview  

The community support system philosophy recognizes that individuals with serious mental 

illnesses and children with serious emotional disturbance frequently need supports in 

addition to treatment and clinical services to help them live successfully in community 

settings. The community support system framework includes traditional mental health 

services, which have been enhanced by the identification of “evidence-based practices” 

(EBPs) that have demonstrated efficacy and cost-effectiveness in securing positive 

outcomes for individuals with serious mental illnesses. 

Several of these evidence-based practices have a strong recovery component. Recovery is a 

compelling paradigm for supporting individuals with serious mental illnesses. Recovery has 

its roots in the fundamental principles of the community support system concept and 

stresses how crucial it is for people with mental illnesses to take more responsibility for their 

lives, in part by making decisions about their services. Recovery shares many of the same 

philosophical underpinnings as those of the broader self-direction movement among people 

with disabilities of all types who are asserting greater authority over service provision and 

assuming personal responsibility for improving the quality of their lives. Peer support is an 

essential component of a recovery-oriented service system. Peer support is social and 

emotional support, frequently coupled with help to perform daily living tasks—mutually 

offered or provided by persons recovering from a mental health condition to others with a 

similar or different condition—to bring about a desired social or personal change.  

In September 2004, CMS awarded 12 Mental Health Systems Transformation (MHST) grants 

to assist states in developing mental health system infrastructure to implement and sustain 

evidence-based and recovery-oriented practices for individuals with mental illnesses through 

the Medicaid program. Another purpose was to help states better align their mental health 

and Medicaid systems to collaborate with one another and with other stakeholders to 

improve service delivery. 

The states that received MHST grants are listed in Exhibit 3-1. 

Exhibit 3-1. MHST Grantees  

Delaware 
Maine 
Massachusetts 
Michigan 
Minnesota 
New Hampshire 

North Carolina 
Ohio 
Oklahoma 
Oregon 
Pennsylvania 
Virginia 
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Medicaid recognizes six evidence-based practices promulgated by the Substance Abuse and 

Mental Health Services Administration (SAMHSA): Medication Management, Assertive 

Community Treatment, Supported Employment, Family Psychoeducation, Illness 

Management and Recovery, and Integrated Mental Health and Substance Abuse Treatment. 

Recovery-oriented activities covered by Medicaid include peer supports, self-direction, and 

some consumer-owned and consumer-operated services and supports.  

Grantees were able to use their grants for any infrastructure development, research, 

training, demonstration development, waiver development, or systems change designed to 

incorporate evidence-based and recovery-oriented services into their mental health system.  

Enduring Systems Improvements 

This section describes the enduring improvements the MHST Grantees made in their states’ 

mental health systems (listed in Exhibits 3-2A and 3-2B). It first discusses improvements in 

the recovery orientation of the states’ mental health systems followed by a discussion of 

successful implementation of evidence-based practices. These improvements resulted from 

numerous activities and accomplishments—preliminary steps in the systems improvement 

process—which are discussed in more detail in the individual state grant summaries in 

Section 2. 

Exhibit 3-2A. Enduring Systems Improvements of the MHST Grantees: 
Recovery/Peer Support Services 

Recovery/Peer Support 
Services 

DE ME MA MI MN NH NC OH OK OR PA VA Total 

New or expanded peer 
support services  

– X X – – – – X X X X X 7 

New peer specialist training 
and/or certification program  

– X X – – – – – X – X – 4 

New peer-operated training 
and technical assistance 
center to promote recovery 

– – X – – – – – – – – – 1 

New process to determine 
recovery orientation 

– – – X – – – – – – – X 2 

New process to ensure 
consumer input on mental 
health policy  

– – X – – – – – – X – X 3 
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Exhibit 3-2B. Enduring Systems Improvements of the MHST Grantees: Evidence-
Based Practices 

Evidence-Based Practices DE ME MA MI MN NH NC OH OK OR PA VA Total 

Revised policies to support 
implementation of EBP(s) 

– – – – – X – – – – – – 1 

Implemented EBP(s) X – – – X X X – X – – X 6 

New quality assurance 
process for monitoring 
EBP(s) implementation 

– – – – – X – – – – – – 1 

 

New or Expanded Peer Support Services  

▪ Maine developed a training and certification program for Certified Intentional Peer 
Support Specialists (CIPSS), which has increased access to peer support services by 
increasing their availability in several areas, including general hospital emergency 
departments, state mental health hospitals, and peer “warm lines.” (Warm lines offer 
telephone support for non-crisis situations, such as dealing with grief or 
discouragement and the need for referrals to community resources.) During the 
grant period, of the 80 individuals who undertook the training and certification 
program, 51 obtained certification; of these, 33 were employed in peer services 
settings that require certification, and 18 were working or volunteering in other peer 
programs, such as peer centers and peer support groups.  

▪ The Office of MaineCare Services—the state Medicaid agency—amended a MaineCare 
rule to include the definition of a Certified Intentional Peer Support Specialist and the 
requirement that Assertive Community Treatment (ACT) teams hire a CIPSS. 
However, the requirement is conditional on CMS approval of a proposed State Plan 
amendment that will allow reimbursement for such services, and because of 
unresolved issues related to Medicaid coverage of services under the Rehabilitation 
option (discussed under Continuing Challenges), the State Plan amendment is on 
hold. The Office of Adult Mental Health Services is providing state funds for CIPSS to 
work with two ACT teams that are specially trained to deal with clients’ forensic 
issues, and these two teams are now required to hire a CIPSS. If Maine submits the 
proposed State Plan amendment and CMS approves it, then all ACT teams will be 
required to hire one full-time-equivalent CIPSS. 

▪ Massachusetts’s Transformation Center—a peer-operated training and technical 
assistance center developed under the grant—worked with the grant’s oversight 
committee to develop a training program for certified peer specialists (CPSs) adapted 
from Georgia’s Peer Specialist Training and Certification Program. During the grant 
period, the Transformation Center trained 89 persons, 54 of whom were certified as 
peer specialists. Of the 54, 46 were employed as peer specialists (32 had been 
employed as peer specialists prior to receiving training).  
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▪ Ohio worked with two partners to develop peer support training initiatives. Ohio 
Advocates developed a 2-week curriculum for peer support specialists to enhance 
their services in mental health settings other than ACT teams and trained 90 
consumers during the grant period. Ohio Coordinating Center for ACT trained 
traditional provider staff and peer support staff on the responsibilities of ACT team 
peer support specialists. The Center also provided technical assistance to traditional 
mental health provider organizations, such as community mental health centers, that 
wanted to adopt peer support. 

▪ Twelve of Ohio’s 37 ACT teams hired peer support specialists, and additional teams 
were considering hiring them. Those who were trained and did not get jobs on ACT 
teams secured other jobs at provider organizations, such as residential specialist and 
receptionist.  

▪ Ohio allocated federal Mental Health Block Grant funds from SAMHSA to fund the 
Ohio Coordinating Center for ACT. Peer support and other recovery-oriented 
concepts are now permanently incorporated into the trainings, consultation, and 
technical assistance provided by the Center to traditional providers of ACT and other 
mental health services. 

▪ Oklahoma expanded its workforce for providing peer services by training 63 
Recovery Support Specialists to work for provider agencies, and has added Recovery 
Support as a new service statewide. Recovery Support services provided through 
community mental health centers are reimbursed through the Medicaid Rehabilitation 
option. If the State receives CMS approval for a State Plan amendment to expand 
Recovery Support services beyond the State's community mental health centers to 
private outpatient behavioral health providers, then the Medicaid agency will develop 
a budget request (for fiscal year 2010) to support this expansion. The State is 
continuing to fund the Recovery Support Specialist curriculum, training process, and 
credentialing system. 

▪ In Oregon, eight peer-operated programs expanded their service capacity by 
increasing the type and availability of services they offered. New employment 
services were developed, and community information and resources guides were 
prepared. In addition, a service called “peer bridgers’’ was developed to assist 
consumers transitioning from the hospital to the community. Anecdotal information 
from the programs estimated that service availability increased by about 50 percent.  

▪ Although most of Oregon’s grant efforts focused on increasing the capacity of 
existing peer-led programs, grant staff also supported the establishment of “Point of 
Hope,” a new consumer-run organization in Pendleton, Oregon, that is now providing 
peer services. The Oregon Addictions and Mental Health Division provided additional 
funding to (1) expand peer-delivered services, (2) implement trauma-informed 
services as part of the system of care, and (3) undertake a consumer/survivor 
informed planning process related to peer-delivered services certification and 
training. 
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▪ Pennsylvania prepared counties in several regions of the State to implement a 
certified peer specialist (CPS) program by conducting CPS training, and supported 
and expanded CPS activities by establishing a self-help network for CPS graduates. 
The State also developed a State Plan amendment to obtain Medicaid reimbursement 
for CPS services provided through the Medicaid rehabilitation option, which CMS 
approved, thereby increasing access to peer supports statewide among individuals 
who use mental health services. By the end of 2008, 59 of the State’s 67 counties 
had established a peer program or were in the process of developing one. Grant staff 
also developed standards for Medicaid-reimbursed peer support services to ensure 
the quality of peer support services.  

▪ Virginia focused on implementing evidence-based practices but also used grant funds 
to train 79 consumers to become certified peer specialists. The Virginia Department 
of Mental Health, Mental Retardation, and Substance Abuse Services also worked 
with the Department of Medical Assistance Services to revise policies regarding 
Medicaid and mental health services to support the expansion of CPS services.  

▪ In regard to promoting a recovery orientation more broadly, in response to the tragic 
Virginia Tech shooting in April 2007, the State’s General Assembly revised the 
Virginia statute concerning emergency services and involuntary commitment. Based 
on the Department’s advocacy for a recovery orientation, the statute now requires 
that evaluations to determine involuntary commitment must include “a discussion of 
treatment preferences expressed by the person or contained in a document provided 
by the person in support of recovery.” 

New Peer-Operated Training and Technical Assistance Center  

Massachusetts used its grant to develop the Transformation Center, a peer-operated 

training and technical assistance center to support, improve, and expand recovery-oriented 

and peer-operated programs. The Center conducts training on recovery for providers and 

offers technical assistance to other peer-operated organizations. From October 2006 until 

the grant ended in September 2008, the Center provided information and referral services 

and training and technical assistance to more than 625 individuals.  

The Center has continued its operations with funding from the Department of Mental Health 

and other grant sources since the grant ended and has contributed to increased acceptance 

of the recovery philosophy and peer-provided services across the Massachusetts mental 

health system. More providers are hiring peer workers and the Department of Mental Health 

has included recovery in its strategic priorities. 

New Process to Determine Extent of Organizations’ Recovery Orientation  

To determine whether an organization is improving its recovery orientation, baseline and 

follow-up measures are needed. Recovery-oriented measures assess the basic content of 

services, how they are provided, and the views of individuals who receive the services. 

Assessing the extent of an organization’s recovery orientation on various measures can 
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identify areas for improvement. Several types of tools are available for determining the 

degree of any organization’s recovery orientation, including the Recovery Enhancing 

Environment (REE) tool and the Recovery Oriented Systems Indicators (ROSI) tool. Two 

Grantees used one of these tools to help various entities in the mental health services 

system assess their recovery orientation and identify areas for improvement.  

▪ The Michigan Department of Community Health (MDCH) now requires Community 
Mental Health Service Programs (CMHSPs) and other provider agencies to implement 
the REE scale to assess organizational principles and practices in providing and 
supporting a culture of recovery. The REE scale collects baseline information on the 
extent to which recovery is the foundation of care in multiple service areas, including 
case management, medication clinics, supported employment, foster care homes, 
consumer-run drop-in programs, psychosocial rehabilitation programs, and 
supported housing. MDCH and CMHSPs will partner to use the baseline data to 
develop quality improvement tools for each local area and region. MDCH will use 
federal block grant funds from the Substance Abuse and Mental Health Services 
Administration (SAMHSA) to implement the REE scale statewide—in addition to using 
individual recovery markers and site review indicators—to inform consumers, 
providers, and MDCH staff of provider progress toward full implementation of 
recovery-oriented practices. 

▪ Virginia’s Department of Mental Health, Mental Retardation, and Substance Abuse 
Services adopted the ROSI survey as its standard tool to measure the extent to 
which Virginia’s mental health system has incorporated a recovery orientation in the 
provision of services. The ROSI assessment for consumers is now on the 
Department’s website and the responses inform the Department about how the 
system is working for consumers. The Department also modified its performance 
contract with the Community Service Boards and state hospitals to require the use of 
a standardized instrument to assess their recovery orientation. The modification 
references the ROSI as one possible instrument.  

 Grant staff developed a data entry and reporting system for community mental 
health providers—primarily the Community Service Boards—to enter individual ROSI 
survey responses from consumers as well as provider administrative data. The 
system produces reports on recovery strengths in the mental health system, such as 
staff encouraging meaningful activities, peer support, and social relationships; 
provision of choice; and critical roles formal service staff play in helping or hindering 
the recovery process. Because the Department does not administer Community 
Service Boards, it does not mandate that providers use the ROSI, but it has 
recommended they use it to track their adoption of a recovery orientation. 

New Process to Ensure Consumer Involvement in Systems Change  

▪ Three Grantees used their grants to develop new and permanent methods to ensure 
consumer and other stakeholder input during mental health policy development. 
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Doing so helps to ensure that mental health policies and programs are consumer 
centered and recovery oriented.  

▪ At the start of its grant, the Michigan Department of Community Health and 
consumer leaders established the statewide Recovery Council, which now comprises 
more than 80 percent consumers, including many certified peer support specialists. 
The Council also includes MDCH staff, Community Mental Health Services programs, 
and representatives of many provider organizations, consumer-run organizations, 
and statewide advocacy groups, such as the Michigan Disability Rights Coalition. The 
Council’s role is to oversee state, regional, and local recovery-oriented initiatives and 
work in partnership with educational institutions to bring about systems change. 
Since the grant ended, Michigan’s Department of Community Health is funding the 
Recovery Council's ongoing activities to strengthen recovery practices and continue 
systems change activities to ensure that recovery is the foundation of mental health 
services throughout the State.  

▪ Oregon has increased consumer participation and collaboration at all levels of service 
and policy design, implementation, and oversight. The consumers/survivors who 
serve on the EBP implementation groups and on mental health advisory boards and 
the Mental Health Association of Oregon board have contributed to the adoption of 
peer-operated services within Oregon’s mental health system. The provision of peer-
delivered services also has helped to foster the involvement of consumers/ 
survivors in the development of mental health policy. 

▪ Virginia’s grant staff helped draft new policies, stating that consumers and family 
members shall be invited, encouraged, and supported to be involved in the 
development, operation, and evaluation of Virginia’s public mental health, mental 
retardation, and substance abuse services system to the extent possible at local, 
regional, and state levels through several activities. These activities include 
analyzing, formulating, and implementing policies; planning services and designing 
programs; providing direct services; advocating for resources and fulfilling unmet 
needs for services; monitoring and evaluating services, providers, and the service 
system; and providing accountability and engaging in quality improvement activities. 

▪ Virginia’s grant training and technical assistance activities increased the number of 
mental health consumers who participate in and have leadership roles in the State’s 
mental health system. The Virginia Department of Mental Health, Mental Retardation, 
and Substance Abuse Services has significantly increased the number of consumers 
included on committees, subcommittees, work groups, and task forces, as part its 
transformation initiatives.  

Revised Policies to Support EBP Implementation  

SAMHSA has recognized several evidence-based practices as demonstrating efficacy and 

cost-effectiveness in securing positive outcomes for individuals with serious mental 

illnesses. Yet the practices validated by research are not widely offered in mental health 
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practice settings.3 One possible explanation for this gap between knowledge and practice is 

that states need a robust infrastructure to support delivery of these practices, but 

developing this infrastructure is costly and challenging. Essential elements of infrastructure 

development include 

▪ active involvement from state staff, providers, consumers, and families;  

▪ sustained provider training and follow-up clinical supervision;  

▪ adequate initial funding for start-up and sufficient reimbursement for 
implementation;  

▪ practical methods and funding to monitor implementation to improve quality; and  

▪ alignment of federal, state, and provider policies and structures to support practice 
implementation.  

The more elements of a service system that can be employed to support change and reduce 

resistance, the more likely it is that practice improvements will occur.4 

Six of the MHST Grantees had initiatives to implement evidence-based practices in their 

states’ mental health systems, one of which revised policies to support EBP implementation. 

New Hampshire’s grant staff rewrote the administrative rule that governs the provision of 

mental health services to include the EBP of Illness Management and Recovery (IMR) and 

helped gain its approval by a legislative committee. They also revised reimbursement 

regulations to ensure coverage of IMR and implemented the new regulations after passage 

by a legislative committee. Community Mental Health Centers (CMHCs) are required to 

implement IMR in accordance with specified standards and benchmarks, and the State will 

give a small monetary award annually to three CMHCs that demonstrate high IMR fidelity.  

New EBP(s) Implemented  

▪ Five Grantees focused on provider training and supervision; developing 
reimbursement methods; and developing quality monitoring methods to ensure that 
evidence-based services are being provided with high fidelity (i.e., in accordance 
with implementation instructions). Virginia’s Department of Medical Assistance 
Services revised its Community Mental Health Rehabilitative Services Provider 
Manual to improve alignment of Virginia's Intensive Community Treatment standards 
with the ACT model and Virginia's Mental Health Support Services standards with 
mental health supported employment.  

                                           
 
3 Torrey, W. C., Drake, R. E., Dixon, L., Burns, B. J., Rush, A. J., Clark, R. E., and Klatzker, D. 

(2001). Implementing Evidence-based Practices for Persons with Severe Mental Illnesses. 
Psychiatric Services, 52, 45-50. 

4 Ibid. 
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▪ Delaware developed a psychoeducation manual, which enabled therapists to more 
routinely provide family psychoeducation as part of comprehensive mental health 
services for children/youth and their families. The State now reimburses providers 
for family psychoeducation and has established a separate billing code for this 
service. The University of Delaware’s Center for Disabilities Studies is also 
considering using the manual with persons who have suffered traumatic brain injury, 
and possibly trauma-focused cognitive behavior therapy.  

▪ Minnesota developed a database of evidence-based treatments for children and 
youth with serious emotional disturbance. The database and the training on EBPs for 
Minnesota’s clinicians and families during the grant has laid the foundation for more 
effective treatment strategies based on scientific research rather than on consensus 
in the field about “what works.” About 80 percent of clinicians who have been trained 
to date are implementing the new evidence-based practices, which has increased the 
number of agencies providing EBP services from 0 to 23. The Children's Mental 
Health Division of the Minnesota Department of Human Services continues to train 
new cohorts of clinicians each year, and is also training parents and families so they 
can actively participate in treatment planning and be informed about the treatment 
strategies most likely to be effective for their children. 

▪ Minnesota’s legislature also created a new base budget funding category for the 
ongoing development and support of EBPs. The Children's Mental Health Division is 
currently using this funding category to provide grants to providers across the State 
to help them develop the clinical capacity to provide more services based on EBPs. 
This funding has enabled providers to cover the cost of having their clinicians 
participate in the 5-day training as well as the 6 to 9 months of ongoing consultation 
and follow-up. In the future these funds may be used in other ways to support EBPs. 

▪ New Hampshire has implemented Illness Management and Recovery in all 10 CMHCs, 
the State’s inpatient psychiatric hospital, and the State’s transitional housing service, 
thus ensuring access to this program on a statewide basis. CMHCs in each of the 
State’s regions developed IMR implementation teams and designated IMR 
coordinators to oversee the implementation of the practice. Each CMHC also has an 
IMR implementation committee consisting of various stakeholders, including 
consumers, who work with the coordinator to implement and sustain the IMR 
practice.  

▪ The Dartmouth Psychiatric Research Center (PRC) developed both an IMR overview 
curriculum and a train-the-trainer IMR curriculum for CMHCs to use. The PRC will 
also offer regional trainings on topics identified by CMHCs based on their needs. In 
addition, since the grant ended, the State has implemented on a statewide basis the 
EBP of Supported Employment and plans to implement more EBPs in the future, 
using the lessons learned and implementation plan developed as a result of the grant 
project.  
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▪ Four of North Carolina’s 25 Local Management Entities (LMEs)—community-level 
management organizations charged by the State to manage/coordinate local delivery 
of mental health services—developed the infrastructure for implementing and 
sustaining a selected EBP for adults with mental illness in their catchment area. The 
selected EBPs are Illness Management and Recovery, Supported Employment, 
Integrated Mental Health and Substance Abuse Treatment, and Family 
Psychoeducation. The LMEs are emphasizing to their staff the need for EBPs to have 
high fidelity to ensure improved functional outcomes for adults with mental illness. 
(The term fidelity is used to measure how closely the EBP as implemented conforms 
to the EBP as defined by SAMHSA.)  

▪ Each LME developed tool kits containing policies, procedures, manuals, and data 
collection forms to implement its selected EBP and to monitor its implementation, 
and the State’s Department of Health and Human Services has developed a plan to 
disseminate these products statewide so that other LMEs can replicate the 
infrastructure-building process.  

▪ Oklahoma has added Illness Management and Recovery as a new service at four 
Community Mental Health Centers and established a specific Medicaid billing code for 
IMR group services. If the outcomes data from the four CMHCs demonstrate the 
efficacy of IMR services, the State will likely consider expanding IMR statewide. 

New Quality Assurance Process for EBP Implementation  

Research indicates that when mental health programs attempt to implement evidence-based 

practices, the quality of the implementation strongly influences outcomes (i.e., programs 

that have higher fidelity to the defined practice tend to produce superior clinical results). 

This finding suggests that efforts to promote evidence-based practices must include fidelity 

measures and self-correcting feedback mechanisms.5 Researchers have developed several 

measures and instruments to assess the fidelity of the implementation process, which one 

of the Grantees used.  

New Hampshire’s Grant Steering Committee developed a quality assurance process for 

Illness Management and Recovery, including consumer outcome measures, IMR fidelity 

measures, and General Organizational Index (GOI) measures. (The GOI comprises common 

indicators across all fidelity scales.) Assessment teams conducted fidelity reviews at all 

CMHCs and transitional housing service providers. The Steering Committee reviewed fidelity 

scores to focus training and technical assistance efforts on needed improvements and has 

continued its work with Bureau funding since the grant ended. It will oversee the 

implementation and sustainability of Illness Management and Recovery in various settings 

statewide, as well as other EBPs.  

                                           
 
5 Ibid. 
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Continuing Challenges to Systems Improvements  

Grantees successfully addressed many challenges during grant implementation but reported 

several challenges that continue to hamper states’ efforts to implement and sustain 

evidence-based and recovery-oriented practices for individuals with mental illnesses. 

Continuing Challenges in Adopting a Recovery Orientation  

Reorienting the current mental health service system toward a recovery focus is a complex, 

multifaceted undertaking that needs to address several barriers. Grantees noted that a 

major barrier is that current policy—as codified in numerous state and federal regulations—

does not support such a focus. Michigan’s grant staff noted that although principles are 

frequently mentioned in brochures and publications, unless they are codified in state and 

federal regulations pertaining to the provision of mental health services, their application is 

not guaranteed. Additionally, recovery principles need to be codified in all of the systems 

that provide services and supports for persons with mental illness—not just the mental 

health system—such as social services departments and vocational rehabilitation agencies. 

The grant staff stressed that unless state-level administrators continue their commitment to 

recovery-oriented practices and continue providing policies and guidance to support and 

sustain these practices throughout the entire system, the practices will not be implemented.  

Resource Constraints and Lack of Medicaid Reimbursement6 

Several Grantees mentioned continuing challenges regarding funding and reimbursement, 

including (1) limited funding to implement peer-operated recovery-focused services 

effectively, and (2) lack of sustained funding for peer support services.  

▪ Budget constraints preclude state funding to cover peer support services in the 
absence of Medicaid funding, and securing continued funding for recovery-oriented, 
peer-operated organizations to conduct programs and activities is a continuing 
challenge.6 Oregon staff mentioned that the State does not have an entity to provide 
ongoing training, technical assistance, and support to peer groups that wish to 
increase either their capacity or their array of services. Although the Oregon 
Addictions and Mental Health Division provided some funding to help peer-run 
programs establish independent organizational and financial infrastructure, the 
programs have an unmet need for ongoing funding.  

▪ Oregon grant staff also mentioned reimbursement problems related to Medicaid 
provider requirements. The State designated the socialization aspect of peer-
operated programs as an evidence-based practice and approved a service description 
and Medicaid billing code for consumer drop-in center services to provide this 

                                           
 
6 The challenges that some Grantees encountered regarding CMS reimbursement policy for peer 

support and ACT services may not reflect current CMS policy. Readers are advised to consult with 
CMS staff for information about current policy. 
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service. However, to be able to bill directly for this service, an entity must be a 
qualified mental health provider that is able to offer all mental health services—itself 
or through a subcontract established with another mental health provider. As of 
October 2008, only one peer-operated program had met the qualifications to be a 
certified mental health provider and thus able to bill for drop-in center services under 
Medicaid. 

▪	 Several Grantees reported that since CMS disallowed bundling of payment for ACT 
services, it has been very difficult to find funding for peer support services provided 
as part of Assertive Community Treatment.7 Even when Medicaid funding is available, 
lack of funding for start-up costs can impede the hiring of peer support staff. For 
example, Medicaid reimbursement is available for Pennsylvania’s Certified Peer 
Specialists, but funding for implementing their positions is either not available or 
insufficient (e.g., for recruiting and interviewing, and human resource activities to 
align the new position with existing jobs and supervisors’ responsibilities). 

▪	 Several Grantees, including Virginia, said they could not amend their Medicaid State 
Plans to add peer support as a Medicaid-reimbursable service until the proposed 
regulatory changes to rehabilitation services and targeted case management were 
finalized and funding for current services ensured. (Because of opposition to the 
changes from the states and others, Congress issued a moratorium on the changes 
through July 2009, and the new administration may further delay implementation.)  

Provider Concerns and Resistance 

Other barriers to incorporating a recovery orientation into services for persons with mental 

illness—particularly by hiring peer support staff—are provider concerns about confidentiality 

and dual relationships and provider resistance. Several Grantees took steps to address 

concerns and resistance, primarily through education and training, but the problems persist. 

▪	 Many providers continue to have concerns about employing peer support staff 
because they do not understand how to handle boundary, ethical, and human 
resource issues. For example, some are concerned about employing someone who is 
also a client, and others do not understand what reasonable accommodations are 
required under the Americans with Disabilities Act. Maine grant staff noted that some 
mental health provider groups in Maine are reluctant to contract with trained peers 
such as Wellness Recovery Action Planning (WRAP) facilitators or peer support staff 
because they are afraid that they will be liable for any negative outcomes from their 
performance. 

▪	 Grant staff in Ohio noted that hiring consumers as staff within the mental health 
system requires a culture change, which is a long, slow process because of provider 
resistance to sharing power and to addressing professional boundaries that were 

7 The challenges that some Grantees encountered regarding CMS reimbursement policy for peer 
support and ACT services may not reflect current CMS policy. Readers are advised to consult with 
CMS staff for information about current policy. 
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developed for psychotherapy. These boundaries need to be adjusted for ACT, case 
management, and other services delivered in the community. Many of the peer 
support specialists who were trained under the Ohio grant had expected to get a job 
in the mental health systems when they completed their training and were 
disappointed when they did not. To address this problem, the grant project director 
and Ohio Advocates staff recommended to the Ohio Department of Mental Health 
that training not be provided until service users have been hired to provide peer 
support services or until an employer commits to hiring them once trained.  

▪ Some of Oklahoma’s ACT teams do not want to hire Recovery Support Specialists 
even though state regulations require them to do so to retain their certification. 
Some of these teams attempt to circumvent the regulations by “borrowing” a 
Recovery Support Specialist part-time from another provider during the 
recertification process, or by hiring professional staff who have a mental health 
history. Grant staff in both Oklahoma and Ohio noted that counties, providers, and 
Community Mental Health Centers varied in their degree of readiness to work with 
peer support staff because some did not understand their value, and others were 
committed to a medical model of service delivery.  

Continuing Challenges in Implementing Evidence-Based Practices  

Implementing EBPs in a state’s mental health system is also a complex endeavor because of 

a wide range of system barriers. New Hampshire’s grant staff cited several such barriers to 

implementing Illness Management and Recovery, many of which have remained since the 

grant ended and are applicable to other EBPs. They include (1) lack of a specific 

organizational structure for the delivery and oversight of IMR services at a mental health 

center; (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;8 (4) lack of fiscal 

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

to sustain IMR services past the initial training efforts. 

Another major barrier is that mental health clinicians find it difficult to modify familiar 

practice patterns based on their original education and training and consensus in the field 

about effectiveness.  

Lack of Medicaid Reimbursement and Resource Constraints 

Several Grantees mentioned lack of Medicaid reimbursement for all components of 

evidence-based practices as a continuing funding challenge. They also said that obtaining 

                                           
 
8 The continuing challenges that some Grantees mentioned regarding CMS reimbursement policy for 

peer support may not reflect current CMS policy. Readers are advised to consult with CMS staff for 
information about current policy. 
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continued funding for conducting periodic, ongoing fidelity reviews is always a challenge, 

and with the current budget situation future funding is uncertain. Similarly, finding funding 

for training administrators, consumers, families, and providers in various aspects of EBPs is 

a challenge, in part because such training is expensive—particularly for providers in time 

away from work, trainers’ fees, clinical supervision, and fidelity assessment. High turnover 

among staff who deliver EBPs increases training costs while making it difficult to sustain 

provider capacity to deliver these services.  

Difficulty Tracking EBP Utilization 

Delaware established a separate billing code for family psychoeducation. When providers 

statewide billed only 183 units of family psychoeducation, state staff sought to determine 

why and found that some providers were offering psychoeducation during individual and 

family mental health intervention sessions and using the code for these sessions to bill for 

their services. Consequently, the State cannot accurately assess the extent to which the 

new psychoeducation is being provided. 

Barriers to Utilization of EBPs 

Delaware’s grant staff noted that lack of transportation—particularly in rural areas—and 

competing demands could present barriers to individuals’ and their families’ enrolling in 

evidenced-based or recovery-oriented practices. Some providers offer a dinner to make it 

easier for families to participate. 

Lessons Learned and Recommendations  

In the course of implementing their initiatives, the MHST Grantees gained considerable 

experience in changing their states’ mental health systems to incorporate a recovery 

orientation and to implement evidence-based practices.  

Lessons Learned: Recovery 

The Grantees described numerous lessons learned, which they believe could be useful to 

other states and stakeholders with program and policy goals similar to theirs. 

Grant Administration  

▪ One Grantee noted that it was unrealistic to have numerous goals for a small grant 
in a short period. Focusing on a small number of goals increases the likelihood of 
achieving them. Another said that a state’s mental health system must have a 
recovery-oriented infrastructure (e.g., have implemented Wellness Recovery Action 
Planning; have advance directives and peer support) before new recovery-oriented 
evidence-based practices, such as Illness Management and Recovery, Supported 
Employment, and Peer Support, can be fully implemented.  
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▪ Delaware’s grant staff said that subcontracting many of the grant’s activities to the 
University of Delaware provided flexibility in administering the grant; for example, it 
was much easier for the University to pay stipends to family members who 
participated in grant activities than it would have been for the state.  

Importance of Consumer and Other Stakeholder Input 

▪ Two Grantees stressed the importance of involving consumers and other 
stakeholders in planning and conducting mental health transformation activities. One 
noted that although working with a large group of providers and peers is challenging, 
it can facilitate communication, help build support and buy-in for new initiatives, 
provide a method for obtaining feedback from the field, and bring about systems 
change.  

▪ Michigan’s grant staff said that states need to involve consumers as the primary 
stakeholders in developing and evaluating public policy to support and implement 
recovery-oriented services. Systems change to support recovery practices can be 
facilitated by establishing a statewide Recovery Council and ensuring that consumers 
make up more than 75 percent of its members. Such a Council can oversee state, 
regional, and local recovery-oriented initiatives and work in partnership with 
educational institutions to bring about systems change. Staff also mentioned the 
critical importance of obtaining consumer input when developing materials designed 
for their use. 

Peer Support Training 

▪ Pennsylvania’s grant staff said that prior to developing their peer specialist training 
curriculum and certification process, they had had very useful conversations with and 
received written materials from staff in several states that had already developed a 
certified peer specialist workforce and obtained Medicaid reimbursement for their 
services (Arizona; Georgia; Hawaii; Iowa; South Carolina; and Washington, DC). 
Doing so helped to ensure a well-designed training and certification process, which 
they believe is essential for effective peer specialist workforce development. 

▪ Ohio grant staff learned that newly trained peer support staff need mentoring from 
other peer support staff and professionals who are also consumers. Through 
mentoring, new peer support staff learn advocacy skills that enable them to work 
more effectively. Without mentoring, new peer support staff are less able to obtain 
needed resources and supports for the consumers with whom they work. Learning 
these advocacy skills also makes it easier to work around the barriers in the mental 
health system.  

▪ Ohio grant staff also suggested that training for peer specialists be offered in time 
segments shorter than 2 weeks because providers are concerned about loss of 
billable hours. Peer specialists in Ohio spend some of their time providing community 
psychiatric supportive treatment services, and when they are attending training, they 
are unable to bill for these services, which are reimbursed on a fee-for-service basis. 
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Revising the training to be offered in 10 half-day segments as well as 1-day trainings 
can address providers’ concerns. 

Offering and Expanding Peer Support Services 

▪ Grantees noted that prior to attempting to expand peer support services, states 
should determine whether the necessary infrastructure is in place. If not, developing 
this infrastructure is critical, including ongoing technical assistance to peer-run 
organizations. Additionally, to support the introduction of certified peer specialists 
into the mental health workforce, states should cultivate a positive recovery-oriented 
service environment among provider organizations and counties through technical 
assistance and training, activities that are time and resource intensive, but essential. 

▪ Oregon grant staff believe that peer-delivered services and programs should be 
integrated into the existing system of mental health services but should be offered 
as distinct services that are not medically oriented. They also believe that peer 
support services have the potential to be most beneficial if offered as part of a 
comprehensive array of services.  

 In addition to employing peer support specialists, traditional provider agencies need 
to offer an array of peer support services including outreach, education, advocacy, 
and personal assistance services. Unless a traditional provider agency offers a broad 
array of peer-provided services, peer support specialists may have only a token 
status, and, as a result, may not receive sufficient acknowledgment and support for 
their role.  

▪ The New Hampshire Grantee noted that to accomplish the State’s objective of 
creating a new recovery-oriented culture of service provision, a workforce trained in 
state-of-the art treatment practices is critical. 

Lessons Learned: Evidence-Based Practices  

As with states seeking to incorporate a recovery focus in their mental health systems, one 

Grantee noted that it is essential to work directly with the entities that will be affected by 

systems change in order to sustain the changes. Another said that management staff must 

dedicate time to infrastructure development to demonstrate their commitment to EBPs to all 

other staff. Without evidence of this commitment, as well as their advocacy for EBPs, it will 

be difficult to obtain staff buy-in at all levels, particularly direct care staff.  

Critical Elements of EBP Infrastructure Development  

Based on its experience to date, North Carolina grant staff mentioned several critical 

elements for developing the infrastructure to implement evidence-based practices. Many 

were also mentioned by other Grantees. The elements are 

▪ active involvement of all stakeholders;  
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▪ alignment of all policies and structures to support EBP implementation;  

▪ appointment of a specific person to oversee EBP implementation;  

▪ development and implementation of a strategic plan with firm action steps and 
realistic timelines;  

▪ sufficient education of consumers and families and effective engagement strategies 
for consumers (offering an EBP does not guarantee that consumers will seek the 
service); 

▪ qualified and effective providers;  

▪ sustained provider training and adequate clinical supervision and follow-up 
consultation;  

▪ implementation of practical methods for monitoring to determine implementation 
fidelity and accessibility of data to both management and providers;  

▪ adequate staff salaries;  

▪ adequate funding for start-up and sustained implementation; and  

▪ an evaluation to determine long-term agency and consumer outcomes. 

Provider Education and Training 

▪ The Grantees pointed out that mental health clinicians often find it difficult to change 
familiar practice patterns that are based on their original education and training and 
consensus in the field about effectiveness. Thus, ongoing support and follow-up 
consultation and supervision are important components for sustaining the use of 
newly introduced EBPs. However, these activities require considerable time and 
effort, and providers often lack the resources to carry them out at the local level. In 
Minnesota, involving state staff in the process has allowed for consultation across 
agencies that proves helpful for many clinicians and also ensures that the activities 
continue when clinicians’ time is limited.  

▪ Minnesota grant staff also noted that to increase and sustain the clinical capacity of 
mental health agencies to use EBPs, it is important to have trained clinicians train 
new staff. Doing so not only strengthens the agency’s clinical infrastructure but it 
also reinforces the training clinicians have received as they improve others’ skills.  

Several Grantees said that agencies were reluctant to have their clinicians participate in 

training because it reduced revenues. Minnesota found that providing grants to providers to 

compensate for their clinicians’ time in training on EBPs was a successful strategy. 

Importantly, one Grantee emphasized the need for states to ascertain how to work with 

professional licensing boards and pre-service university training entities to ensure (1) that 
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mental health professionals receive training on current evidence-based psychosocial 

intervention research, and (2) that they receive clinical experience in the use of evidence-

based practices. Doing so could save states the considerable expense of having to 

continually train and supervise clinicians to implement evidence-based practices. 

Recommendations 

Grantees made both general and specific recommendations to facilitate a recovery 

orientation and the implementation of evidence-based practices in their state’s mental 

health systems. Most recommendations were for changes in SAMHSA and CMS policy.  

Federal Policy 

▪ SAMHSA should stop using separate block grants for mental health and substance 
abuse. The co-morbidity rate for these disorders is high among children and youth. 
Forcing labeling or diagnosis of youth for only one of these conditions discourages 
the development and adoption of integrated mental health and substance abuse 
treatment interventions. 

▪ SAMHSA did not go far enough in its workforce development initiative to train 
clinicians to adopt evidence-based practices, and more work in this area is needed. 

▪ The Federal External Quality Review requirements for managed care providers of 
mental health services should be amended to include a strong focus on recovery-
oriented practices.  

CMS Policy9 

▪ One Grantee commented that the grant was very helpful in establishing an EBP but 
significant state funding—about triple the amount of the grant—was needed to 
implement the practice. CMS should consider a grants initiative with more funding 
over longer periods of time to help states implement major mental health systems 
transformations, including grants to help states sustain the use of EBPs in the mental 
health system. Even if a state is committed to systems changes, grants can help 
bring about change more rapidly and can fund activities for which states do not have 
sufficient resources.  

▪ CMS should provide more free technical assistance to states on the reimbursement 
options for peer specialists in State Plan and waiver services as it does for quality 
assurance in 1915(c) waiver programs. 

                                           
 
9 Several Grantees made recommendations for changes in CMS policy regarding reimbursement 

policy—specifically for peer supports and other recovery-oriented services—that do not reflect 
current CMS policy. RTI conducted interviews with the MHST Grantees in August and September of 
2008 and some CMS policies have changed since that time. Readers are advised to consult with 
CMS staff for information about current policy.  
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▪ CMS policy needs to support a comprehensive range of recovery-oriented practices; 
specifically, CMS should change its policies to better support EBPs such as ACT and 
recovery-oriented practices such as peer support. Changes should allow states to 
more easily seek reimbursement for nationally recognized EBPs such as Assertive 
Community Treatment, Multi-systemic Therapy (for youth), Supported Employment, 
Integrated Dual Diagnosis Treatment, and Illness Management and Recovery.  

▪ CMS and SAMHSA should coordinate data and policy requirements for mental health 
and substance abuse EBPs and recovery-oriented practices. For example, the EBPs 
that have sufficient evidence to have SAMHSA-approved EBP toolkits should have 
service codes that are reimbursable by Medicaid. By reimbursing these EBPs, CMS 
will increase the effectiveness and efficiency of mental health services.  

▪ CMS should consider reimbursing services provided by Recovery Support Specialists 
in settings other than community mental health programs; for example, general 
hospital emergency departments. This practice would increase access to their 
services statewide, especially in rural areas.  

▪ CMS should allow more flexible requirements for the provision of services under the 
Rehabilitation option so that peer-operated programs can provide reimbursable peer 
support services without having to become qualified mental health providers.  

▪ CMS should work more closely with states and mental health rehabilitation experts to 
craft more progressive policies that better support consumers in integrated 
community settings (i.e., policies pertaining to supported employment, wellness 
planning, and peer support).  

State Policy 

▪ States should authorize and appropriate funds for the implementation of recovery-
oriented practices.  

▪ States should include recovery-oriented practices in their mental health codes, 
contract language, and evaluation activities for all mental health providers.  

▪ States must develop and support a well-trained, highly qualified peer support 
specialist workforce to help strengthen recovery-oriented practices.  

▪ Oregon should amend administrative rules so that peer-operated programs need not 
meet all of the requirements for Qualified Mental Health Provider certification in order 
to provide a specific set of peer-delivered services.  
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Delaware 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop practices to support and facilitate full 
partnerships between families and mental health professionals in decision making about 
children’s mental health services; and to enhance the existing delivery system by providing 
a stronger recovery orientation, with families as key agents for support during relapses and 
in the recovery process.  

The grant had three major goals: (1) to assess the need for family psychoeducation for 
children and families and determine what psychoeducation therapeutic models and 
resources are available, (2) to develop and pilot-test a consumer-driven family 
psychoeducation intervention and manual with selected public behavioral health care 
providers, and (3) to implement the intervention and manual for children and families 
statewide.  

The grant was awarded to the Delaware Department of Services for Children, Youth and 
Their Families. The State contracted with the University of Delaware Center for Disabilities 
Studies to conduct many of the grant activities that led to the development of a family 
psychoeducation manual.  

Role of Key Partners  

▪ The Delaware Federation of Families for Children's Mental Health developed a Consumer 
Advisory Committee, comprising family members and caregivers, to provide input and 
feedback on the family psychoeducation manual’s design and use. 

▪ Staff from three Medicaid Managed Care Organizations (contracted to provide a full 
range of primary and behavioral health services) participated in the development of the 
grant application and in the grant’s oversight group.  

Major Accomplishments and Outcomes  

▪ The University of Delaware Center for Disabilities Studies staff conducted a literature 
review on available educational materials and promising practices in family 
psychoeducation. 

▪ Center staff conducted three focus groups with family members, caregivers, and children 
from all areas of the State to identify their education needs for managing behavioral 
issues. 

▪ Center staff conducted a statewide mail survey of families with children receiving 
intensive services to gather their views on a wide range of topics related to the 
availability and quality of mental health services for children and their families. About 
150 surveys were mailed and grant staff received 38 responses. A more informal survey 
was conducted with school personnel (nurses/school counselors and psychologists), 
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members of the Division of Child Mental Health Services Advisory and Advocacy 
Councils, and Interagency Council members and Attendees of the Delaware Life 
Conference on Medicaid Reform. The purpose of this survey was to determine what 
families—and individuals who refer families for services—would find it helpful to know 
about treatment and the skills that would help them navigate the treatment system. 

▪ Center staff, with input from consumers and providers, designed and produced a draft 
version of the family psychoeducation manual. Center staff conducted a pilot project 
using the manual with the State’s largest mental health outpatient provider for children’s 
services. The provider piloted the manual in three public mental health provider settings 
across the State. The pilot demonstrated the manual’s cost effectiveness as well as 
increased access to mental health interventions and services by families on the waiting 
list for other mental health or substance abuse services. 

 The pilot intervention included two therapists per site who each conducted six sessions 
on psychoeducation (at first with separate groups for children and for adults, then 
together to practice the skills being learned). At two pilot sites, Delaware Guidance 
Services used the group sessions method to provide some services to individuals who 
otherwise would have been wait-listed. An evaluation of the pilot found that among 
individuals receiving treatment, those who had participated in the psychoeducation 
intervention improved more quickly than those who did not. This finding is consistent 
with the findings of other research in this area.  

▪ The Center developed the family psychoeducation manual, produced 900 print copies 
and distributed them to therapists throughout the State. The intervention consists of 
educational materials on 12 topics (6 for family members/caregivers, and 6 for 
children/youth) to be presented in group or individual sessions. The manual is designed 
to complement other services being received by families/caregivers.  

▪ Center staff provided training on the use of the manual to staff from the Division of 
Mental Health Services, service providers who contract with the Division, outpatient 
mental health providers, and providers of other levels of care (e.g., intensive outpatient 
and home based, and day treatment and residential treatment). About 150 providers, 
including school counselors and psychologists, received training on how to use the 
manual. 

Enduring Systems Improvements 

▪ The State now reimburses providers for providing family psychoeducation and has 
established a separate billing code for this service. 

▪ The psychoeducation manual, developed under the grant, has enabled therapists to 
more routinely provide family psychoeducation as part of comprehensive mental health 
services for children/youth and their families. The psychoeducation intervention and 
manual is available on the Center’s website.  
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Key Challenges  

The Delaware Federation of Families for Children's Mental Health, the grant partner that was 
going to secure consumer involvement in the grant, disbanded during the grant’s first year 
because of unresolvable internal conflicts. Consequently, securing active consumer 
involvement in other work committees was difficult. Grant funds were subsequently used to 
pay a stipend to consumers to encourage their active involvement in critical phases of grant 
activities, including both developing and pilot testing the manual.  

Continuing Challenges 

Although the State established a separate billing code for family psychoeducation, by the 
end of the grant, providers statewide had billed only 183 units of family psychoeducation. 
Grant staff had hoped that providers would make more extensive use of the new billing 
code. Instead, providers continue to bill for individual and family mental health intervention 
sessions, during which they use the manual but do not bill separately for family 
psychoeducation. As a result, the State cannot accurately assess the extent to which the 
new service is being provided.  

Lessons Learned and Recommendations 

▪ The availability of a carefully crafted family psychoeducation manual, which has been 
designed with extensive consumer input, can increase the quality of family 
psychoeducation services. Mental health service providers and parents/caregivers found 
the written information to be understandable and the visual materials and graphics very 
useful for clarifying key concepts; also, the materials for children were age appropriate 
and comprehensible.  

▪ Consumer input and feedback are critical to ensure the success of products designed for 
their use.  

▪ The Substance Abuse and Mental Health Services Administration should stop using 
separate block grants for mental health and substance abuse. For children and youth, 
the comorbidity rate for these disorders is high. Forcing labeling or diagnosis of youth 
for only one of these conditions discourages the development and adoption of integrated 
mental health and substance abuse treatment interventions. 

▪ The early and periodic screening, diagnosis, and treatment (EPSDT) mandate is the 
foundation for many of the State’s mental health services for children and their families 
and should be retained to ensure that these services continue to be provided. 

▪ Subcontracting many of the grant’s activities to the University of Delaware provided 
great flexibility in administering the grant. For example, it was much easier for the 
university to authorize payment of stipends to family members who participated in grant 
activities than it would have been for the State.  
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Key Products  

Outreach Materials 

Center staff developed a brochure to encourage providers to use the psychoeducation 
manual.  

Educational Materials 

The Center for Disabilities Studies developed the family psychoeducation manual Family 
Education and Support to educate parents/caregivers, providers, school psychologists, and 
guidance counselors about social, emotional, and behavioral health problems in children and 
youth, as well as strategies for addressing the problems. The manual has six modules for 
working with parents/caregivers (Orientation, Caregiver Support, Disorders, Behavior 
Support, Negotiating Systems, and Problem Solving the Tough Spots) and six topics for 
working with children/youth (Orientation, Stress Management, Changing Self Talk, Owning 
and Understanding Symptoms and Behaviors, Developing Friendships, and Problem 
Solving). The manual is available for download at 
http://www.udel.edu/cds/familyeducation/ and in hard copy format for use by therapists. 
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Maine 

Primary Purpose and Major Goals  

The grant’s primary purpose was to increase the State’s ability to offer recovery-oriented 
services to consumers with mental illness. The grant had two major goals: (1) to develop a 
peer support training and certification program; and (2) to strengthen consumers’ roles in 
governance, decision making, planning, and service delivery—both in the state system and 
in community-based provider agencies. 

The grant was awarded to the Maine Department of Health and Human Services, Office of 
Adult Mental Health Services.  

Role of Key Partners  

▪ A Consumer Project Advisory Committee, whose membership included consumers from a 
Peer Support Work Group and other consumer groups, provided guidance for all the 
grant activities and helped implement many of them.  

▪ The University of Southern Maine’s Center for Learning, Institute for Public Sector 
Innovation, provided logistical support for the Consumer Committee and the trainings, 
as well as Information Technology support.  

▪ Several mental health peer organizations, which are supported by the State, recruited 
participants for a Certified Intentional Peer Support Specialist (CIPSS) training and 
certification program and other training courses.  

Major Accomplishments and Outcomes  

▪ Grant staff, the Advisory Committee, and consultants developed three courses for the 
CIPSS training and certification program, which grant staff conducted. The first course—
3 hours—was open to consumers, family members, providers, and any other participants 
to introduce the concept of Intentional Peer Support in the mental health system. This 
course was also a prerequisite for the certification course and as such was attended by 
all newly recruited individuals wanting to be peer specialists. During the grant period, 32 
classes were provided to 304 individuals. 

 The second course—3 and a half days—was an intermediate-level course for individuals 
who wanted to learn more about peer support but were not interested in becoming 
certified. About 67 individuals attended this course, which served a dual purpose: 
providing more in-depth information and helping applicants for certification meet the 
requirements for admission to the certification course.  

 The third course—the certification course—lasted 9 days and was attended by 80 people, 
51 of whom obtained certification. Of these individuals, 33 were employed in peer 
services settings that require certification, and 18 were working or volunteering in other 
peer programs such as peer centers and peer support groups.  
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▪ Grant staff and the Advisory Committee designed and implemented a certification 
process for the CIPSS program. Requirements include completion of introductory 
training, quarterly co-supervision with staff in the Office of Adult Mental Health Services, 
Office of Consumer Affairs, continuing education, and 75 hours of service.  

▪ In addition to the CIPSS curriculum, the Advisory Committee helped create and review 
application materials for the peer support specialist trainings and related publications 
describing this role. Additionally, Committee members served on the application review 
committee. The criteria for applicants to the certification course included 
(1) demonstration of individual recovery commitment and experience, (2) community 
engagement, (3) demonstrated ability (either through educational qualifications or 
completion of the intermediate course), and (4) references.  

Enduring Systems Improvements  

▪ The Office of MaineCare Services, the state Medicaid agency, amended a MaineCare rule 
to include the definition of Certified Intentional Peer Support Specialist and a 
requirement that ACT teams hire one full-time equivalent CIPSS. However, the change is 
conditional on CMS approval of a proposed State Plan amendment that will allow 
reimbursement for such services. If CMS does not approve the amendment, the 
Department will seek state funding to pay for a CIPSS on all ACT teams. 

▪ Because the State Plan amendment is on hold (see Key Challenges), the Office of Adult 
Mental Health Services provided state funds for CIPSS to work with two ACT teams that 
are specially trained to deal with clients’ forensic issues. These two ACT teams are now 
required to hire a CIPSS.  

▪ The CIPSS training and certification program has increased access to peer support 
services by increasing their availability in several areas, including general hospital 
emergency departments, state mental health hospitals, and peer “warm lines.” (Warm 
lines offer telephone support for non-crisis situations, including, but not limited to, 
dealing with grief, sadness, discouragement, or loneliness; developing effective 
strategies for the future; providing assistance with referrals to community resources; 
and providing information about recovery programs.) 

Key Challenges  

▪ The grant’s initial goals were too ambitious, and grant staff and the Advisory Committee 
had to revise the goals to be more realistic about what could be accomplished.  

▪ CMS required the Office of MaineCare to submit a State Plan amendment to include 
CIPSS on ACT teams. However, during the grant period, CMS proposed changes to the 
rules governing the rehabilitation and the targeted case management options. Because 
of opposition from many states, Congress has declared a moratorium until July 2009. 
Thus, until policy regarding these two options is finalized, the State does not want to 
submit a State Plan amendment to include CIPSS on ACT teams. 
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▪ WRAP (Wellness Recovery Action Planning) is a Medicaid-reimbursable service, but the 
State lacks trained peer facilitators. A grant goal was to increase the number of peers 
who could serve as WRAP facilitators, and the initial plan was to have peers attend a 
train-the-trainer curriculum offered by The Copeland Center, an advocacy organization 
that provides technical assistance on WRAP. However, the Center increased its 
participation requirements, and very few interested individuals were able to meet them.  

Continuing Challenges 

▪ Budget constraints preclude state funding to cover CIPSS on ACT teams until CMS 
approves coverage.  

▪ Some mental health provider groups are reluctant to contract with trained peers, such 
as WRAP facilitators or CIPSS, because they fear being held liable for any negative 
outcomes from the peers’ performance. 

▪ Some ACT providers and peer consumers still have difficulty conceptualizing how peer 
support will be incorporated into the ACT model because Medicaid definitions of medical 
necessity are deficit based rather than strength based. However, treatment focused on 
addressing deficits is not totally incompatible with a strength-based, recovery-oriented 
approach.  

Lessons Learned and Recommendations 

It is unrealistic to have many goals for a small grant in a short period. Focusing on a small 
number of goals will increase the likelihood that they will be achieved.  

Key Products  

Outreach Materials  

Grant staff produced a brochure describing the CIPSS trainings.  

Educational Materials  

Grant staff and the Advisory Committee developed three training curricula, described above.  
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Massachusetts 

Primary Purpose and Major Goals  

The grant’s primary purpose was to transform the mental health delivery system to be 
consumer centered, family centered, and recovery oriented. The grant had three major 
goals: (1) to promote networking opportunities among consumer-operated and recovery-
oriented activities across the State; (2) to assess gaps in recovery-oriented and consumer-
directed services statewide; and (3) to establish a state-level consumer-operated Recovery 
Center of Excellence to provide training and technical assistance to both consumer direction 
programs and traditional mental health providers, and to inform and influence state mental 
health services policy.  

The grant was awarded to the University of Massachusetts Medical School, Center for Health 
Policy and Research, in partnership with the Massachusetts Department of Mental Health 
and the Office of Medicaid.  

Role of Key Partners  

The state agencies for Medicaid, mental health, substance abuse, and rehabilitation, along 
with advocacy and provider organizations, participated in a stakeholder group (the 
Transformation Committee) that met monthly to lead grant activities. Members reviewed 
documents, provided feedback on various initiatives, and shaped the development of the 
Recovery Center of Excellence—known as The Transformation Center. 

Major Accomplishments and Outcomes  

▪ The Transformation Committee sponsored and conducted a conference about working in 
recovery-oriented, consumer-operated programs and services, which was attended by 
250 providers, consumers, and state agency staff. 

▪ Grant staff and two peers conducted interviews at six recovery-oriented, consumer-
operated organizations to document examples of such practices and services as well as 
the opportunities for and barriers to providing these services. 

▪ Grant staff developed a position paper on the value of peer specialists in providing 
mental health services and the growing evidence base for the use of peer specialists. 
The paper was disseminated to state agencies and provider organizations.  

▪ A subcommittee of the Transformation Committee developed a survey to identify 
consumer-operated programs and activities in Massachusetts and published the results 
in a directory. Hard copies of the directory were distributed to consumers, providers, 
and consumer-operated organizations, and the directory is available on the Internet for 
access by other stakeholders and the general public.  
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Enduring Systems Improvements  

▪ The Transformation Committee that guided the grant’s work is now a permanent 
subcommittee of the State's Mental Health Planning Council. The Council’s role is to 
guide the Department of Mental Health in its planning processes and to determine how 
block grant money is to be used.  

▪ The consumer-operated Transformation Center was developed to support, improve, and 
expand recovery-oriented and consumer-operated programs. The Center conducts 
training on recovery for providers, offers technical assistance to other consumer-
operated organizations, and runs the Massachusetts Certified Peer Specialist Program, 
which was adapted from Georgia’s Peer Specialist Training and Certification Program.  

▪ From October 2006 until the grant ended in September 2008, the Center provided 
information and referral services and training and technical assistance to more than 625 
individuals. Fifty-four trainees were certified as peer specialists, 46 of whom were 
employed in that role (32 had been employed as peer specialists prior to receiving 
training). The Center has continued its operations with funding from the Department of 
Mental Health and other grant sources. 

▪ The concepts of recovery and peer-provided services are becoming more accepted 
across the Massachusetts mental health system. More providers are hiring peer workers, 
and the Department of Mental Health has included recovery in its strategic priorities. 

Key Challenges  

▪ Grant staff found it challenging to establish effective partnerships with some of the state 
agencies that served on the grant’s stakeholder group because of changes in these 
agencies’ leadership.  

▪ During the grant period, the State was implementing major health care reform, and a 
new governor was making changes in executive staff. Thus, it was not easy to get state 
staff to focus on amending the Medicaid State Plan to obtain reimbursement for peer 
specialist services. The same factors made it difficult to get high-level executive staff to 
attend the stakeholder meetings.  

▪ Lack of data on the cost effectiveness of using certified peer specialists contributed to 
uncertainty about the benefits. The Department of Mental Health has discussed the 
possibility of conducting a pilot to collect data.  

Continuing Challenges 

▪ The Office of Medicaid and the Department of Mental Health decided not to pursue 
Medicaid funding for peer specialist services at this time because of uncertainties about 
the best approach. However, conversations about securing Medicaid reimbursement are 
continuing.  
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▪ Obtaining sufficient funding for recovery-oriented, consumer-operated organizations to 
conduct programs and activities is a continuing challenge. 

Lessons Learned and Recommendations 

▪ Grant staff should engage both peers and providers in planning and conducting mental 
health transformation activities. Though working collaboratively with multiple 
stakeholders is challenging, it can help to bring about systems change. A large group of 
providers and peers working together can facilitate communication, help to build support 
and buy-in for new initiatives, and provide a method for obtaining feedback from the 
field. 

▪ CMS should provide more technical assistance to states on the reimbursement options 
for peer specialists.  

Key Products  

Outreach Materials 

Grant staff developed the Consumer Operated Programs and Activities (COPA) in 
Massachusetts Directory, which is available at http://buzz.freeshell.org/ngbcan/links. 

Educational Materials 

▪ The 35-module Peer Specialist Training and Certification Curriculum (mentioned above) 
is administered over 8 days. The Curriculum helps individuals to develop competencies 
and skills in the peer specialist role. It covers the recovery concept, how to establish 
healing relationships, and the importance of obtaining support.  

▪ The Transformation Committee developed a Culture of Respect Statement that promotes 
peers’ voluntary and thoughtful disclosure of mental health experiences and encourages 
providers to support and respect such disclosure.  

Reports 

▪ Grant staff developed a policy paper, Developing a Mental Health Peer Specialist 
Workforce in Massachusetts, aimed at policy makers and providers. The paper provided 
information on the value of peer specialists and their role in the mental health system.  

▪ Grant staff developed a report, Snapshot of Recovery Oriented Practices, summarizing 
results from interviews on recovery-oriented practices conducted with staff and peers at 
provider agencies. This information was presented at a conference and used to generate 
discussion at the Department of Mental Health and at provider agencies about how to 
identify and implement recovery-oriented practices.  
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Michigan 

Primary Purpose and Major Goals  

The grant’s primary purpose was to make recovery-oriented practices the foundation of 
Michigan's public adult mental health system. The grant had four major goals: (1) to 
facilitate rapid movement toward a consensus among consumers, professionals, and service 
system managers on recovery-oriented practices; (2) to ensure that leadership and 
initiatives within the Michigan Department of Community Health are consumer centered; 
(3) to establish community, regional, and statewide recovery initiatives that can serve as 
learning environments for consumers and providers; and (4) to expand the use of recovery 
principles across the public mental health services system. 

The grant was awarded to the Michigan Department of Community Health (MDCH). 

Role of Key Partners  

▪ Grant staff created the 48-member Recovery Council of Michigan to direct and support 
grant activities. The Council comprised more than 80 percent consumers, including 
many certified peer support specialists, as well as the following: MDCH staff; Community 
Mental Health Services Programs (CMHSPs); representatives of Improving Practices 
Leadership Teams; clinical directors; consumer-run organizations; additional provider 
organizations; and statewide advocacy groups, including the Michigan Disability Rights 
Coalition, Mental Health Association, National Alliance for the Mentally Ill, Schizophrenics 
Anonymous, Depression and Bipolar Support Alliance, Center for Independent Living, 
Native American Inter-Tribal Council, and Office of Services to the Aging.  

 The Recovery Council incorporated smaller ongoing work groups addressing specific 
issues, including (1) the selection and implementation of a statewide recovery measure, 
(2) the vision and values of the Council, (3) the provision of review and support of 
consumer publications and anti-stigma projects, (4) the role of peer support specialists 
in systems change, and (5) statewide policy. 

▪ The Michigan Mental Health and Substance Abuse Administration developed policies 
supporting recovery in state mental health services. 

Major Accomplishments and Outcomes  

▪ The Recovery Council developed a strategic plan concerning infrastructure and systems 
change needed to support the transition to recovery-oriented practices. It also produced 
several documents including (1) a description of the vision and values of a transformed 
system, (2) support for the Recovery Enhancing Environment (REE) measure, and 
(3) clarification of MDCH’s vision and values for recovery and the role of certified peer 
support specialists. 
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▪ MDCH and the Recovery Council distributed documents statewide that describe 
recovery-oriented principles and policies and MDCH’s expectations for providers and 
other stakeholders to adhere to these principles and adopt these policies.  

▪ MDCH and the Recovery Council created a virtual Michigan Recovery Center of 
Excellence using grant funds and additional block grant funds from SAMHSA. The 
Recovery Center developed a website that provides state, national, and international 
information related to recovery-oriented practices, and provides technical assistance to 
providers and consumers on implementation of the Recovery Enhancing Environment 
measure.  

▪ MDCH partnered with the consumer-run Appalachian Consulting Group (ACG) to develop 
a curriculum on systems transformation training, which includes principles and practices 
of recovery. ACG, MDCH, and Recovery Council members provided training to a range of 
stakeholders, including consumers, providers, board members, executive staff of Pre-
Paid Inpatient Health Plans (PIHP)—the organizations that implement the Managed Care 
Specialty Services waiver—and community organizations such as community colleges 
and other groups that serve consumers.  

▪ MDCH, the Recovery Council, and the Michigan Recovery Center of Excellence 
collaborated with three local community colleges to host town hall meetings with 
consumers, family members, advocates, providers, and community college staff and 
students. The purpose of the meetings was to (1) provide information on Council 
activities, current and upcoming recovery initiatives, and implementation of the REE 
measure, (2) describe the Michigan Recovery Center of Excellence and the Certified Peer 
Support Specialists Initiative, and (3) obtain input on these topics from attendees.  

▪ MDCH also worked with community colleges to develop a curriculum that will offer three 
elective credit hours for peer support specialists who complete the requirements for 
certification. In addition, MDCH and Lansing Community College are currently working 
together to offer continuing education opportunities in multiple areas centered on the 
principle and practices of recovery.  

Enduring Systems Improvements  

▪ MDCH is funding the Recovery Council's ongoing activities for strengthening recovery 
practices and continuing systems change activities to ensure that recovery is the 
foundation of mental health services throughout the State. 

▪ MDCH now requires Community Mental Health Services Programs and provider agencies 
to implement the Recovery Enhancing Environment scale to assess organizational 
principles and practices in providing and supporting a culture of recovery. Service areas 
that will be assessed include case management, medication clinics, supported 
employment, foster care homes, Assertive Community Treatment, consumer-run drop-in 
programs, psychosocial rehabilitation programs, and supported housing. The REE scale 
will collect baseline information on the extent to which recovery is the foundation of care 
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in each service area. MDCH and CMHSPs will partner in using the baseline data to 
develop quality improvement tools for each local area and region.  

▪ MDCH is using the SAMHSA block grant to fund statewide implementation of the REE 
short form measurement scale, and the use of individual recovery markers such as 
“having hope is important to my recovery,” “having my rights respected and upheld,” 
“having a sense of meaning in life,” and “improving my general health and wellness.” 
MDCH is also developing site review indicators to inform consumers, providers, and 
MDCH staff of providers’ progress toward full implementation of recovery-oriented 
practices.  

Key Challenges  

▪ Grant staff and the Recovery Council found that it took considerably longer than 
anticipated to reach consensus on recovery-oriented practices and associated training 
and policy development initiatives. Council members varied considerably in their 
philosophy, orientation, and support of consumer collaboration with service providers, 
and it took a long time for the Council to coalesce as a group.  

 Consensus was reached as Council members began to get to know one another and to 
respect opinions, even if they disagreed with them, and to validate that everyone’s 
opinion is important. Informal networking and the small work groups where members 
had informal time to share their personal stories also helped to establish a climate that 
facilitated consensus. The large number of consumers on the Council engaged the 
nonconsumer members by sharing their recovery experiences.  

▪ Grant staff and the Recovery Council found it challenging to work with a large number of 
providers with multiple clinical perspectives.  

▪ MDCH underestimated the amount of financial support needed to cover time and travel 
for agency staff to maximize consumer involvement. Some consumer Council members 
did not receive funds for overnight lodging if agencies believed that their driving 
distance was insufficient to meet requirements. Consumers could not attend general 
Council meetings in addition to the Council’s regularly scheduled meetings. MDCH used 
grant funds to cover lodging, meals, and mileage.  

Continuing Challenges 

Recovery principles are frequently mentioned in brochures and publications, but unless they 
are codified in state and federal guidelines, including Mental Health Code requirements, 
rules, and regulations, their application is not guaranteed. Many state and federal services 
and supports for persons with mental illness are provided by multiple departments, 
including human services, vocational rehabilitation, and others. Unless state-level 
administrators continue their commitment to recovery-oriented practices and continue 
providing policies and guidance to support and sustain these practices throughout the entire 
system, they will not be implemented.  
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Lessons Learned and Recommendations 

▪ States need to involve consumers as the primary stakeholders in developing and 
evaluating public policy to support and implement recovery-oriented services.  

▪ CMS policy needs to support a comprehensive range of recovery-oriented practices. 

▪ CMS should provide free technical assistance to states for implementing recovery in 
State Plan and waiver services as it does for improving quality in HCBS waiver 
programs. 

▪ CMS should consider a grants initiative to help states implement major mental health 
systems transformation. 

▪ The State should authorize and appropriate funds for the implementation of recovery-
oriented practices.  

▪ States should include recovery-oriented practices in their mental health codes, contract 
language, and evaluation activities for all mental health providers. 

▪ The Federal External Quality Review requirements for managed care providers of mental 
health services should be amended to include a strong focus on recovery-oriented 
practices.  

▪ States must develop and support a well-trained, highly qualified peer support specialist 
workforce to help strengthen recovery-oriented practices.  

▪ Systems change to support recovery practices can be facilitated by establishing a 
statewide Recovery Council and ensuring that consumers constitute more than 75 
percent of its members. Such a Council can oversee state, regional, and local recovery-
oriented initiatives and work in partnership with educational institutions to bring about 
systems change.  

Key Products  

Educational Materials 

▪ The Recovery Center of Excellence created a website (http://www.mirecovery.org) with 
information on recovery-oriented practices. 

▪ The Michigan Disability Rights Coalition, an organizational member of the Recovery 
Council, developed a statewide blog to disseminate state and national recovery-oriented 
information. The blog is located at: http://therecoveringlife.blogspot.com. 
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Minnesota 

Primary Purpose and Major Goals  

The grant’s primary purpose was to identify evidence-based practices (EBPs) for children 
with serious emotional disturbance and facilitate statewide implementation to improve client 
outcomes and reduce out-of-home placements. The grant had three major goals: (1) to 
identify scientific information on evidence-based practices for guiding decisions about 
children's care and make it available to providers and families, (2) to improve the quality of 
children's mental health services, and (3) to implement evidence-based practices to 
improve outcomes for children and families.  

The grant was awarded to the Minnesota Department of Human Services, Children's Mental 
Health Division.  

Role of Key Partners  

A Steering Committee, comprising representatives from the Minnesota Department of 
Human Services, the Minnesota Department of Corrections, four county governments, 
providers, insurers, and advocacy organizations such as the National Alliance for the 
Mentally Ill (NAMI)–Minnesota, provided advice on how to update and expand the Division’s 
EBP database and EBP training initiatives, and develop educational materials for parents and 
families of children with mental health disorders.  

Major Accomplishments and Outcomes  

▪ A contractor updated and expanded a database originally developed in Hawaii to include 
current evidence on treatment for seven child mental health disorders (Depression, 
Anxiety, Attention Problems, Disruptive Behavior, Substance Use, Trauma, and Autism).  

▪ A second contractor developed a web-based application that allowed access to the 
database for providers and families across the State. The objective was to help providers 
and families to develop more effective treatment plans for children with mental illness. 
Provider staff and families used the database to guide treatment decisions by entering 
client characteristics and selecting potential clinical practices to produce the potential 
treatment strategies most likely to succeed.  

▪ Grant staff worked with a contractor to develop an intensive training curriculum for 
clinicians to assist them in incorporating evidence-based practices consistently in their 
day-to-day practice. The training requires in-person attendance for 5 days followed by a 
weekly phone consultation with the Division’s clinical EBP expert over a 6- to 9-month 
period. During these calls, the clinical EBP expert trains clinicians to use a specially 
designed form—called a clinical dashboard—to monitor treatment patterns and measure 
client outcomes on a weekly basis as well as their progress over time. The dashboards 
provide a graphic representation of the treatment strategies that have been used during 
each session with the child and the child’s progress toward meeting treatment goals.  
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▪ Initially, more than 150 mental health workers from across the State were trained on 
the content and use of the database. In year two of the grant, intensive training for 
select clinical providers was implemented and 52 clinicians from 23 mental health 
agencies were trained. 

▪ In partnership with NAMI-Minnesota, grant staff developed a curriculum to train parents 
and family members about evidence-based practices and their use in providing more 
effective treatment plans for children’s mental health disorders. Grant funds paid NAMI-
Minnesota staff to present the curriculum in training sessions across the State. 

Enduring Systems Improvements  

▪ The availability of the database and training on evidence-based practices for clinicians 
and families has laid the foundation for more effective treatment strategies based on 
scientific research rather than on consensus in the field about “what works.” About 80 
percent of clinicians who have been trained to date are implementing the new evidence-
based practices, which has increased the number of agencies providing EBP services 
from 0 to 23. The Division continues to train new cohorts of clinicians each year, and is 
also training parents and families so they can actively participate in treatment planning 
and be informed about the treatment strategies most likely to be effective for their 
children. 

▪ The legislature created a new base-budget funding category for the ongoing 
development and support of evidence-based practices. The Division is currently using 
this funding category to provide grants to providers across the State to help them 
develop the clinical capacity to provide more EBP services. This has enabled providers to 
cover the cost of having their clinicians participate in the 5-day training and the 6 to 9 
months of ongoing consultation and follow-up. In the future, these funds may be used in 
other ways to support evidence-based practices. 

Key Challenges  

▪ Clinicians’ daily practice did not initially change with the use of the EBP database 
because awareness alone of evidence-based practices did not affect how clinicians 
provide services. Instead, they continued to practice based on their familiar original 
training. Grant staff conducted chart reviews of children enrolled in the initial study and 
held focus groups with the clinicians from the pilot clinic. Clinicians indicated through 
focus groups and individual interviews that simply knowing the information was not 
adequate. They felt they needed specific training on how to implement the practices. 
Thus, grant staff, along with the contractor, developed the intensive 5-day training 
curriculum and the follow-up telephone consultation process (described under 
Accomplishments).  

▪ Grant staff were unable to evaluate the effect of the use of the EBP database on the 
service system in the way that was initially planned because the evidence-based 
practices were not implemented in the pilot clinic as intended. However, DHS is using a 
CMS-funded Systems Transformation grant to develop a web-based quality improvement 

3-40 



MHST — Minnesota 

system for the Division, which is focused on client outcomes and provider performance. 
The system will allow the Division to track individual children’s progress on a number of 
standardized measures. Outcomes can then be compared across provider agencies—
those that have implemented evidence-based practices and those that have not. 

Continuing Challenges 

▪ Mental health clinicians find it difficult to change familiar practice patterns based on their 
original education and training and consensus in the field about effectiveness.  

▪ The Division needs to ascertain how to work with professional licensing boards and pre-
service university training entities to ensure that mental health professionals receive 
training on current evidence-based psychosocial intervention research, and receive 
clinical experience in the use of evidence-based practices.  

▪ It is difficult to provide EBP manualized approaches (i.e., those that require the use of a 
manual in a step-by-step approach)—specifically, Multi-systemic Therapy and 
Multidimensional Treatment Foster Care—because some components of these 
approaches are not reimbursable under Medicaid.  

▪ Although the database provides valuable information about effective treatments, 
evidenced-based practices are difficult to implement, and ongoing support and follow-up 
consultation are needed to sustain their use. States need funding for the training and 
consultation infrastructure to support EBP implementation.  

Lessons Learned and Recommendations 

▪ Using state funds to offer grants to providers to compensate for their clinicians’ time in 
training on evidence-based practices was a successful strategy.  

▪ Ongoing support and follow-up consultation is an important component for sustaining 
the use of evidence-based practices. 

▪ To increase and sustain the clinical capacity of agencies to use evidence-based practices, 
it is important to have trained clinicians train new staff. Not only does it strengthen the 
agency’s clinical infrastructure by improving the skills of a greater number of staff, it 
also reinforces the training clinicians have received as they improve others’ skills. 

▪ State staff should coordinate training efforts and monitor weekly consultation calls 
because these activities require considerable time and effort and providers often do not 
have the resources to do this locally. Also, involving state staff enables consultation 
across agencies, which has been helpful for many of the State’s clinicians, and ensures 
that the activities continue when clinicians’ time is limited.  

3-41 



FY 2004 Grantees: Final Report 

Key Products  

Educational Materials 

▪ In partnership with a parent liaison from NAMI-Minnesota, grant staff developed a series 
of fact sheets for parents and families describing specific mental health disorders in 
children and adolescents and suggested EBP treatment strategies. 

▪ NAMI-Minnesota staff developed a training curriculum, What Works? What Helps? 
Treatment Options in Children’s Mental Health, to train parents and families about 
evidence-based practices.  
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New Hampshire 

Primary Purpose and Major Goals  

The grant’s primary purpose was to implement Illness Management and Recovery (IMR) as 
an evidence-based practice (EBP) in behavioral health services. The grant had five major 
goals: (1) to develop a permanent, multi-stakeholder statewide IMR Team to oversee the 
implementation, delivery, and sustainability of Illness Management and Recovery 
throughout the state system; (2) to develop a service reimbursement strategy to implement 
and deliver IMR in a high-fidelity and collaborative process with consumers as active 
partners; (3) to develop an organizational structure supporting IMR clinician-teams in each 
Community Mental Health Center (CMHC) region, an IMR supervisor at each CMHC, and an 
IMR state liaison; (4) to develop a credentialing process for IMR providers, including staff at 
CMHCs, the State’s inpatient mental hospital, and a prison psychiatric unit; and (5) to 
establish an IMR Center of Excellence as a state resource to train, evaluate, sustain, and 
improve IMR services across state systems.  

The grant was awarded to New Hampshire Bureau of Behavioral Health (hereafter, the 
Bureau).  

Role of Key Partners  

▪ Grant staff created a state IMR Steering Committee comprising the state Medicaid, 
mental health, corrections, and housing agencies; and staff from CMHCs, peer support 
agencies, consumer and advocacy organizations, and a research center. The Committee 
reviewed CMHC fidelity scores and the IMR implementation process, identifying areas 
needing technical assistance or improvement. 

▪ Partnering CMHCs volunteered their Quality Improvement staff to work on the Bureau’s 
Fidelity teams. 

▪ The Dartmouth Psychiatric Research Center (PRC) provided training and ongoing 
technical assistance to CMHC staff in the provision of IMR services.  

Major Accomplishments and Outcomes  

▪ The Dartmouth PRC worked with Bureau staff to develop an IMR manual and training 
curriculum and provided IMR training and weekly supervision to staff in the single state 
hospital, the transitional housing services program, and the Secure Psychiatric Unit at 
the state prison. The Center also developed and provided training in IMR-related topics, 
such as stages of change, motivational interviewing, cognitive behavioral therapy, 
working with families, and mental illness.  

▪ Grant staff provided consultation to IMR teams regarding CMHC policies and procedures 
that support Illness Management and Recovery, and Medicaid reimbursement of IMR 
services. The Bureau and the Dartmouth PRC developed and conducted informational 
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meetings on illness management and recovery for consumers, families, and the general 
public, as well as state legislators. Public education about the State’s public mental 
health system is critical to improving access to services across the State.  

▪ The Bureau decided to have its IMR implementation process evaluated by expert 
external evaluators using an objective process—the State Health Authority Yardstick 
(SHAY), which was developed by SAMHSA and Dartmouth Medical School. The SHAY 
measures how a state authority is implementing and supporting evidence-based 
practices. The results and subsequent action plan developed following this evaluation 
were shared with senior leadership within the Department of Health and Human 
Services, all of the community mental health providers, the EBP Steering Committee, 
Dartmouth, and within the Bureau.  

▪ The Steering Committee began to develop a credentialing system for CMHCs that will 
use five indicators from the IMR fidelity assessment and the General Organizational 
Index (GOI) scales. (The GOI comprises common indicators across all fidelity scales.) 

Enduring Systems Improvements  

▪ The Bureau implemented Illness Management and Recovery in all 10 CMHCs, the State’s 
inpatient psychiatric hospital, and the State’s transitional housing service, thus ensuring 
access to this program on a statewide basis. 

▪ The Steering Committee developed an IMR quality assurance process, including 
consumer outcome measures, IMR fidelity measures, and GOI measures. Assessment 
teams consisting of Bureau staff, a consumer, a CMHC Quality Improvement staff 
member, and occasionally a family member, conducted fidelity reviews at all CMHCs and 
transitional housing service providers. The IMR Steering Committee reviewed fidelity 
scores to focus training and technical assistance efforts on needed improvements.  

 The IMR Steering Committee is continuing its work with Bureau funding and will oversee 
the implementation and sustainability of Illness Management and Recovery, and other 
evidence-based practices, in various settings statewide. Since the grant ended, the State 
has also implemented Supported Employment on a statewide basis, and plans to 
implement more evidence-based practices, using the lessons learned and 
implementation plan that were developed as a result of this project. 

▪ Grant staff and the IMR Steering Committee considered different approaches for the 
Bureau to provide oversight of IMR training, the fidelity of IMR practices, and the 
provision of IMR information to practitioners, consumers, and the public. The Bureau 
decided to use existing resources and contracted with the Dartmouth Evidence Based 
Practice Center to conduct trainings and fidelity assessments on an annual basis. 

▪ CMHCs in each of the State’s regions developed IMR implementation teams and 
designated IMR coordinators to oversee the implementation of the Illness Management 
and Recovery evidence-based practice. Each CMHC also has an IMR implementation 
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committee consisting of various stakeholders, including consumers, who work with the 
coordinator to implement and sustain the IMR practice. 

▪ Dartmouth PRC developed both an IMR overview curriculum and a train-the-trainer IMR 
curriculum, which will be used by each CMHC. The PRC will also offer regional trainings 
on topics identified by CMHCs based on their needs.  

▪ Grant staff rewrote the administrative rule governing the provision of mental health 
services to include Illness Management and Recovery and helped gain its approval by a 
legislative committee. They also revised reimbursement regulations to ensure IMR 
coverage and implemented the new regulations after passage by a legislative 
committee. CMHCs are now required to implement IMR practices in accordance with 
specified standards and benchmarks. The Bureau will give a small monetary award 
annually to three CMHCs that demonstrate high IMR fidelity. The criteria for the award 
are currently being developed. 

Key Challenges  

▪ It was difficult to develop IMR infrastructure and to implement the practice because of 
high CMHC staff turnover—on average 20 percent across the provider system—and the 
need to continually train new staff. The Bureau assisted CMHCs by providing IMR 
training for new hires with weekly supervision for a period of 4 months with a trainer 
from the Dartmouth Psychiatric Research Center. 

▪ The State’s 10 peer support centers (funded through the SAMHSA block grant and state 
funds) did not initially "buy into" Illness Management and Recovery because they 
thought it too medically oriented, preferring Wellness Recovery Action Planning, an 
alternative recovery-oriented practice. However, they did not oppose its implementation 
and provided information about Illness Management and Recovery when requested by 
consumers. Following consumers’ positive experience with the practice, they now readily 
provide such information to consumers. 

▪ The credentialing process was not fully implemented during the grant period because 
there was insufficient time to obtain the second round of fidelity scores from CMHCs for 
the IMR indicators. The process will be completed by the end of the current fiscal year.  

▪ Outcome measures were not consistently obtained by the CMHCs because of 
administrative burden and lack of agreement about which tool to use to collect outcomes 
data. To minimize the administrative burden on CMHCs, the IMR Steering Committee 
decided to develop a mechanism to credential agencies rather than individuals and 
chose five measures for credentialing: (1) overall IMR fidelity score, (2) proportion of 
workers completing annual training, (3) proportion of workers receiving regular 
supervision on IMR practice, (4) the proportion of eligible consumers receiving IMR 
services, and (5) the number of consumers who complete all 10 modules of the IMR 
treatment program.  
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Continuing Challenges 

▪ Obtaining continued funding for training and ongoing fidelity reviews is always a 
challenge, and given the current budget situation future funding is uncertain. 

▪ The high turnover of CMHC staff who provide IMR services makes it difficult to sustain 
provider capacity to deliver these services. 

Lessons Learned and Recommendations 

▪ States wanting to implement the IMR evidence-based practice need to provide training 
and consistent supervision and understand that the fidelity and GOI scores will be a 
matter of public record available for examination by consumers and providers. 

▪ The grant was very helpful in establishing the evidence-based practice of illness 
management and recovery, but significant state funding was needed to implement the 
practice—about triple the amount of the grant.  

▪ CMS should consider funding grants to help states sustain the use of evidence-based 
practices in the mental health system. 

▪ To accomplish the State’s objective of creating a new recovery-oriented culture of 
service provision in New Hampshire, a workforce trained in state-of-the art treatment 
practices is critical. Much work remains to build a workforce trained in illness 
management and recovery. Grant staff noted that SAMHSA did not go far enough with 
its workforce development initiative to train clinicians to adopt evidence-based practices.  

Key Products  

Outreach Materials 

Each CMHC developed posters and brochures that were displayed in waiting rooms and 
distributed by staff during intake and appointments. 

Educational Materials 

▪ Dartmouth PRC and the Bureau developed an IMR train-the-trainer curriculum called 
IMR, Teach New IMR Practitioners. 

▪ Dartmouth PRC developed a PowerPoint presentation on Illness Management and 
Recovery for use with practitioners during IMR overview training.  
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North Carolina 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop the infrastructure to include evidence-based 
practices (EBPs) in the mental health system for adults with mental illness. The grant had 
one major goal: to develop the infrastructure for selected evidence-based practices in four 
local areas and to disseminate grant products statewide.  

The grant was awarded to the North Carolina Department of Health and Human Services.  

Role of Key Partners  

▪ Four of the State’s 25 Local Management Entities (LMEs)—community-level management 
organizations charged by the State to manage/coordinate local delivery of mental health 
services—developed the infrastructure for supporting and implementing a selected 
evidence-based practice for adults with mental illness in their catchments.  

▪ The Governor's Institute on Alcohol and Substance Abuse facilitated all statewide 
meetings, participated in all local LME meetings, coordinated all trainings, and assisted 
in report preparation. 

▪ The State’s Division of Mental Health/Developmental Disabilities/Substance Abuse 
Services and the Division of Medical Assistance (the state Medicaid agency) co-
sponsored all statewide meetings and reviewed materials developed through the grant. 

▪ A local vocational rehabilitation agency worked closely with one LME and its provider 
network to develop a memorandum of agreement to provide supported employment 
services.  

Major Accomplishments and Outcomes  

▪ Directors at each of the four participating LMEs formed a local work group to develop 
infrastructure to support and sustain evidence-based practices. Activities included 
training staff; marketing to and educating consumers and providers; managing delivery 
of EBP services; monitoring and evaluating outcomes; and developing supporting 
business management practices such as record/data security, billing, HIPAA compliance, 
and the Integrated Payment and Reporting System reimbursement structures.  

▪ The Project Director conducted a needs assessment with each of the four LMEs to help 
them determine which evidence-based practices to implement and to identify priority 
areas for infrastructure development. Based on their priority areas, each LME selected 
an evidence-based practice on which to focus. Three LMEs selected only one practice 
because, given statewide reform and other agency priorities, they considered it 
unrealistic to focus on more.  
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▪ The Durham LME had already contracted with Assertive Community Treatment teams 
and felt it could implement four evidence-based practices, namely, Family Psycho-
Education, Integrated Dual Disorders Treatment, Illness Management and Recovery 
(renamed Wellness Management and Recovery), and Supported Employment. The 
project was designed to develop the evidence-based program policies and practices 
needed to support EBP delivery to consumers.  

▪ A consultant worked with each LME to develop a strategic action plan to build the 
infrastructure needed to support delivery of its selected evidence-based practice(s). 
Other consultants provided technical assistance and education and training about the 
selected practices, how to develop cost estimates for implementing them, and data 
collection activities needed to monitor implementation.  

▪ Each LME work group identified the scope of work needed to develop the infrastructure 
for its selected evidence-based practice(s); developed technical resources, such as cost 
analyses and data collection protocols, to support implementation and sustainability; 
and developed outreach and education materials for providers and consumers about the 
selected practice(s). 

▪ All of the participating LMEs received training on developing action plans; evaluation and 
quality improvement; process improvement; an overview of mental health practices 
across the country; implementing wellness management approaches; connecting science 
and services; achieving consumer benefits; rate setting for Medicaid; and developing 
effective, high-quality community mental health and substance abuse services. 

▪ The LMEs educated consumers and their families about evidence-based practices and 
worked with them to identify and eliminate barriers to obtaining EBP services, such as 
not knowing how to identify competent providers or secure appropriate services. They 
also provided information about reimbursement policies that could affect access.  

▪ Twenty-five staff from the four participating LMEs attended a training session on 
integrating illness management and recovery with wellness recovery action planning in 
an agency setting. 

▪ Each LME conducted a field test of its selected evidence-based practice(s) in 
collaboration with one or more of its provider agencies to determine strengths and 
potential challenges. Only one of the LMEs conducted fidelity assessments. 

▪ For three LMEs, the grant project enabled them to offer evidence-based practices for the 
first time. The fourth LME had already begun the process of implementing five tool kits 
and was able to help the other LMEs in anticipating challenges and identifying effective 
strategies for addressing them. 

Enduring Systems Improvements 

▪ All four LMEs developed the infrastructure to support and sustain implementation of their 
selected evidence-based practice(s): illness management and recovery, supported 
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employment, integrated mental health and substance abuse treatment, and family 
psychoeducation. The LMEs are emphasizing to their staff the need for evidence-based 
practices to have high fidelity to ensure improved functional outcomes for adults with 
mental illness. (Fidelity is the term used to measure how closely the evidence-based 
practice as implemented conforms to the practice as defined by SAMHSA.)  

▪ Each LME developed tool kits containing policies, procedures, manuals, and data 
collection forms to implement its selected evidence-based practice(s) and to monitor 
implementation. The Department of Health and Human Services developed a plan to 
disseminate these products statewide so that other LMEs can replicate the 
infrastructure-building process. 

▪ An LME developed a memorandum of agreement between an LME, the Division of 
Vocational Rehabilitation, and providers to offer supported employment services. 

Key Challenges  

The State’s transformation of the overall mental health service system greatly affected LMEs 
and provider agencies as they coped with the system’s new service definitions and billing 
processes. Because the implementation date for the new service definitions was delayed, 
LMEs had to ensure that they were billing correctly as the definitions were introduced. 
Another state-level change affecting the LMEs during the project was a shift in responsibility 
for direct enrollment for Medicaid services and Medicaid authorization from LMEs to Value 
Options (a utilization management company working for the State) in order to ensure 
statewide standardization and efficiency. These changes significantly affected the 
authorization process for services, including evidence-based practices.  

Continuing Challenges 

▪ The LMEs and providers are having difficulty determining which of the State’s new 
service definitions to use when billing for EBP provision. The new definitions approved by 
CMS in the North Carolina State Plan amendment provide a foundation for offering 
several evidence-based practices, but the EBP tool kits did not anticipate or address 
reimbursement policies. For example, evidence-based practices may specify a duration 
or intensity of services that may not be supported under medical necessity criteria and 
so the practice must be modified. In other cases, the provider must be more qualified 
than the reimbursement rate will allow. The State has not amended the definitions in the 
State Plan because of the complex, lengthy process. Instead, it is educating providers 
about the appropriate billing codes to use for specific practices.  

▪ Both LMEs and provider agencies have difficulty finding resources to conduct periodic, 
ongoing fidelity reviews of evidence-based practices. 

▪ Administrators, consumers, families, and providers need training on various aspects of 
evidence-based practices, but such training is expensive, particularly for providers in 
terms of staff time away from work, trainers' fees, clinical supervision, and fidelity 
assessment. In addition, the State lacks a sufficient number of qualified trainers. The 

3-49 



FY 2004 Grantees: Final Report 

grant offered training opportunities that were both specific to single LMEs and for all 
participating LMEs.  

▪ The State’s Division of Mental Health/Developmental Disabilities/Substance Abuse 
Services has not yet determined how to assess the effectiveness of materials developed 
under the grant. Once that is determined, the Division will identify the most effective 
ways to disseminate them.  

Lessons Learned and Recommendations 

▪ It is critical to work directly with entities that will be affected by systems change—under 
the MHST grant, that was the LMEs and state agency staff—in order to sustain the 
changes. Grant staff worked directly with LME staff and representatives from two state 
divisions. 

▪ To effectively implement evidence-based practices, management staff need to dedicate 
time to infrastructure development. Doing so will demonstrate their commitment to all 
other staff. Without evidence of their commitment to, as well as their advocacy for, 
evidence-based practices, it will be difficult to obtain the buy-in of staff at all levels, 
particularly direct care staff. 

▪ Consumers and their families, as well as providers, need education about the concepts 
of recovery and evidence-based practices. LMEs found that offering an evidence-based 
practice does not guarantee that consumers will seek the service. 

▪ Several critical elements are needed to develop the infrastructure to implement 
evidence-based practices:  

– active involvement of all stakeholders: state staff, LMEs, providers, consumers, and 
families;  

– alignment of LME and provider agency policies and structures to support EBP 
implementation;  

– appointment of an LME staff member to oversee EBP implementation;  

– development and implementation of a strategic plan with firm action steps and 
realistic timelines;  

– sufficient education of consumers and families;  

– sustained provider training and implementation of practical methods for monitoring 
to determine implementation fidelity;  

– qualified and effective providers;  

– adequate staff salaries;  

– adequate clinical supervision;  

– accessibility of data to both the LME and providers;  
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– adequate funding for start-up and sustained implementation;  

– effective engagement strategies for consumers; and 

– an evaluation to determine long-term agency and consumer outcomes. 

Key Products  

Outreach Materials 

The four LMEs separately produced numerous outreach materials: (1) a brochure describing 
evidence-based practices for use by providers, (2) a newspaper pull-out section on mental 
health with advertisements and stories from EBP providers, (3) a PowerPoint presentation 
on illness management and recovery for consumers, (4) a series of four brochures on EBP 
tool kits on supported employment, (5) a supported employment consumer survey, and 
(6) flyers on various evidence-based practices for consumers.  

Educational Materials 

The four LMEs separately developed numerous educational materials: (1) a PowerPoint 
presentation on evidence-based practices for LME and board members and one for 
consumers; (2) EBP consumer brochures (on Wellness Management and Recovery, on 
Supported Employment, and an overview of five evidence-based practices); (3) a Supported 
Employment Toolkit Manual; (4) a web-based tool to help frontline providers integrate 
evidence-based practices into the person-centered planning process; (5) a manual for 
developing EBP infrastructure for LMEs; (6) an EBP survey for providers; (7) a training 
evaluation form; and (8) five documents detailing the scope of work for individual evidence-
based practices for use in five implementation resource kits: Assertive Community 
Treatment Teams, Family Psycho-Education, Integrated Dual Disorders Treatment, 
Supported Employment, and Wellness Management and Recovery.  

Reports 

A consultant developed a fiscal analysis for an LME to model the cost of integrated mental 
health and substance abuse treatment. The results will be used to support 
recommendations to the State on the need to develop a billing rate and service definition 
specific to the EBP Integrated Dual Disorders Treatment. 
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Ohio 

Primary Purpose and Major Goals  

The grant’s primary purpose was to integrate peer support into Assertive Community 
Treatment (ACT) services offered by community mental health centers (CMHCs) throughout 
the State. The grant had three major goals: (1) to integrate the use of peer support 
specialists in ACT services; (2) to facilitate provider organization acceptance of the role of 
peer support specialists on ACT teams; and (3) to disseminate lessons learned and 
exchange information about peer support and ACT with Ohio ACT providers and Grantees in 
other states.  

The grant was awarded to the Ohio Department of Mental Health (ODMH).  

Role of Key Partners  

▪ Ohio Advocates for Mental Health, a consumer-operated organization, trained new peer 
support specialists and provided mentors for those obtaining jobs in CMHCs.  

▪ The Ohio Coordinating Center for ACT provided training to traditional mental health 
provider organizations on how to incorporate peer support into ACT.  

▪ The Ohio Department of Job and Family Services (the State Medicaid agency) worked 
with the ODMH to prepare a proposed amendment to Ohio's State Medicaid Plan that 
would have allowed Medicaid reimbursement of ACT as a bundled service incorporating 
peer support. 

Major Accomplishments and Outcomes  

▪ The Ohio Coordinating Center for ACT produced a paper on integrating peer support 
specialists into ACT teams and disseminated it in Ohio and at a national conference.  

▪ The Coordinating Center trained traditional provider staff and peer support staff on the 
responsibilities of ACT team peer support specialists. The Center also provided technical 
assistance to traditional mental health provider organizations that want to adopt peer 
support, such as community mental health centers. 

▪ The Coordinating Center trained mental health provider organizations on how to revise 
policies and procedures regarding human resource and supervision practice to integrate 
peer support specialists into ACT teams. 

Enduring Systems Improvements  

▪ Ohio Advocates for Mental Health developed a 2-week curriculum on incorporating peer 
support into ACT for traditional providers and trained 90 consumers to become peer 
support specialists. Of the 37 Ohio ACT teams serving 1,560 consumers, 12 hired peer 
support specialists, and additional teams are considering hiring them. Those who did not 
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get jobs on ACT teams secured other jobs at provider organizations, such as residential 
specialist and receptionist. 

▪ The Ohio Coordinating Center for ACT is a nonprofit organization created by the ODMH 
to promote ACT through training, consultation, data analysis, and advocacy; it is a 
resource for current and future Ohio ACT teams as well as for Ohio communities that are 
interested in learning more about the ACT model. Peer support and other recovery-
oriented concepts are now permanently incorporated into the trainings, consultation, 
and technical assistance provided by the Center to traditional mental health providers. 
Funding from the SAMHSA Mental Health Block Grant administered by ODMH will ensure 
that the Center continues its work. 

▪ Ohio Advocates developed additional training for peer support specialists, which is being 
used by ODMH to enhance peer support services that are not provided as part of ACT.  

Key Challenges  

CMS stopped approving bundled services, including ACT, which resulted in rejection of 
Ohio's proposed State Plan amendment to add peer support bundled with ACT as a Medicaid 
reimbursable service. Ohio's legislative rules committee had approved an ACT certification 
standard that required the inclusion of peer support staff. However, without CMS approval 
of Ohio's State Plan amendment, the addition of peer support specialists to ACT teams 
became optional. 

Continuing Challenges 

▪ ACT teams are able to hire consumers to provide Medicaid-reimbursable community 
psychiatric supportive treatment (CPST) services, also known as case management 
services. Although CPST may include some peer support activities that are reimbursable 
under Medicaid, other peer support activities are not (e.g., providing nationally 
recognized peer education, such as Wellness Recovery Action Plan training and support; 
supportive listening without “intervention”; providing transportation; and attending the 
first few meetings of a support group).  

 Additionally, peer support staff are not reimbursed for their time when they go to a 
consumer’s home and find that he or she is not there or will not answer the door, which 
often happens when staff provide outreach to consumers who are becoming psychotic or 
severely depressed. Because Ohio's state budget faces severe constraints, non-Medicaid 
funding for peer support is limited.  

▪ Hiring consumers as staff within the mental health system requires a culture change, 
which is a long, slow process because of provider resistance to sharing power and to 
addressing professional boundaries that were developed for psychotherapy. These 
boundaries need to be adjusted for ACT, case management, and other services delivered 
in the community.  



MHST — Ohio 

▪ The grant’s evaluation showed that 6 months after the completion of peer specialist 
training, there was a consistent decline in participants’ perceptions of their ability to help 
others with recovery and to help professionals understand consumer perspectives. 
However, the six respondents who were employed as peer support specialists had more 
positive perceptions. The survey results raised questions about the advisability of 
training individuals for a position that has little or no employment opportunity. 

 Many of the peer support specialists had expected to get a job in the mental health 
system when they completed their training and were disappointed when they did not. To 
address this problem, the grant’s project director and Ohio Advocates staff 
recommended to the ODMH that training not be provided until an individual has until 
they have been hired to provide peer support services, or until an employer commits to 
hiring them once trained.  

Lessons Learned and Recommendations 

▪ Some interventions that support recovery from mental illness are educational and 
supportive in nature, and do not fit with Medicaid’s reimbursement criteria. The ODMH 
would like CMS to change its policies to better support evidence-based practices such as 
ACT, and recovery-oriented practices such as peer support. Changes should allow states 
to more easily seek reimbursement for nationally recognized practices such as Assertive 
Community Treatment, Multi-systemic Therapy (for youth), Supported Employment, 
Integrated Dual Diagnosis Treatment, and Illness Management and Recovery.  

▪ To increase the effectiveness and efficiency of mental health services, CMS and SAMHSA 
should coordinate data and policy requirements for mental health and substance abuse 
evidence-based practices (EBP) and recovery-oriented practices. For example, the 
practices that have sufficient evidence to have SAMHSA-approved EBP tool kits should 
have service codes that are reimbursable by Medicaid. For a list of these practices, their 
fidelity standards, and references to the published articles in refereed professional 
journals, see http://mentalhealth.samhsa.gov/cmhs/CommunitySupport/toolkits/. 

▪ Grant staff learned that newly trained peer support staff need mentoring from other peer 
support staff and from professionals who are also consumers. Through mentoring, new 
peer support staff learn advocacy skills that enable them to work more effectively. 
Without mentoring, new peer support staff are less able to get needed resources and 
supports for the consumers with whom they work. Learning these advocacy skills also 
increases their ability to get what they need from their work environment so they work 
effectively and work around the barriers in the mental health system.  

▪ Grant staff also concluded that training for peer specialists should be offered in time 
segments shorter than 2 weeks because providers are concerned about loss of billable 
hours. Peer specialists in Ohio spend some of their time providing community psychiatric 
supportive treatment services, and when they are attending training they are unable to 
bill for CPST services, which are reimbursed on a fee-for-service basis.  
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 To address this problem Ohio Advocates for Mental Health will revise the peer support 
specialist training into 10 half-day segments, and the Ohio Coordinating Center for ACT 
will offer 1-day trainings for peer specialists on peer support, as well as 1-day trainings 
designed for supervisory staff. 

Key Products  

Educational Materials 

▪ Ohio Advocates for Mental Health developed a 2-week training curriculum for peer 
support specialists, called Peer Support Training, which continues to be used. 

▪ The Ohio Coordinating Center for ACT developed a training curriculum on incorporating 
peer support into ACT, called Peer Support and ACT, which continues to be used. 

Technical Materials  

The Ohio Coordinating Center for ACT developed several trainings that included some group 
exercises and a board game to help provider organizations address needed changes in 
human resources and supervisory policies to accommodate the use of peer support 
specialists. These tools provide insight into problems that peer specialists may experience 
while providing services, such as advocating for consumers at team meetings, working with 
psychiatrists, and meeting with their supervisors. 

Reports 

The Ohio Coordinating Center for ACT developed a paper, You Don't Have to ACT Alone: 
Using Peer Support to Enhance ACT Teams, which explains how peer support enhances ACT 
and describes personnel policies, accommodation of peer support specialists, and other 
resources available to incorporate peer support specialists into ACT teams.  
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Oklahoma 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop the evidence-based practice of Illness 
Management and Recovery (IMR) and to incorporate recovery support specialist (RSS) 
services throughout the State’s mental health service delivery systems. The grant had five 
major goals: to develop (1) IMR services in Oklahoma, (2) a policy and program framework 
to support evidenced-based practices, (3) a training and credentialing process for recovery 
support specialists, (4) an RSS network of providers of peer services, and (5) a policy and 
program framework for the RSS network.  

The grant was awarded to the Oklahoma Department of Mental Health and Substance Abuse 
Services (hereafter, the Department).  

Role of Key Partners  

▪ Grant staff created a Consumer Advisory Group to provide input and insight regarding 
peer services. 

▪ The Oklahoma Health Care Authority (OHCA)—the state Medicaid agency—worked with 
the Department to develop and implement IMR and recovery support services.  

Major Accomplishments and Outcomes  

▪ Grant staff developed policies to support the development and delivery of IMR and 
recovery support services, including a specific billing code for IMR group services. These 
policies addressed job descriptions for recovery support specialists and RSS training, 
credentialing, and continuing education requirements. (Recovery support specialist is the 
title Oklahoma uses for peer service providers.) 

▪ Grant staff developed a database of consumers to serve as potential recovery support 
specialists and recruited them into the training and credentialing process.  

▪ The Department used grant funds to hire expert consultants to train approximately 30 
clinicians and recovery support specialists to implement IMR services. 

▪ The grant’s RSS coordinator provided technical assistance to both the recovery support 
specialists and their supervising clinicians through more than 40 provider agencies 
throughout the State.  

▪ The RSS coordinator made presentations around the State in various venues, including 
conferences attended by consumers, family members, providers, state staff, and 
interested community members. The presentations focused on the grant project, the 
role and responsibilities of recovery support specialists, and ways to incorporate RSS 
services in the mental health delivery system. When conference attendance required an 
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entrance fee, the Department provided scholarships for consumers to pay the fee. 
Recovery support specialists who were employed had their attendance fees paid by their 
employers.  

▪ Grant staff and a contractor conducted three annual consumer satisfaction surveys 
regarding recovery, peer-run services, and community connectedness. The first was 
conducted early in the grant period to obtain baseline data. 

▪ Grant staff conducted IMR training with providers across the State during the grant’s 
first year. Follow-up with the providers revealed that many had not incorporated illness 
management and recovery into service delivery. With funds left over at the end of the 
grant, the Department hired expert consultants to provide IMR training at four 
community mental health centers (CMHCs), and is conducting fidelity assessments of 
these providers.  

Enduring Systems Improvements  

▪ The Department added Recovery Support as a new service statewide, provided through 
community mental health centers and reimbursed through the Medicaid Rehabilitation 
option. If the State receives CMS approval for a State Plan amendment to expand 
recovery support services beyond the CMHCs to private outpatient behavioral health 
providers, then the Medicaid agency will develop a budget request (for fiscal year 2010) 
to support this expansion.  

▪ The Department added Illness Management and Recovery as a new service at four 
CMHCs that received specialized IMR training, and a specific billing code for IMR group 
services was established to bill Medicaid. The Department is using the SAMHSA IMR 
fidelity instrument to assess providers at the four CMHCs, and if the outcomes data 
demonstrate the efficacy of IMR services, the State will likely consider expanding the 
service statewide. 

▪ The Department will continue to fund the RSS curriculum, training process, and 
credentialing system. The Department also continues to promote SAMHSA’s 10 
fundamental components of recovery, which include peer support, by making 
presentations at conferences and provider meetings.  

▪ The State’s workforce for providing peer services—recovery support specialists—has 
been expanded. Grant and OHCA staff trained 63 recovery support specialists to work 
for provider agencies.  

Key Challenges  

▪ It was difficult for grant staff to convince providers of the value of recovery support 
specialists to the mental health workforce, and many providers had negative attitudes 
about having consumer staff.  
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▪ Many providers find it difficult to understand that though recovery support specialists 
may have a setback with symptoms, or even may need to be hospitalized for a time to 
adjust medication, they are still able to work effectively on return from leave. 
Additionally, even when recovery support specialists experience an illness unrelated to 
mental illness, their provider-employers often interpret the illness as evidence of their 
inability to perform their job—rather than as a temporary setback.  

 This problem is an ongoing challenge. To address it, the Department, the RSS 
coordinator, and occasionally OHCA staff provided technical assistance and conducted 
trainings for provider agency staff to discuss challenges and accomplishments related to 
having a person on staff with a mental illness or co-occurring disorder.  

▪ Some providers’ staff do not understand the reasonable accommodation provisions of 
the Americans with Disabilities Act and interpret accommodations as favoritism or 
“special privileges” (e.g., flexible schedules and wearing headphones to work on 
occasion because of auditory hallucinations). This problem is also an ongoing challenge.  

▪ Insensitivity or breaches of confidentiality have been an obstacle because some staff do 
not understand that an individual’s being self-identified as a person in recovery does not 
give others the right to discuss that individual’s personal affairs. For example, in some 
instances, supervisors have revealed to staff and other clients the personal struggles of 
their employed recovery support specialists, and co-workers have attempted to read a 
peer worker’s medical file. The Department has provided extensive training on this 
subject, but the information is not provide to new staff, which is particularly important 
when staff turnover is high. This situation is also an ongoing challenge.  

Continuing Challenges 

▪ The Department must find funding to pay for RSS services on ACT Teams because CMS 
disallowed its State Plan amendment to bundle peer support with ACT.10  

▪ Some ACT Teams do not want to hire recovery support specialists even though state 
regulations require them to do so to retain their certification. Some of these teams 
attempt to circumvent the regulations by “borrowing” a recovery support specialist from 
another provider part-time during the recertification process, or by hiring professional 
staff who have a mental health history. 

▪ Support for recovery support specialists among CMHCs varies—some have hired them 
and others have not because they do not understand the value and viability of hiring 
consumer staff. 

▪ Because the State does not have a Medicaid buy-in program, recovery support 
specialists have concerns about losing their Medicaid benefits—those receiving SSDI in 
particular—because of the potential of earning too much income. 

                                           
 
10 CMS has since modified its policy regarding bundled payments.  
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▪ Lack of transportation poses a huge access barrier in a rural state like Oklahoma. CMHCs 
have a van that picks up individuals for day treatment (i.e., psychiatric rehabilitation), 
but many individuals do not live on or near the van route. If CMS approves Medicaid 
funding for recovery support services through private providers as well as CMHCs, 
access to these services in rural areas could be increased. The current reimbursement 
rate for recovery support specialists appears to be sufficient to cover both their salary 
and the cost of transportation to provider settings. 

Lessons Learned and Recommendations 

▪ CMS’s review of applications for State Plan amendments is often complicated and slow, 
and such reviews can lead to CMS requirements to revise formerly approved sections of 
the State Plan, which the State may not want to amend. 

▪ CMS should consider reimbursing for services provided by recovery support specialists in 
settings other than CMHCs; for example, general hospital emergency room departments. 
Doing so would increase access to their services statewide, especially in rural areas. 

▪ Consumers in recovery employed as recovery support specialists, as well as provider 
agencies employing them, should share their success stories with other providers to 
illustrate that peer support is a valuable and meaningful service, not only for consumers 
but also for provider staff and the agency at large. Having consumers on staff 
demonstrates to their peers and to providers that recovery is possible. 

Key Products  

Outreach Materials 

Grant staff developed a brochure describing the RSS program and training curriculum to 
distribute at conferences and fairs around the State. 

Technical Materials  

Grant staff developed an RSS training curriculum and credentialing process. Topic modules 
included Defining Recovery, How the Mental Health System Works, Facing Your Fears, The 
Role of Peer Support, Effective Listening, Cultural Competence, Telling Your Recovery Story, 
Values and Beliefs, Creating a Recovery Environment, Role Strain and Employment Issues, 
and Substance Abuse and Addictions. 

Reports 

The Oklahoma Mental Health Consumer Council produced a report, Consumer Services 
Satisfaction Survey, based on a survey that assessed consumer satisfaction with recovery-
oriented services.  

 

3-60 



 

3-61 

Oregon 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop new and expand existing peer-operated 
programs and services across the State as well as the infrastructure to sustain them. The 
grant had five major goals: (1) to develop and expand peer-operated programs and services 
in at least eight peer group organizations; (2) to facilitate the incorporation of peer-
operated programs and services as an evidence-based practice (EBP); (3) to identify 
collaboration strategies, funding mechanisms, and policy changes needed to sustain peer-
operated programs; (4) to increase consumer participation and collaboration at all levels in 
policy development and service design, implementation, and oversight; and (5) to evaluate 
the impact of peer-operated services on mental health systems transformation.  

The grant was awarded to Portland State University (PSU) as a representative of the Oregon 
Addictions and Mental Health Division (hereafter, the Division). The grant project was 
referred to as the Peer Expertise Network (PEN). 

Role of Key Partners  

▪ Grant staff formed a Leadership Committee to provide guidance to the grant project and 
technical assistance (TA) and training to peer-operated organizations. The Committee 
included representatives from the Division, peer-led organizations, and the State 
Independent Living Council, the National Alliance for the Mentally Ill, and the Mental 
Health Association of Oregon.  

▪ The Oregon Addictions and Mental Health Division assisted in developing and 
implementing all outreach and training activities.  

Major Accomplishments and Outcomes  

▪ The grant’s project director and Leadership Committee members helped peer-operated 
program leaders in eight regions to develop an improvement plan for infrastructure and 
services and a related TA plan. Based on each program’s plan, grant partners provided 
ongoing TA using several approaches, including teleconferences, on-site visits, 
informational materials, listservs, and a statewide conference on peer-delivered 
evidence-based practices. TA tools included a program-directed peer-delivered services 
fidelity assessment process, various examples of peer-delivered services curricula, and 
information on consumer-directed customized approaches to finding meaningful and 
satisfying employment.  

▪ Grant staff helped to establish relationships among leaders of 15 peer-operated 
programs to promote information sharing and mutual support to enhance peer services.  
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▪ Approximately 30 consumer/survivors participated on state and local boards and 
committees during the grant period, and 10 provided training to organizations 
developing peer-operated programs and services.  

▪ Two consumer-directed peer-delivered services organizations began independently 
billing for services, and another organization that provides peer-delivered services 
became consumer/survivor directed for the first time in its history. (It had previously 
been overseen by a county.) 

▪ Grant staff developed and disseminated a compendium of peer-delivered services for 
use by mental health organizations and consumer/survivor organizations to help them 
identify evidence-based and promising peer-delivered services used elsewhere in the 
country that could be developed in Oregon. The Division used the compendium to clarify 
the nature and scope of peer-delivered services across the country. 

Enduring Systems Improvements  

▪ Eight peer-operated programs expanded their service capacity by increasing the type of 
services offered and their availability. New employment services were developed and 
community information and resources guides were prepared. In addition, a service called 
“peer bridgers’’ was developed to assist consumers transitioning from the hospital to the 
community. Anecdotal information from the programs estimated that service availability 
increased by about 50 percent.  

▪ Although most of the project’s efforts focused on increasing the capacities of existing 
peer-led programs, grant staff also supported the establishment of “Point of Hope,” a 
new consumer-run organization in Pendleton, Oregon, that is now providing peer 
services. 

▪ The Division designated the socialization aspect of peer-operated programs as an 
evidence-based practice and approved a service description and associated Medicaid 
billing code for consumer drop-in center services to provide this service. However, to be 
able to bill directly for this service, an entity must be a qualified mental health provider 
(QMHP) that is able to offer all mental health services—itself or through a subcontract 
established with another mental health provider.  

 As of October 2008, only one peer-operated organization was a certified mental health 
provider and could bill for drop-in center services under Medicaid. Other peer-delivered 
services were being provided through subcontracts established with consumer 
organizations and groups by counties or regional managed mental health care 
organizations.  

▪ The Division provided additional funding to expand peer-delivered services, to 
implement trauma-informed services as part of the system of care, and to undertake a 
consumer/survivor informed planning process related to peer-delivered services 
certification and training. 
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▪ Oregon has increased consumer participation and collaboration at all levels of service 
and policy design, implementation, and oversight. The consumers/survivors who serve 
in the EBP implementation groups and those on mental health advisory boards and the 
Mental Health Association of Oregon board have contributed to the adoption of peer-
operated services within Oregon’s mental health system. Providing peer-delivered 
services has also fostered the involvement of consumers/survivors in developing mental 
health policy. 

Key Challenges  

▪ The Division was focused on building a new state psychiatric hospital, which decreased 
resources and attention devoted to peer-delivered community-based services during the 
life of the project. 

▪ The Division’s historic concerns about the infrastructure capacities of peer-delivered 
programs, along with its role of funding counties that exercise local control in 
distributing funds to regional and local mental health providers, slowed the 
implementation of some grant activities, such as assisting peer-delivered programs to 
establish an independent organizational and financial infrastructure.  

▪ Some counties’ expectation that state funding for all mental health services be 
channeled through regional managed care mental health organizations and counties 
impeded efforts to increase direct funding for TA to peer-operated programs to help 
them develop and expand peer-delivered services. Grant staff had to meet with 
stakeholders in two counties to persuade them that the provision of TA would not 
interfere with their normal operations.  

▪ When the grant began, many existing peer-operated programs lacked the infrastructure 
to enable expansion, and technical assistance to help them develop it was limited. As a 
result, grant staff had to routinely address infrastructure development of the peer-
operated programs as a project priority. 

Continuing Challenges 

▪ Oregon does not have an entity providing ongoing training, technical assistance, and 
support to peer groups that wish to increase either their capacity or the array of services 
offered. Although the Division provided some funding to help peer-run programs to 
establish independent organizational and financial infrastructure, the programs have an 
unmet need for ongoing funding. 

▪ Although EBP designation is now available for peer-delivered programs in their 
socialization capacity and a billing code is in place, existing QMHP certification 
requirements make it very difficult for peer-operated programs to obtain 
reimbursement, unless they are under contract to a regional mental health program.  
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Lessons Learned and Recommendations 

▪ Prior to attempting to expand peer-support services, states should determine whether 
the necessary infrastructure is in place. If not, developing this infrastructure is critical, 
including ongoing technical assistance to peer-operated organizations.  

▪ Grant staff believe that peer-delivered services and programs should be integrated into 
the existing system of mental health services but should be offered as distinct services 
that are not medically oriented. They also believe that peer support services have the 
potential to be most beneficial if offered as part of a comprehensive array of services. 
Although having peer support specialists working as staff in traditional provider agencies 
is necessary to ensure responsive services for agency clients, their presence alone is 
insufficient to provide the full benefits of peer-provided services.  

 In addition to employing peer support specialists, traditional provider agencies need to 
offer an array of peer support services, including outreach, education, advocacy, and 
personal assistance services. Unless a traditional provider agency offers a broad array of 
peer-provided services, peer support specialists may have only a token status, and 
therefore may not receive sufficient acknowledgment and support for their role.  

▪ Peer-provided services need to be available as one option in an integrated mental health 
service system. If CMS allows states to offer Medicaid beneficiaries flexible budgets in 
self-direction programs, then peer services should be an allowable purchase. However, 
most peer programs cannot meet Medicaid provider requirements, many of which are 
irrelevant to the services they provide, such as being able to provide services 24 hours a 
day. 

 Thus, CMS should allow more flexible requirements for the provision of services under 
the Rehabilitation option so that peer-operated programs can provide services without 
having to become qualified mental health providers. The State also needs to amend 
administrative rules so that peer-delivered programs need not meet all of the 
requirements for QMHP certification in order to provide a specific set of peer-delivered 
services.  

Key Products  

Outreach Materials 

Grant staff sent letters of invitation and applications to peer support groups to participate in 
the grant project. 

Educational Materials 

Grant staff developed a compendium of evidence-based peer-delivered services called Peer-
Run/Peer-Driven Programs, Services, and Organizations: A Review of the Evidence. They 
also developed informational materials to educate consumers about local, regional, state, 
and national discussion groups, newsletters, and other peer-networking initiatives. 
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Technical Materials 

Grant staff developed technical assistance forms to document the type of assistance needed 
by peer-operated organizations, including a technical assistance needs assessment protocol, 
an EBP fidelity assessment protocol, and a technical assistance plan template. 

Papers 

Grant staff wrote a paper describing a method to promote consumer-directed customized 
approaches to finding meaningful and satisfying employment: Sowers, J., & Shelton, R. 
(2007). A Self-Directed Employment Approach for People with Psychiatric Disabilities. 
Portland, OR: Portland State University, Regional Research Institute for Human Services. 
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Pennsylvania 

Primary Purpose and Major Goals  

The grant’s primary purpose was to integrate recovery-oriented practices in the State’s 
mental health service delivery system by training peer support staff and developing a 
Medicaid reimbursement methodology for peer support services. The grant had four major 
goals: (1) to select, engage, and prepare counties in the Northeast, Central, and Western 
Regions of Pennsylvania to implement a certified peer specialist (CPS) program; (2) to 
conduct CPS training in the selected counties; (3) to support and expand CPS activities by 
establishing a self-help network for CPS graduates; and (4) to develop a State Plan 
amendment to obtain Medicaid reimbursement for CPS services provided through the 
Medicaid Rehabilitation option.  

The grant was awarded to the Pennsylvania Department of Public Welfare, Office of Mental 
Health and Substance Abuse Services (hereafter, the Department).  

Role of Key Partners 

▪ A grant monitoring committee that included consumers, state staff, providers, and other 
stakeholders provided input on grant activities. Grant staff also set up a statewide 24-
member work group with broad stakeholder representation that developed the standards 
for Medicaid-funded peer support services.  

▪ The Mental Health Association of Southeastern Pennsylvania (MHASP) developed a CPS 
training and certification program. 

▪ The University of Pennsylvania Collaborative on Community Integration produced a 
report describing grant outcomes. 

Major Accomplishments and Outcomes 

▪ The Mental Health Association of Southeastern Pennsylvania developed a CPS course to 
train consumers to work with traditional providers and a program to certify them as peer 
specialists. The course is 75 hours over a 10-day period. MHASP also developed a 2-day 
training curriculum for supervisors of peer specialists.  

▪ Grant staff selected 17 counties in three regions of the State to pilot the CPS program 
and conducted a conference to prepare them for participation.  

▪ MHASP implemented the CPS training and certification pilot program in the 17 counties, 
training and certifying 72 individuals. Approximately 60 of these trainees became 
employed within 1 year after completing training: 64 percent as peer specialists and the 
others in some other capacity within the mental health field. Simultaneous with the 
grant pilot, the State funded additional training, and MHASP trained and certified 260 
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individuals from all counties across the State. About 50 percent of this cohort are 
employed as certified peer specialists.  

▪ MHASP developed a team of trainers that included consumers to conduct the trainings in 
the pilot area initially, and then statewide.  

▪ Grant staff developed two conferences as networking opportunities for CPS staff, which 
were attended by 70 people. Attendees recommended that the State develop a 
consumer-run statewide peer support association as well as continuing education 
opportunities. 

▪ Grant staff developed the application for the State Plan amendment to cover peer 
support services under the Rehabilitation option, and developed a mechanism (a 17-
point checklist) to help providers meet the requirements for the new service. They also 
provided technical assistance and training to all of the State’s 67 counties to ensure 
implementation of Medicaid-funded peer support services. 

Enduring Systems Improvements  

▪ CMS approved coverage of peer support services under the Rehabilitation option, which 
has increased access to peer supports statewide among individuals who use mental 
health services. By the end of 2008, 59 of the State’s 67 counties had established a peer 
program or were in the process of developing one. 

▪ Grant staff developed standards for Medicaid-reimbursed peer support services to 
ensure the quality of peer support services.  

Key Challenges 

Counties and provider organizations varied in their degree of readiness to work with 
certified peer specialists. Some did not understand the value of peer specialists, and some 
were committed to a medical model of service delivery. 

Continuing Challenges 

▪ The challenge cited above continues. Some counties are much more forward thinking 
than others.  

▪ Many providers have concerns about employing certified peer specialists because they 
do not understand how to handle boundary and ethical issues, as well as human 
resource issues. For example, some are concerned about employing someone who is 
also a client, and others do not understand what reasonable accommodations are 
required under the Americans with Disabilities Act. The State is just beginning to 
address these issues systemically. 

▪ Funding for implementation of the CPS positions is either unavailable or insufficient 
(e.g., funds for developing new positions, recruiting and interviewing, aligning the new 
position with existing jobs, and supervisors’ responsibilities).  
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Lessons Learned and Recommendations 

▪ A well-designed training curriculum and certification process is essential for effective 
peer specialist workforce development.  

▪ Grant staff benefited from conversations with and written materials from Arizona, 
Georgia, Hawaii, Iowa, South Carolina, and Washington, DC, all of which had already 
developed a CPS workforce and obtained Medicaid reimbursement for their services.  

▪ To support the introduction of certified peer specialists into the workforce, states should 
cultivate a positive recovery-oriented service environment among provider organizations 
and counties through the provision of technical assistance and training. Although these 
activities are essential, they are time and resource intensive. 

Key Products  

Outreach Materials 

The pilot counties developed outreach materials to recruit individuals for the CPS training 
program.  

Educational Materials 

▪ The Mental Health Association of Southeastern Pennsylvania developed a training 
curriculum for peer support services. The curriculum addressed a range of topics, 
including recovery, communication skills, engagement strategies, and workforce issues.  

▪ The Mental Health Association of Southeastern Pennsylvania also developed a 12-hour 
in-training curriculum for individuals who will supervise peer specialists. 

Reports 

The University of Pennsylvania Collaborative on Community Integration produced a report 
(Training, Employment and Work Satisfaction Outcomes Report for the Pennsylvania Peer 
Supports Initiative) describing the grant’s evaluation results. 
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Virginia 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop the infrastructure needed to sustain the 
provision of evidence-based practices (EBPs) and peer supports. The grant had three major 
goals: (1) to increase stakeholder knowledge about the principles of self-determination, 
recovery, and empowerment; (2) to align the State’s Medicaid Mental Health Rehabilitation 
Option services with three evidence-based practices: Assertive Community Treatment 
(ACT), Illness Management and Recovery, and Supported Employment; and (3) to maximize 
opportunities for peer specialists and consumer-operated programs to provide EBP services, 
including a potential new adult peer support service under Medicaid.  

The grant was awarded to the Virginia Department of Mental Health, Mental Retardation, 
and Substance Abuse Services (hereafter, the Department).  

Role of Key Partners 

▪ A Consumer Advisory Committee, created by the Virginia Mental Health Planning 
Committee, provided feedback on grant activities concerning evidence-based practices 
and Medicaid issues. 

▪ The Department of Medical Assistance Services (DMAS) and the Department of 
Rehabilitation Services (DRS) revised policies for Supported Employment initiatives 
based on input from grant staff. 

▪ Mental Health America of Virginia (MHAV), formerly called the Mental Health Association 
of Virginia, trained peers on conducting the Recovery-Oriented Systems Indicator (ROSI) 
survey and provided three Consumer Empowerment Leadership Trainings (CELT).  

▪ VOCAL, Inc.—a collective of peer-run, grassroots mental health programs in Virginia—
helped to conduct a survey and distributed recovery-oriented information to consumers. 

▪ The Mental Health Planning Council of Virginia supplemented grant funds with Mental 
Health Block Grant funds for a peer specialist training event.  

▪ The Virginia Commonwealth University Rehabilitation Research and Training Center on 
Workplace Supports provided online training courses for providers of Supported 
Employment services. 

Major Accomplishments and Outcomes 

▪ Mental Health America of Virginia developed an Advanced CELT Academy to train 
consumers to develop advocacy skills; approximately 40 consumers attended various 
training courses. 
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▪ Grant funds supported consumer attendance at conferences on consumer leadership, 
grant writing, mental illness, recovery, peer support, supported employment, the 
wellness recovery action plan (WRAP), and ways to improve the mental health system.  

▪ Grant staff, along with MHAV and VOCAL, Inc., surveyed consumers using the ROSI at 
43 sites in 11 local Community Service Board areas. (Community Service Boards are 
quasi-public units of local government that have statutory responsibility for providing 
mental health services.)  

 MHAV trained and paid mental health consumers to conduct the survey using grant 
funds. The surveyors interviewed 600 consumers and also disseminated 400 Roadmap 
to Recovery pamphlets at mental health centers across Virginia. (The ROSI has a 
consumer assessment and an organizational assessment, but grant funds were sufficient 
only for the consumer assessment.) 

▪ Various grant partners conducted conferences for a range of audiences, including 
consumers, family members, and providers, on the following topics: client choice, 
integrated dual-disorder treatment, peer support, recovery-oriented practices, supported 
employment, supported housing, trauma informed services, and constructing a person-
centered service plan.  

▪ The Department’s Office of Mental Health awarded scholarships to 16 ACT and Programs 
for Assertive Community Treatment (PACT) staff to attend the National Annual ACT 
Conference to receive training and technical assistance on ensuring fidelity to the 
evidence-based practice of assertive community treatment. 

 The Office also established PACT/ACT “Shadow Sites” for new/developing provider 
ACT/PACT teams. Shadow sites provide visiting PACT teams with copies of policies, 
procedures, and assessments, and maintain high standards of fidelity to the ACT 
practice.  

▪ Grant staff and several partners conducted five trainings on supported employment with 
a total of 120 DRS counselors and staff. Also, Virginia Commonwealth University 
Rehabilitation Research and Training Center delivered a statewide teleconference with 
PACT sites on supported employment. 

▪ Grant partners developed a Mental Health Supported Employment pilot program that 
enrolled 30 consumers in Fairfax County to demonstrate the services and supports 
consumers need to succeed in employment. An outcome of the project was the 
production of a manual on how to blend Medicaid and DRS funding streams for 
supported employment—to be distributed to Community Service Boards and partners. 

▪ A contractor (the Mental Health Association of Southeastern Pennsylvania’s Institute for 
Recovery and Community Integration) conducted four peer specialist training events for 
79 peer consumers who were either employed or seeking employment in the public or 
private behavioral health system. The contractor also conducted three training events 
highlighting recovery, peer support, and the employment of peer specialists; and three 

3-72 



MHST — Virginia 

supervisor/manager trainings on the supervision of peer specialists in recovery-oriented 
environments.  

▪ VOCAL provided outreach and staff support for a volunteer consumer interview and 
recording project designed to incorporate consumers’ personal stories about their 
experience with Virginia’s mental health service system and insights into the recovery 
process. The recordings will be used in trainings on the recent statutory amendments 
regarding the involuntary civil admission process for adults with mental illness. 

Enduring Systems Improvements  

▪ The Department adopted the ROSI survey as its standard tool to measure the extent to 
which Virginia’s mental health system has incorporated a recovery orientation in the 
provision of services. The ROSI assessment for consumers is now on the Department’s 
website. The ROSI responses inform the Department about how the system is working 
for consumers, and the Department then informs the Community Service Boards of the 
results. Few consumers have used the online ROSI to date; however, the Mental Health 
Association of Virginia recently implemented a marketing plan to inform consumers of its 
availability. 

 Grant staff developed a data entry and reporting system for community mental health 
providers—primarily the Community Service Boards—to enter individual ROSI survey 
responses from consumers as well as provider administrative data. The system produces 
reports on recovery strengths in the mental health system, such as staff encouraging 
meaningful activities, peer support, and social relationships; provision of choice; and 
critical roles that formal service staff play in helping or hindering the recovery process. 
The ROSI data entry and reporting system is available on CD. 

▪ The Department modified its performance contract with Virginia’s Community Service 
Boards and state hospitals to require the use of a standardized instrument to assess 
their recovery orientation. The modification references the ROSI as one possible 
instrument. Because the Department does not administer Community Service Boards, it 
does not mandate that providers use the ROSI, but it has recommended to the Boards 
that providers use it to track their adoption of a recovery orientation. 

▪ Grant training and technical assistance activities increased the number of mental health 
consumers who participate in and hold leadership roles in the State’s mental health 
system.  

▪ Seventy-nine consumers completed training to become certified peer specialists. The 
Department worked with the DMAS to revise policies regarding Medicaid and mental 
health services to support this service expansion.  

▪ Grant staff helped draft new policies to ensure consumer access to the same minimum 
array of mental health services, and consumer and family member involvement and 
participation in mental health programs and policy. The first policy states that state 
residents shall have comparable and consistent access to the same minimum array of 
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core services and supports that promote self-determination, empowerment, recovery, 
resilience, health, and the highest possible level of community life, including work, 
school, family, and other meaningful relationships. 

 The second policy states that consumers and family members shall be invited, 
encouraged, and supported to participate and be involved in the development, 
operation, and evaluation of Virginia’s public mental health, mental retardation, and 
substance abuse services system to the extent possible at local, regional, and state 
levels through the following activities: analyzing, formulating, and implementing 
policies; planning services and designing programs; providing direct services; 
advocating for resources and fulfilling unmet needs for services; monitoring and 
evaluating services, providers, and the services system; and providing accountability 
and engaging in quality improvement activities. 

▪ The DMAS revised its Community Mental Health Rehabilitative Services Provider Manual 
to improve alignment of Virginia's Intensive Community Treatment standards with the 
ACT model and Virginia's Mental Health Support Services standards with mental health 
supported employment. 

▪ The tragic Virginia Tech shooting in April 2007 led the State’s General Assembly to 
revise the Virginia statute regarding emergency services and involuntary commitment. 
Based on the Department’s advocacy for a recovery orientation, the statute now 
requires that evaluations to determine involuntary commitment include “a discussion of 
treatment preferences expressed by the person or contained in a document provided by 
the person in support of recovery.”  

▪ The PACT Coordinator arranged for the training of two PACT teams to deliver Illness 
Management and Recovery services within the context of Programs for Assertive 
Community Treatment.  

Key Challenges  

▪ Four subcommittees of the grant’s Steering Committee were disbanded after a year 
because many members had competing responsibilities that made them unable to attend 
meetings regularly. Subsequently, the Department’s Office of Mental Health formed a 
Recovery Education and Training Committee that assumed some of the Steering 
Committee responsibilities.  

▪ Grant staff and partners did not implement Illness Management and Recovery as an EBP 
service because consumers and advocates felt the practice as described by SAMHSA was 
not recovery oriented. They preferred WRAP, and so the Department is continuing to 
fund WRAP trainings and WRAP facilitation trainings by peer specialists. 

▪ The State decided not to amend its Rehabilitation Services option under the Medicaid 
State Plan to add a new peer support service because of budget limitations. Additionally, 
CMS reviews of applications for State Plan amendments can lead to requirements to 
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revise formerly approved sections of the State Plan, which the State may not want to 
amend. 

Continuing Challenges 

CMS’s proposed changes in the definition of rehabilitation services and targeted case 
management will create problems for the State’s mental health system. Because of 
opposition to the changes from the states and others, Congress has issued a moratorium 
and delayed implementation until it reviews the changes in 2009. As a result, Virginia 
cannot amend its State Plan to add peer support as a Medicaid-reimbursable service until it 
knows whether the proposed changes to rehabilitation services and targeted case 
management will be made and funding can be ensured. 

Lessons Learned and Recommendations 

▪ A state’s mental health system must have a recovery-oriented infrastructure (e.g., have 
implemented WRAP and have advance directives and peer support) before new 
recovery-oriented services, such as Illness Management and Recovery, Supported 
Employment, and Peer Support, can be fully implemented.  

▪ The Department should continue to work with DRS and DMAS to jointly develop and 
disseminate guidance for providers that clearly delineates the various components of 
supported employment and their respective reimbursement mechanisms through 
coordinated funding streams. 

▪ CMS should work more closely with states and mental health rehabilitation experts to 
craft more progressive policies that better support consumers in integrated community 
settings (i.e., policies pertaining to supported employment, wellness planning, and peer 
support). 

▪ Congress should provide more funding over longer periods to bring about systems 
change. Even if a state is committed to systems change, grants can help achieve it more 
rapidly and can fund activities that states cannot afford to support.  

Key Products  

Educational Materials 

▪ Grant staff developed a website hosted by the Department that focuses on recovery, 
empowerment, and self-determination to provide educational resources and tools to 
consumers/survivors, mental health professionals, and other stakeholders 
(http://www.dmhmrsas.virginia.gov/OMH-Recoverydefault.htm). 

▪ The Mental Health Association of Virginia developed three CELT training courses: 
Bringing Advocacy Home, CELT Advanced Leadership Training, and Medicaid 101.  
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Reports 

▪ One of the outcomes of the Mental Health Supported Employment pilot project was the 
production of a manual to be distributed to Community Service Boards and partners on 
how to blend Medicaid and Department of Rehabilitation Services funding streams for 
Supported Employment. The title of the manual is Successful Competitive Employment 
for Consumers in Recovery from Mental Illness: Strategies and Approaches.  

▪ Grant staff compiled a National Comparison of State Peer Specialist Training Curricula 
and a description of roles of peer support specialists in mental health services. Materials 
were disseminated electronically to other MHST Grantees. 

▪ Grant staff produced a paper, Policy Briefing on Mental Health Supported Employment 
Services Under Medicaid, which critiques current CMS policy and language on 
employment-related services for individuals with disabilities and concludes with an 
example of a recommended policy statement. 

▪ Grant staff also produced another paper, Interpretive Guidance Regarding Medicaid 
Reimbursement for Mental Health Support Services in Supported Employment Programs, 
to provide guidance to distinguish between Mental Health Supported Employment 
services that are strictly vocational and can be supported by non-Medicaid funds (i.e., 
Vocational Rehabilitative Services or state and local mental health funds) and those 
provided in the work environment that may be reimbursable as a Rehabilitation option 
under Virginia Medicaid’s Mental Health Support Services. 
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Section One. Overview 

Optimal health care is achieved when every person at every age receives both medically 

and developmentally appropriate health care. The central rationale for health care transition 

planning for young people with special health care needs is to achieve this goal by ensuring 

that adults receive primary medical and other necessary health care from those trained to 

provide it.11 The goal of health care transitions for youth and young adults with special 

health care needs is to maximize lifelong functioning and potential through the provision of 

high-quality, developmentally appropriate health care services that continue uninterrupted 

as the individual moves from adolescence to adulthood.12 

Healthy People 2010 established the goal that all young people with special health care 

needs will receive the services needed to make necessary transitions to all aspects of adult 

life, including health care, work, and independent living.13 Nearly half a million youth with 

special health care needs become young adults each year in the United States. Although 

most are able to find their way into and navigate adult systems of care, many adolescents 

and young adults with severe medical conditions and disabilities that limit their ability to 

function experience difficulty transitioning from child to adult health care and need 

assistance to do so.14 

The purpose of the Portals from Early and Periodic Screening, Diagnosis, and Treatment 

(EPSDT) to Adult Supports grants was to assist states in addressing the needs of children 

with disabilities, who are redetermined to be eligible for SSI/Medicaid at age 21 (or younger 

at the discretion of the state), as they transition from EPSDT to the adult health care 

system. Specifically, the grants focused on improving access to Medicaid State Plan or 

waiver services for these children by either developing and implementing a State Plan 

amendment, a waiver or demonstration application, or a waiver amendment application to 

expand either services or slots for the targeted disability waiver(s).  

Nebraska and the District of Columbia (the District) each received one of these grants. The 

primary purpose of Nebraska’s grant was to improve the medical transition process for 

 
 
11 American Academy of Pediatrics, American Academy of Family Physicians, and American College of 

Physicians-American Society of Internal Medicine (2002). A consensus statement on health care 
transitions for young adults with special health care needs. Pediatrics, 110(6), 1304-1306. 
Available at http://www.pediatrics.org/cgi/content/full/110/6/S1/1304.  

12 Ibid. 
13 Centers for Disease Control and Prevention, National Institute on Disability and Rehabilitation 

Research, and U.S. Department of Education. (2000) Healthy People 2010. Washington, DC: U.S. 
Public Health Service, U.S. Department of Health and Human Services.  

14 American Academy of Pediatrics, American Academy of Family Physicians, and American College of 
Physicians–American Society of Internal Medicine. (2002). Ibid. 

http://www.pediatrics.org/cgi/content/full/110/6/S1/1304
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young adults with special health care needs who are preparing to move from pediatric to 

adult-based health care. The primary purpose of the District’s grant was to develop 

mechanisms to support youth in foster care (aged 18 to 21) during their transition from the 

EPSDT program to the adult mental health system. Neither was able to implement either a 

new State Plan or waiver: Nebraska because of state fiscal constraints on the Medicaid 

program and the District because of uncertainty about changes to Medicaid coverage of 

current State Plan services through the Rehabilitation and Targeted Case Management 

Options. Nonetheless, both made progress toward their grant goals. 

Section Two contains summaries of each Grantee’s major accomplishments, enduring 

changes, challenges, and lessons learned/recommendations.  
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District of Columbia 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop mechanisms to support youth in foster care 
(aged 18 to 21) during their transition from the Early and Periodic Screening, Diagnosis, and 
Treatment (EPSDT) program to the adult mental health system. The grant had three major 
goals: (1) to examine and refine current methods for identifying EPSDT children in foster 
care with significant emotionally based problems and ensure that they are referred to 
supportive services to meet their needs after they leave the foster care system; (2) to 
examine and refine current regulations, policies, and programs offering mental health 
assessment and supports to foster care children to identify service gaps and eliminate 
service duplication; and (3) to amend the Medicaid State Plan to address gaps in mental 
health and transition services for children in foster care. 

The grant was awarded to the District of Columbia (DC) Department of Mental Health (DMH) 
and was subcontracted to Georgetown University, School of Nursing and Health Studies, and 
to HCBS Strategies, Inc., for data collection and analysis.  

Role of Key Partners  

▪ The DMH created a Portals Work Group, which consisted of representatives from state 
agencies, service providers, advocacy groups, and an independent living center, as well 
as foster care youth and foster parents. This group met quarterly during the grant period 
to provide guidance to project staff and consultants. Group members also provided input 
through focus groups and individual interviews.  

▪ The DC Department of Health Medical Assistance Administration (MAA) participated in 
focus groups and provided technical assistance. 

Major Accomplishments and Outcomes  

▪ The Portals Work Group created a Memorandum of Understanding between the DMH, the 
Children and Family Services Agency (CFSA), and the MAA that delineates the roles and 
responsibilities of the respective state agencies regarding services for youth in foster 
care. 

▪ The grant contractors conducted a detailed analysis of the current infrastructure at the 
CFSA and the DMH to identify service gaps and transition barriers. This analysis included 
a review of policy and program documents (e.g., service descriptions, program 
descriptions, and practices), a literature review, interviews with state agency staff and 
providers, and focus groups with stakeholders.  

▪ Findings were shared with foster youth, foster parents, partnering agencies, members of 
the Portals Work Group, and other community stakeholders. Because the analysis 
concluded that the current type and scope of services covered in the Medicaid State Plan 
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were sufficient to meet the needs of transitioning youth, the goal to amend the State 
Plan was dropped. However, stakeholder feedback helped the project team to formulate 
strategic recommendations to improve the system. 

 The comprehensive review of current regulations and program operations for Medicaid-
funded mental health services was used to establish baseline measures of system 
performance, and to identify opportunities and challenges involved in establishing an 
effective and accountable system to support youth transitioning to independent living 
and adulthood. When the grant ended, the report’s recommendations regarding policies 
and procedures within/across government agencies were under review.  

▪ The analysis identified several provider concerns and issues, such as a lack of knowledge 
and/or misunderstanding about Medicaid and other funding sources that could be used 
to support transitioning youth. To address their concerns and issues, DMH, in 
collaboration with CFSA, held a 1-day conference attended by 63 individuals to 
disseminate information about the Portals from EPSDT grant and to engage key 
stakeholders in discussions about issues related to youth transitioning from foster care. 
An important feature of the conference was the Youth Panel, during which foster care 
youth presented their ideas about transitioning.  

Enduring Systems Improvements  

The DMH project team developed specific transition forms and processes for CFSA and DMH 
staff to use before, during, and after transition to adult mental health services, which are 
now being used by several agencies that work with this population. These include a pre-
transition planning form adapted from the CFSA transition planning form, a post-transition 
follow-up form, and a periodic satisfaction form. The post-transition follow-up form and the 
satisfaction form will be used in combination with the standard Quality of Well-Being Scale 
tool and will be completed at 6-month intervals for 2 years after transition, in order to 
evaluate the adequacy of supports post-transition. 

Key Challenges  

▪ Coordination across the CFSA and the DMH was a major challenge, until grant staff 
established a steering committee made up of agency directors and an agency staff work 
group. The steering committee and work group facilitated efforts to address barriers and 
progress on grant activities.  

▪ During the course of the grant, CMS proposed substantial changes to the Rehabilitation 
services and Targeted Case Management under the State Plan. Because these services 
are the primary funding sources for the target population, uncertainty regarding the 
effect of the new regulations on DMH- and CFSA-funded services has left both agencies 
in a position in which they are unable to undertake major program changes to address 
the needs of transitioning youth. 
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Continuing Challenges 

Uncertainly about the proposed CMS regulations have considerably slowed systems change 
efforts in the mental health system. It is difficult to persuade agencies to expand Medicaid 
services when CMS is seeking to restrict funding for key Medicaid services.  

Lessons Learned and Recommendations 

▪ It is very important to obtain buy-in from both leadership and agency staff to bring 
about systems change. The collaboration started during this grant project has led to an 
expanded effort to build a wraparound program of services for children and youth in DC, 
including foster youth who are transitioning. All of the agencies that serve children, as 
well as family-run and community-based organizations, have adopted this intra-agency 
collaborative approach as a vehicle to plan, develop, and implement a wraparound 
program in DC. The wraparound pilot program is currently funded with DC dollars, but 
the District would like to eventually fund some of these services through Medicaid.  

▪ Technical assistance providers should be experts in the focus area of the grant instead of 
simply being conduits for purchasing outside expertise. They should poll the Grantees 
early in the process to see if there are specific needs across Grantees that they could 
meet. For example, it would have been helpful to have had a briefing on the changing 
requirements for obtaining federal financial participation for case management. 

▪ CMS needs to provide clear and consistent guidance regarding Targeted Case 
Management and services under the Rehabilitation option; in particular, what services 
will be eligible for federal financial participation. 

▪ CMS should authorize a Section (§) 1915(c) waiver for individuals with mental health 
issues and be more liberal in the regulations for the §1915(i) option so that it can be a 
better option for mental health service users.  

Key Products  

Reports 

The grant contractors produced Supporting Transitions for EPSDT Eligible Children in Foster 
Care with Mental Health Disorders in the District of Columbia, which includes specific 
recommendations for increasing the transparency of the system and ensuring that all 
stakeholders—including advocates and providers—clearly understand how the system 
operates.  

Additional recommendations include the following: (1) to provide training, coaching, and 
technical assistance for core service agency staff, mental health providers, family advocacy 
organizations and community-based providers who provide collateral services, including 
training on various aspects of mental health and wellness, and early detection and 
understanding of mental health signs and symptoms; (2) to improve quality assurance and 
quality improvement systems; (3) to improve service planning and coordination across all 
systems that serve children and youth; (4) to facilitate the ability of DMH providers to 
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create new programs that target transitioning youth; (5) to provide CFSA social workers 
ongoing training and technical assistance on how to access the public mental health system; 
(6) to develop a Youth Advisory Council that will meet on a regular basis, where transition-
age youth can have a forum to share their thoughts and ideas on what is working well in the 
system and where improvements are needed; and (7) to develop an initiative to provide 
technical assistance and training to address the needs of gay, lesbian, bisexual, and trans-
gendered youth, and to provide culturally appropriate and inclusive programming and 
services, including safe spaces and youth-adult partnerships.  

The report is available at http://www.hcbs.org/moreInfo.php/doc/2069.  
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Nebraska 

Primary Purpose and Major Goals  

The grant’s primary purpose was to improve the medical transition process for young adults 
with special health care needs who are preparing to move from pediatric to adult-based 
health care. The grant had four major goals: (1) to increase the number of physicians and 
other health care providers able and willing to serve youth with disabilities transitioning to 
adult services, (2) to increase the number of school districts that incorporate medical 
transition planning into their formal transition process, (3) to determine the feasibility and 
cost of a transition clinic as an Aged and Disabled waiver service, and (4) to develop a 
process for benefits planning and determining future employment goals. 

The grant was awarded to the Nebraska Department of Health and Human Services 
(hereafter, the Department) and was subcontracted to the University of Nebraska Medical 
Center (UNMC), Munroe-Meyer Institute (MMI), for implementation of the physician training 
and transition consultation components.  

Role of Key Partners  

▪ The Department created a Young Adults Advisory Council (YAAC), comprising individuals 
aged 18 to 25 with disabilities or special health care needs. The YAAC participated in 
meetings, reviewed materials, provided feedback on grant activities, and shared ideas 
on how to improve the transition of teens to adult health care.  

▪ Easter Seals of Nebraska provided benefits planning and counseling on Social Security 
work incentives. 

▪ The Nebraska Department of Education, Office of Special Populations, provided 
statewide guidance on how to include health care transition planning in existing 
Individualized Education Plans (IEPs) and other transition activities. 

Major Accomplishments and Outcomes  

▪ A primary component of the grant project was the implementation of a pilot transition 
clinic staffed by MMI physicians and specialists. At the recommendation of the Young 
Adults Advisory Council, the name “clinic” was changed to “workshop” and eventually to 
“consultation.” The transition consultation process involves an interdisciplinary core 
team—comprising a nurse, a developmental pediatrician, a physician in internal 
medicine–pediatrics, an adult psychiatrist, a youth/family advocate, and a person to help 
clients navigate the process. The team completes assessments and provides summary 
reports and transition plans to support youth and their families in their transition to 
adult health care.  

 The 26 youth who participated in transition consultations over the grant period had a 
wide range of medical diagnoses, including autism, seizure disorder, cerebral palsy, 
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mental illness, cognitive disabilities, traumatic brain injury, scoliosis, vision problems, 
paraplegia due to accident, brain tumor, and spina bifida. They ranged in age from 15 to 
21 years, and their families were distributed across the State, with nine living in the 
Omaha metropolitan area and the remainder living throughout the other regions of the 
State. Two of the families were Spanish speaking and required an interpreter as well as 
translation of reports and transition resource materials. All the youth were provided the 
opportunity for in-person consultation or consultation via telehealth, which is available at 
all Nebraska hospitals.  

 Although the grant pilot was initially conceived to primarily address the youth’s health 
needs related to transition (i.e., identifying health needs and finding a primary care 
physician and specialists to meet these needs), the team also dealt with a broad range 
of other needs as well, including finding appropriate community resources, making 
referrals (e.g., for respite services and free dental care), and helping youth to find and 
participate in opportunities for social interactions. In addition, all the youth participating 
in transition consultations were referred to Easter Seals of Nebraska, where they 
received benefits counseling; those able and interested in employment received 
information about Social Security work incentives and how to use them.  

▪ Another project component was the education of family practice physicians to increase 
their acceptance of youth with special health care needs into their practices. The grant’s 
transition consultation activities enabled family practice physicians to participate in an 
orientation and to observe the consultation process. A notebook called Physicians 
Training Curriculum and Resources on Transition from Pediatric to Adult-Based Health 
Care for Youth with Special Health Care Needs was provided as part of the orientation, 
education, and discussion. 

▪ The grant sponsored a monthly statewide educational series via videoconference, which 
disseminated information about transition issues for youth with special health care 
needs. The series was targeted to child and adult Aged and Disabled Medicaid waiver 
services coordinators, as they were to serve as one of the primary referral sources for 
the transition consultation service. The videoconferences were also attended by school 
districts representatives (i.e., school nurses, transition specialists, physical therapists, 
occupational therapists, mental health practitioners, behavior consultants, early 
intervention services coordinators, guidance counselors, and teachers). 

▪ Project staff worked with an existing school-based transition benefits counseling pilot 
program to add health care transition planning into the program, and collaborated at the 
state level with the Nebraska Department of Education transition coordinator to ensure 
that health and employment components are included in all transition plans.  

▪ The Nebraska Department of Education Office of Special Populations formed a committee 
to develop a self-advocacy manual for special education teachers to use with their 
students to help the students advocate for themselves in the health system.  
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Enduring Systems Improvements  

▪ The transition consultations funded through the grant as a pilot project served a small 
number of youth from the Omaha area. The service has now been expanded throughout 
the State to different locations, and funding has been secured as an ongoing statewide 
Title V Medically Handicapped Children’s Program. It was not possible to add transition 
consultation to the waiver program because the goal of Nebraska’s Medicaid Reform 
initiative was to keep Medicaid fiscally sustainable by not allowing any expansions.  

▪ Eight of the 10 faculty physicians of UNMC Family Practice and Internal Medicine 
observed the transition consultations and participated in the training orientation to 
enhance their understanding of the health care needs of the target population and to 
better prepare them to serve this population as they become adults. (The remaining two 
physicians were unable to participate because of scheduling conflicts.) The training that 
the teaching faculty received is now being communicated to the residents and medical 
students, and faculty members are using the State’s interactive telehealth network to 
share experiences and best practices with family practice physicians across the State. 

▪ The Department is partnering with Vocational Rehabilitation and the Nebraska 
Department of Education Special Populations Office to sustain the Young Adults Advisory 
Council, which is now operating as a standing committee of the State Rehabilitation 
Council and the Special Education Advisory Council. The YAAC’s primary purpose is to 
provide opportunities for transition-age youth with disabilities to develop leadership 
skills and to promote membership in other youth organizations; the secondary purpose 
is for YAAC members to provide input on disability-related issues, especially those 
related to the transition from school to work and adult living.  

Key Challenges  

▪ Despite targeted outreach and education, the concept of health care transition was 
difficult for families and services coordinators to grasp, resulting in lower-than-
anticipated participation in the consultation pilot. Also, for families facing immediate 
concerns or who were satisfied with their primary care provider, transition planning was 
not a priority. Therefore, some clients were accepted for the pilot just to start the 
process and were not appropriate referrals (i.e., they had severely limited cognitive 
ability to direct care or make decisions regarding transition independence, while the 
project was designed to target youth with primarily physical disabilities who do not need 
assistance to plan and direct their life activities).  

▪ Establishing a process to refer youth to Easter Seals of Nebraska for benefits planning 
was challenging. Some of their staff incorrectly believed that only youth who receive SSI 
were eligible for benefits planning.  

▪ Obtaining adequate health care information from the schools was difficult. Information 
from Individual Education Plans and clinical assessments was available but included 
minimal information regarding the young adult’s health care skills. Also, some youth 
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without IEPs have health plans, and it was very difficult for project staff to get the 
schools to work with them to identify this population. 

Continuing Challenges 

▪ Accessing adult specialists (e.g., orthopedists) who have the expertise to serve persons 
with special health care needs continues to be a challenge. 

▪ The State’s Medicaid Reform initiatives must ensure that the Medicaid program is fiscally 
sustainable by slowing the rate of growth. This initiative has limited the development of 
new service delivery approaches unless they can demonstrate a cost savings or cost 
neutrality. 

Lessons Learned and Recommendations 

▪ It is important to have ongoing contact with services coordinators to increase their 
awareness of the transition consultation service so they will refer youth for this service. 
Initially, referrals were limited, but they increased following the development of 
informational materials (i.e., a fact sheet and brochure). 

▪ Not all cultures or families view living independently from the family as a goal for an 
adult child with disabilities. Often, service providers push for as much independence as 
possible and are frustrated when the family does not support this goal. It is important 
for health care providers to understand the family’s perspective and not express value 
judgments about their preferences. 

▪ The Young Adult Advisory Council provided important information, and convening the 
group at the onset of the project—rather than halfway through—would have been 
beneficial. 

▪ Periodically conducting a survey of services coordinators, school nurses, and physicians 
serving youth in the target age range is a good way to find out if they have discussed 
the transition consultation service with the individuals and families they serve and, if so, 
their clients’ responses. 

▪ It is essential to have all collaborating agencies on board prior to beginning an initiative, 
so they will have a clear understanding of what is expected of them.  

▪ If initiating similar projects, states should plan to spend a lot of time in the first year 
conducting outreach and education to families. Many families are immersed in their 
children’s day-to-day lives and do not immediately recognize the importance of 
transition planning. 
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Key Products  

Outreach and Educational Materials 

▪ Project staff created a Transition Consultation brochure and a youth transition web page 
on the Answers 4 Families website that includes transition information and resources. 
The Young Adults Advisory Council contributed highlights about the YAAC members, a 
YAAC flyer, and a YAAC application form to the web page. Many of the materials cited 
below are also available on the website http://www.answers4families.org/family/youth-
transition. 

▪ Munroe-Meyer Institute staff assembled a physicians’ training curriculum and resources 
notebook that included written materials, videos, a PowerPoint presentation, and 
website resource lists. Grant staff distributed 500 DVDs of the notebook to the UNMC 
Family Medicine Faculty, other physicians, and other professionals working with youth 
with disabilities. The notebook has also been placed on MMI’s website and on the youth 
transition area of the Answers 4 Families website.  

▪ The transition videoconference series conducted during the grant included the following 
topics: understanding genetic and disease-based disorders, employment issues, 
independent living supports, nutrition, alternative and complimentary medicine, 
pharmacology issues, and more. Recordings of the videoconferences are available on the 
youth transition area of the Answers 4 Families website. 

▪ The Young Adults Advisory Council created a video that discusses what they want 
doctors, parents, and services coordinators to know about them and their transition. 

Technical Materials 

A variety of technical materials were produced through the grant project that continue to be 
used, including (1) transition health care assessment forms, (2) a referral protocol, (3) a 
youth transition plan and work incentive plan, (4) an employment and independent living 
portfolio, (5) a transition guide for teens and parents, (6) a portable medical template, 
(7) consultation questionnaires, and (8) evaluation surveys.  

Reports 

The Munroe-Meyer Institute produced Portals Medical Transition Project: Program Evaluation 
Summary that will continue to be used as a reference for program development and 
improvement. The report is available on the youth transition area of the Answers 4 Families 
website. 
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Section One. Overview 

In 2004, the Centers for Medicare & Medicaid Services (CMS) awarded a second round of 

Quality Assurance and Quality Improvement (QA/QI) Systems in Home and Community-

Based Services (HCBS) grants to nine states (see Exhibit 5-1).  

Although CMS requires states to implement a quality improvement system, states have 

broad latitude in defining the standards to which they hold providers accountable and the 

processes used to monitor and improve quality. Historically, states' quality management 

systems have been limited to ensuring compliance with federal and state regulations, 

particularly those regarding financial and service eligibility criteria; and quality management 

processes have been generally oriented toward identifying and correcting past provider 

performance issues rather than building continuous quality improvement (QI) processes into 

ongoing provider operations. However, many states are working to incorporate these 

processes in their HCBS programs.  

Most states have operated with manual data systems (many still do) and a limited capacity 

to aggregate data from multiple sources to generate reports on systems performance that 

could inform policy development and priority setting. Typically, states have separate quality 

management systems for different waiver populations (e.g., elderly, developmental 

disabilities (DD), and adults with physical disabilities). Though many states obtain some 

feedback from waiver participants about their satisfaction with services, states have paid 

limited attention to defining quality from the participant’s perspective, involving them in 

setting QA/QI priorities, or measuring waiver participation outcomes. These limitations 

hinder states’ capacity to produce timely persuasive data on the impact of waiver services 

that can inform federal and state HCBS policies, priorities, and expenditure allocations. 

The CMS charge to Grantees was to build quality into the design of waiver program 

operations, including “a quality management strategy that (1) involves multiple real-time 

methods of feedback and information gathering, (2) involves participants and community 

members in active roles, and (3) makes effective use of quality management processes to 

guide systems improvement.”15 

 
 
15 2004 Solicitation Package: Real Choice Systems Change Grants, available on the HCBS website at 

http://www.hcbs.org/moreInfo.php/doc/712.  

http://www.hcbs.org/moreInfo.php/doc/712
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Exhibit 5-1. FY 2004 QA/QI Grantees 

Alaska 

Arizona 

Arkansas 

Florida 

Massachusetts 

New Hampshire 

New Jersey  

Nebraska 

Vermont 

 

Enduring Improvements 

Most QA/QI Grantees reported enduring systems improvements resulting from their grant. 

Four of the Grantees (Arizona, New Jersey, Massachusetts, and Florida) targeted their 

QA/QI initiative exclusively to their DD waiver population. Two Grantees (Arkansas and New 

Hampshire) focused on older adults and adults with physical disabilities. The others 

(Vermont, Alaska, and Nebraska) encompassed all their HCBS waiver populations within the 

scope of the grant initiative. This section presents examples of the Grantees’ enduring 

improvements in five areas as shown in Exhibit 5-2 and discusses each type of 

improvement. These improvements resulted from numerous activities and 

accomplishments—preliminary steps in the systems improvement process—that are 

discussed in more detail in the individual state grant summaries in Section Two.  

Exhibit 5-2. Enduring Improvements of QA/QI Grantees 

Improvement AK AZ AR FL MA NH NJ NE VT Total 

New/improved methods of involving people with 
disabilities in setting QA/QI priorities 

– X X X X X X X X 8 

New quality indicators/tools to measure waiver 
participant outcomes  

X – – X X X X X – 6 

New/improved state QA/QI infrastructure – – – X X X X – – 4 

New electronic quality management system/system 
components 

– – – – – X X X – 3 

New quality management system for HCBS waivers X – – X – X X X – 5 

 

New or Improved Methods of Involving People with Disabilities in Setting 
QA/QI Priorities  

One of the objectives of the QA/QI grants was to more meaningfully involve people with 

disabilities in states’ quality improvement initiatives. Many states collect data to assess the 

satisfaction of at least some waiver participants but lack processes that promote active 

participant involvement and feedback to influence QA/QI priorities and strategies. All but 
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one of the Grantees implemented processes, some of which have been sustained, to 

strengthen the influence of participants in the states’ QA/QI systems.  

For example, Florida’s grant staff established local quality steering committees made up of 

self-advocates, family members, service providers, and other stakeholders in each of the 14 

service districts of the Agency for Persons with Disabilities (APD). The role of each 

committee is to provide leadership and advice to state staff called Area Quality Leaders 

(AQLs), who are responsible for quality management activities in each district. Steering 

committee members receive training and ongoing technical assistance and support to 

develop and sustain the necessary skills to work with the AQLs in reviewing quality 

monitoring reports as well as data related to critical incidents and complaints and 

grievances against providers. They also help to decide which quality improvement projects 

to pursue. 

In Nebraska, grant staff established the HCBS Waivers’ Quality Council to work with other 

stakeholders to analyze the current HCBS waiver quality management system and to 

identify areas needing remediation and improvement. Council members include consumers, 

family members, services coordination and resource development providers, and 

representatives from the Nebraska Department of Education and Developmental Disabilities 

Planning office. Since completing its work on developing QA/QI processes during the grant, 

the HCBS Waivers’ Quality Council has continued to meet annually to review data generated 

through the system’s quality assurance discovery processes and to provide 

recommendations for problem remediation and systems improvement.  

Arizona grant staff established a steering committee responsible for grant implementation 

made up entirely of adult self-advocates and family members of persons with disabilities. 

Since the grant ended, the committee has been maintained as a consumer advisory 

committee, made up of individual recipients of the Division’s DD services. It will continue to 

review quality management data and to make recommendations concerning service quality 

and quality improvement priorities. 

Vermont developed the most extensive strategies for involving consumers in QA/QI 

processes. The Grantee established a Quality Management Committee (QMC), comprising 

consumers, family members, advocates, providers, and state staff, to develop a Quality 

Management Plan for the State’s four waivers and to guide the State's quality management 

activities. The Plan included core quality indicators, developed by the QCM in collaboration 

with state staff, which are adaptable for use with all waiver populations. The State’s Quality 

Monitoring Unit (QMU) also developed a role for consumers on state quality services review 

teams. The QMU recruited and hired two .5 FTE consumers to participate in state quality 

assurance activities, and grant staff and the QMU team leader provided them with training 

and support as needed. 
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In addition, provider agencies were required to seek consumer and family member input for 

remediation plans before the state agency would approve the plans. Although most aspects 

of the consumer-driven Quality Management Plan were not sustained after the grant ended, 

because of political and organizational changes, the grant’s activities may have had some 

enduring impact. For example, data collected from waiver participants demonstrated that 

they perceived that they had greater input regarding their services after the grant was 

implemented than before, and some providers demonstrated greater knowledge of the 

importance of participant outcomes as well as regulatory compliance in QA/QI activities. 

New Quality Indicators or Tools to Measure Waiver Participant Outcomes 

One of the goals of the QA/QI grants was to encourage states to use consumer-focused 

indicators to measure HCBS quality. Almost all of the Grantees made progress in achieving 

this goal. For example, the Massachusetts Grantee reviewed the literature and existing state 

data systems to identify and then revise health and safety indicators, which have been 

added to the latest version of the National Core Indicators (NCI) project.16 Four New 

England state DD systems participating in the NCI can now use a consistent subset of health 

and safety quality indicators and regional benchmarks, enabling planning for quality 

improvement and better quality monitoring. 

Under the New Jersey grant, the Quality Management Steering Committee, composed of a 

broad range of stakeholders, selected the NCI to obtain participant input on the quality of 

their services. New questions to measure quality of life were added to the NCI, and the 

survey was administered to a large sample of developmental disabilities waiver participants. 

More than 500 surveys were completed during the State’s first year with the NCI project, 

and HSRI prepared a report summarizing outcomes. The report is now being shared with 

the State’s DD advocacy groups, so that they can review and prioritize areas needing 

improvement, and will then be shared with the full Steering Committee to set priorities for 

improvements in the quality management system.  

Florida grant partners and state staff identified a personal outcomes measurement tool, 

similar to the NCI, to collect data on the quality of developmental disabilities services. The 

Delmarva Foundation, contracted by the State to conduct compliance reviews of DD 

providers, was required to use the tool to interview about 1,400 provider staff, as well as 

consumers and family members, during the grant. The Grantee has now implemented new 

operating procedures that require Delmarva staff to (1) use the new quality assurance 

measurement tools developed by the grant partners to determine whether services and 

providers are person centered, as well as whether they are complying with Medicaid’s 

                                           
 
16 The NCI is a collaboration among participating National Association of State Directors of 

Developmental Disabilities member state agencies and Health Services Research Institute (HSRI). 
Its goal is to develop a systematic approach to measuring the performance of DD service providers. 
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minimum service requirements; and (2) submit quality monitoring data to the local Area 

Quality Leaders and quality steering committees.  

The Nebraska Grantee and grant partners developed and piloted a Family Experience 

Survey (based on the CMS Participant Experience Survey) to gather information from 

families with children being served in the Adult and Disabled waiver about the extent to 

which they are experiencing family-centered service coordination; choice of and control over 

services; respect, dignity, and privacy; and community integration and inclusion. Survey 

findings indicated that families did not have a backup plan should a provider fail to arrive 

and that case management providers had not addressed backup in the child’s services and 

supports plan. As a result, case management agencies are now required to educate clients 

about the need for a backup plan and help them develop one.  

Early in the New Hampshire grant project, grant staff and the Quality Leadership Committee 

(made up of staff from each of the Division for Community Based Care Services bureaus) 

identified 15 performance indicators and created teams to identify quality improvement 

activities associated with each indicator. A primary purpose of this work was to develop 

quality monitoring procedures that emphasize quality improvement and technical assistance 

rather than focus exclusively on compliance with regulations and past performance issues. 

One performance indicator addresses the need to assess the quality of case management 

agencies serving waiver clients. Prior to the grant, the State did not formally evaluate the 

services these agencies provided or how the agencies were administered. To address this, 

an agency site visit protocol was developed, and the State began conducting site visits to 

monitor the quality of case management agencies. 

New or Improved State QA/QI Infrastructure  

Four Grantees created new infrastructure to increase the states’ capacity to plan and 

conduct HCBS waiver QA/QI activities. For example, New Jersey’s Division of Developmental 

Disabilities established a more balanced Quality Management Steering Committee, with 

active consumer participation in data and report reviews and in activities to identify 

deficiencies in quality assurance and opportunities for quality improvement, which resulted 

in the design and implementation of a new Quality Management Strategy. The Committee 

will review the Quality Management Strategy data annually and submit recommendations 

for revisions or additions to the Division’s assistant commissioner or his designee. 

New Hampshire grant staff established a Quality Leadership Committee, which included 

representation from each of the Division for Community Based Care Services bureaus 

(Behavioral Health, Developmental Services, Elderly and Adult Services, and Homeless and 

Housing Services). Prior to the grant, the various waiver programs operated largely in 

isolation from one another. The new committee brought together for the first time on a 

consistent basis senior staff from all of the Division bureaus to identify gaps in quality 



FY 2004 Grantees: Final Report 

management processes and to improve QA/QI processes across all waiver programs. The 

Quality Leadership Committee has continued its work since the grant ended, with a focus on 

improving the consistency of quality monitoring across waiver programs and all bureaus 

within the Division. 

Prior to the grant, Florida local district staff responsible for the DD waiver had several 

different functions, making it difficult to concentrate on quality monitoring, particularly as 

the number of waiver participants grew over time. A grant goal was to improve the 

consistency of quality monitoring in all of the State’s service districts and to train staff on 

the use of personal outcomes data to improve services quality for DD services recipients. 

The grant enabled the Agency for People with Disabilities to train local staff as Area Quality 

Leaders in all 14 of the APD services areas. AQL responsibilities include conducting data 

analysis; submitting reports to local quality steering committees; and facilitating the 

involvement of service recipients, family members, and other stakeholders in quality 

improvement strategies. At the end of the grant period, 25 staff were functioning as AQLs, 

and the Agency, in conjunction with the Council on Quality Leadership (an international 

nonprofit organization that advocates for community inclusion, dignity, and quality of life for 

people with intellectual and other developmental disabilities and people with mental illness), 

implemented a mentoring system to train and certify additional AQLs as attrition occurs.  

The Massachusetts Grantee, in collaboration with New England State partners, established a 

formal system for interstate sharing of information and resources related to DD services and 

the quality of those services. The system includes the New England Directors Consortium 

and the partnership between the Consortium and Northeast Advocates Together (NEAT)—

created by self-advocates to afford an opportunity for direct discussion and planning around 

quality improvement targets. A recent survey with Consortium participants confirmed 

continuing interest in collaboration across the New England region for at least three states—

Connecticut, Maine, and Massachusetts—and with the NEAT self-advocate leaders. 

New Electronic Quality Management System/System Components 

Three Grantees took on the challenge of trying to convert manually collected QA/QI data 

into an electronic database that can aggregate data from multiple sources and generate 

reports to inform QA/QI priorities. For example, in New Jersey, HCBS quality management 

processes for monitoring waiver programs were based on a manual system that made it 

difficult to aggregate data, and reports were largely anecdotal. Grant staff worked with 

contracted programmers on software applications that could incorporate data from quality 

management processes developed through the grant to generate reports on compliance 

with the HCBS waiver assurances. The reports were designed so that data could be 

aggregated at the state, regional, and individual provider levels. Although the monitoring 

tools had not been completed by the end of the grant period, because of complications with 

obtaining approvals from the State’s Office of Information Technology (IT), the Quality 
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Management Steering Committee identified and approved the data sets. One of the tools is 

currently being used statewide by case management supervisors.  

Nebraska lacked a consistent required process for services coordination agencies (i.e., case 

management agencies) to follow for defining and reporting complaints and incidents. Grant 

staff and agency staff developed and piloted standardized complaint, incident, and financial 

oversight processes at the local level, which led to recommendations for statewide 

implementation. In conjunction with the State’s IT staff, Nebraska grant staff developed an 

electronic database to organize and aggregate the data, and a web-based process was used 

for the agencies to submit data to the Division. Local supervisory file reviews were also 

entered into an automated system, and the State’s Department of Health and Human 

Services Central Office is currently developing the report formats for collecting and 

analyzing the data. 

New Quality Management System for HCBS Waivers  

Several Grantees developed new quality management systems for collecting, analyzing, and 

reporting QA/QI data. For example, Nebraska developed the components of a sustainable, 

comprehensive system applicable to several HCBS waivers (Aged and Disabled, Traumatic 

Brain Injury, and Early Intervention). The components include a state-level complaint 

process, local-level complaint and incident processes, and a standardized, computerized file 

review used at both the state and local levels. In addition, quality assurance activities and 

processes at both the local and state levels have been developed to discover whether the 

waiver assurances as set forth in federal law are being met. These processes and activities 

generate data that can be aggregated and analyzed to measure overall system performance 

in meeting the assurances.  

Staff from the HCBS Waiver Services Unit will review the quality management system on an 

ongoing basis and make adjustments as needed (e.g., modifying data sources and 

developing other methods to measure progress). Staff will also assess and revise all 

statewide systematic program enhancement efforts and priorities as needed. 

The Alaska Grantee revised its provider site review system—which prior to the grant was 

largely driven by complaints and regulatory compliance concerns—to develop a more active 

and comprehensive process to ensure service quality, compliance with regulations, and to 

identify potential areas for training and program improvement. Draft protocol and onsite 

interview tools were developed and posted on the Division of Senior and Disability Services 

website for review and feedback from provider agencies and advocacy groups. The goal is to 

incorporate into existing provider reviews new information on program administration as 

well as feedback on service quality collected from visits to clients and outside community 

groups during the site visit. The protocol and tools were piloted with two provider agencies 

and modified. Site reviews using the new protocols and tools began in July 2008.  
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New Jersey grant staff, state staff, and partners—including the Quality Management 

Steering Committee—created a Quality Management Strategy that included processes for 

monitoring and documenting evidence of compliance with CMS waiver assurances. Evidence 

is obtained from client record reviews, consumer surveys, provider inspections, the State’s 

critical incident reporting system, paid claims, and other sources. The Quality Management 

Strategy also clearly defines the role of each stakeholder and specifies how the quality 

cycles of remediation and improvement occur. 

Partly as a result of work carried out under the grant, New Hampshire issued a rule 

specifying for the first time the requirements for case management agencies that want to 

serve the Division’s waiver participants. The rule defines the case management agencies’ 

quality monitoring responsibilities, which include a requirement to establish procedures for 

reporting sentinel events, complaints, and incidents. Next steps include monitoring the 

required case management agencies' quarterly quality management reports, a task that will 

be performed by the new position of Quality Management Program Manager.  

Florida grant staff developed and implemented an improved quality assurance review 

system. The enhanced system minimizes the use of routine checklists to verify provider 

adherence to federal and state regulations, emphasizing instead a more detailed review of 

high-priority compliance issues (e.g., ensuring that criminal background checks of staff are 

conducted, identifying and intervening in cases of abuse and neglect) and improved training 

of state staff for analyzing reports and conducting quality improvement activities.  

Continuing Challenges 

Developing data-driven quality management systems that can inform policy development 

and continuous quality improvement activities is an extraordinarily ambitious task and, as 

such, may have presented greater challenges than those other Systems Change Grantees 

confronted. Although most overcame a variety of hurdles to achieve at least some of their 

goals, several were unable to sustain most of the accomplishments achieved under the 

grant. Others seemed to make only modest progress. Changing political and policy priorities 

in the midst of state and federal budget crises were major factors limiting the impact of 

some of the grant accomplishments; these challenges are formidable and will continue in 

the foreseeable future. Other continuing challenges that Grantees cited include  

▪ securing needed resources to continue conducting consumer surveys—particularly of 
a sample of consumers large enough to produce generalizable findings; 

▪ developing a quality management system for all waiver populations, particularly for 
providers in the different service sectors (e.g., developmental disabilities agencies 
and aging services providers);  

5-8 



Quality Assurance and Quality Improvement (QA/QI) 

▪ developing/purchasing software applications that allow data to be compiled from 
multiple sources, aggregated, and reported in a timely manner; 

▪ obtaining the necessary IT expertise to develop electronic data systems; 

▪ locating program staff who are knowledgeable enough to work effectively with IT 
experts; and  

▪ reaching consensus among service providers on consistent quality standards, quality 
indicators, and consumers’ role in reviewing agency performance.  

One Grantee noted the strong federal commitment to the goals of supporting the autonomy 

and independence of people with developmental disabilities and redirecting QA/QI efforts to 

support person-centered service delivery; the Systems Change grant provided an impetus 

for moving the state and local service delivery system closer to these goals. However, 

commitment at the state and local level is still weak, and although the grant helped to lay 

the groundwork for changing the culture of DD service delivery by allowing the State to 

begin developing a local infrastructure and to achieve greater involvement of consumers in 

selecting quality improvement priorities, changing the DD system and provider culture 

remains very difficult.  

Lessons Learned and Recommendations 

The Grantees described numerous lessons learned, which they believe can be useful to 
other states and stakeholders seeking to improve their quality management systems. 

Lessons Learned 

Securing Strong Leadership to Counteract Political and Provider Resistance to 
Improving Quality Management Systems  

Several Grantees commented on the political and provider resistance they encountered in 

trying to change the way states conduct quality management of HCBS waiver programs. 

One observed that moving away from a compliance-dominated system that examined past 

performance to a more future-oriented approach emphasizing quality improvement and a 

central role for participants is a different paradigm—one with which many providers are not 

yet comfortable. Convincing them to buy in to this paradigm is not likely to succeed without 

the support of top state leadership.  

Massachusetts grant staff offered a different but complimentary perspective. They 

concluded that focusing on either federal requirements (e.g., data elements defined for CMS 

HCBS waivers) or national initiatives to develop HCBS quality indicators may hold greater 

promise for establishing comparable measures of service system performance for the DD 

population (as well as other populations with disabilities) than initiatives at the state or 
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regional level. CMS’s public recognition of the high quality of data generated by 

Massachusetts for its DD waiver population was a major factor responsible for the State’s 

continuing commitment to collecting and analyzing quality data.  

Allowing Time to Accommodate Necessary State Bureaucratic Processes  

Several Grantees emphasized that failure to understand the bureaucratic processes 

governing the state and agency budget office and IT units—and to involve their staff from 

the outset in new QA/QI initiatives—can be costly in terms of wasted time and can 

undermine the ability to achieve agreed-upon goals. Alaska grant staff clearly articulated 

this lesson, stating that the goals, policies, and procedures of state budget, IT, and program 

staff must be aligned for a systems change effort to succeed. For example, IT staff need to 

understand the business plan for the database initiative (e.g., what it will be used for, who 

will use it, and the process for approving it), and program staff need to understand the 

resources they have to work with to accomplish grant goals as well as the state’s process 

for approving grant expenditures. 

One Grantee pointed out that regardless of the CMS-approved scope of work in the grant—

including the budget—state budget personnel have to approve all expenditures based on 

state protocols. Grant staff did not know this until they submitted claims and found that the 

state’s rules impeded their ability to hire experts to carry out specific grant tasks. Thus, 

prior to submitting a grant application, budget staff should work collaboratively with the 

proposed grant staff to ensure a common understanding of the grant’s activities and 

reporting protocols. Additionally, the grant should specify certain activities not requiring 

funds—and the associated approvals—that can be initiated immediately after the grant is 

awarded. 

Developing Quality Measures Applicable to All Waiver Populations  

Several Grantees concluded it was extremely challenging to identify and implement quality 

measures that were applicable for all waiver populations. One observed it was not easy to 

develop common indicators across different waiver populations without having jurisdiction 

over the programs serving them. Another found that the views of waiver participants 

regarding what constitutes service quality differed—both within each waiver and among 

waivers. For example, older adult respondents to the Personal Experience Survey appeared 

very happy with their waiver services, but working-age adults with disabilities were 

concerned about: (1) having attendants paid a satisfactory wage in a timely manner so that 

they could retain them, and (2) being able to have access to community activities in order 

to meet people, establish relationships, and have friends.  

Additionally, developing a new quality management plan to cover several different 

populations and providers requires considerable time to implement, obtain feedback from 

stakeholders, and modify to address their concerns; absent this process, a new quality 
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management plan is unlikely to succeed. Vermont’s grant staff believed they were able to 

develop common quality indicators and outcomes applicable to very different waiver 

populations by first articulating core values on which all population groups agreed. These 

core values then became the foundation for developing the outcome indicators. 

Having a Vision, Starting Small, and Building on Existing Infrastructure  

The ability of the QA/QI Grantees to achieve their goals was clearly a function of the context 

in which they were operating. Some Grantees felt that given their starting point, their initial 

goals were too ambitious. Others had to contend with leadership changes and departmental 

reorganizations that diminished the priority of grant goals over time. Information collected 

for this report does not permit an assessment of states’ philosophy about quality 

improvement or the processes already in place when they received the grants. However, the 

Grantees’ observations and conclusions below are important to consider for any state 

embarking on QA/QI systems change.  

To successfully bring about systems change requires a grand vision to guide initial 

initiatives, which should start on a small scale. It is important that program staff and other 

stakeholders share the same vision and buy in to the culture change. Change is best 

achieved by not recreating wheels but by building on existing protocols. Staff need to 

believe that the change will make their job easier and/or provide them with new information 

and tools to help them work more efficiently.  

If new data collection responsibilities are required, it is best to eliminate others that are less 

useful. Eliminating duplication of efforts is a good place to start. One Grantee stated that 

the quality management system established through the grant had been sustained because 

the planning and implementation process was built into the ongoing responsibilities of in-

house staff (i.e., their new responsibilities were an extension of what they were already 

doing). Importantly, the grant goals were linked to the program goals that the state had 

already established.  

Massachusetts grant staff noted that states that had undergone leadership changes and/or 

major restructuring that diminished the focus on a single DD agency gradually reduced their 

participation in the New England DD collaboration. Based on this experience, they 

recommend that any initiatives that will rely on cross-state collaboration start out small and 

focus on interaction between state systems with established personal relationships (i.e., 

their leaders know one another) and/or where projections suggest relative stability in 

organizational structures. Grant staff also stressed that collaboration among multiple states 

is highly dependent on the development of trust among participants. This is especially 

important when sensitive issues are involved, such as agency performance, quality of 

services, interaction with federal agencies (e.g., CMS), and resource sharing and planning.  
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Involving Consumers and Other Stakeholders  

A number of Grantees commented on the challenges they had faced in involving consumers 

and other stakeholders in planning and implementing their grants. One observed that 

selecting representatives from various consumer and provider groups and expecting them to 

report back to their peers was not always a reasonable expectation. They concluded that 

more staff time should have been devoted to ensuring that the work of the stakeholder 

steering committee was extended to outside groups.  

Another Grantee stated that although their state has an established mechanism to obtain 

feedback on the quality of DD services from representatives of formal advocacy groups, the 

implementation of a Quality Steering Committee made up entirely of recipients of DD 

services is a unique contribution of the grant. The Committee’s involvement clearly 

demonstrates participant-directed quality initiatives to division staff and service providers. 

Grant staff believe that such committees are an important component of states’ overall 

QA/QI strategy.  

Another Grantee found that even though building a broadly representative stakeholder 

group is important in the design and implementation process, not all stakeholders are 

comfortable participating in a large group. As a consequence, grant staff organized three 

separate subcommittees for family members, self-advocates, and providers in addition to 

the umbrella quality management steering committee. The concerns of the smaller groups 

were brought back to the larger committee, but members did not necessarily participate in 

the larger meetings. Over time, participation dropped off in all groups, and remaining 

members of the subcommittees felt more confident in their knowledge of the systems 

changes and were comfortable joining the main committee; eventually, the subcommittees 

were merged with the larger steering committee. 

Designating a Committed and Respected Champion for Systems Change  

In general, the QA/QI grants that appear to have been the most successful in accomplishing 

grant goals had senior staff whose time was allocated specifically to grant work and who 

were respected and trusted by other stakeholders inside and outside state government. For 

example, the Massachusetts Grantee brought with it dedicated staff from a trusted and 

respected outside organization. Grant staff became the catalyst that turned goals into 

accomplishments, and they observed that achieving cross-state collaboration around 

challenging issues requires a committed champion to energize the actors and build 

momentum toward their goals. 

New Jersey grant staff emphasized that successfully bringing about change in quality 

monitoring processes requires that the project’s leaders be familiar with the programs to be 

included in the new processes, and understand which data are needed to monitor quality 

and how they will be collected, reported, and used. New Jersey grant staff personally served 
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as the liaison to the State’s IT office and chaired and/or attended all meetings involving IT 

issues to ensure effective working relationships.  

Balancing Different QA/QI Perspectives and Goals 

Two Grantees raised important issues about the balance that needs to be reflected in future 

quality management systems. One observed that many HCBS recipients are concerned 

about aspects of quality that differ from those of interest to professionals. For example, 

surveys repeatedly indicate that DD services recipients, once they have transferred to a 

community living arrangement, are most concerned about not being isolated and having 

friends and a social role, whereas professionals are more likely to focus on health and 

safety. One Grantee pointed out that moving toward a person-centered services delivery 

system is challenging and time intensive both for state staff and providers. Thus, states 

need to determine the appropriate balance between compliance-oriented and person-

centered quality monitoring and quality management; that is, how to allocate resources for 

these two approaches to achieve the greatest efficiency while ensuring that participants’ 

outcomes are achieved.  

Recommendations 

Grantees’ recommendations include the following: 

▪ Federal and state policy should require, as part of the assessment and care planning 
process for Medicaid HCBS waiver participants, that individuals be asked what kind of 
life they wish to live and what they need to make that possible—professionals and 
participants may have very different views about what is most important.  

▪ All program participants should be allocated an individual budget oriented to 
achieving their desired outcomes. Resources currently allocated for expensive, 
segregated service models (e.g., sheltered living arrangements and sheltered 
workshops) should be reallocated through individual budgets. Specific performance 
indicators should be required as part of quality management activities to determine 
whether participants’ desired outcomes are achieved.  

▪ CMS, in conjunction with the Agency for Healthcare Research and Quality and other 
national organizations, such as the National Association of State Directors of 
Developmental Disabilities Services, should continue efforts to design common 
measures and establish common standards for measuring HCBS waiver and 
institutional performance across disability groups, despite some anticipated 
resistance from states and advocates. 
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Alaska 

Primary Purpose and Major Goals  

The grant’s primary purpose was to integrate and consolidate data from multiple agencies 
and quality reporting systems under Alaska’s new Division of Senior and Disability Services 
(SDS) to create a more comprehensive and efficient quality management system. The SDS, 
which was created by consolidating the Division of Senior Services and the Division of 
Mental Health and Developmental Disabilities, now administers the State’s four Medicaid 
home and community-based services (HCBS) waiver programs: Older Alaskans, Persons 
with Mental Retardation and Developmental Disabilities, Children with Complex Medical 
Conditions, and Adults with Physical Disabilities. 

The grant had three major goals: (1) to develop a quality of life assessment tool and 
methodology to provide more accurate information on the effectiveness of the State’s HCBS 
waiver programs, (2) to develop and implement a new database system that will compile 
and integrate information to enable Alaska’s quality management system to become more 
data driven in ongoing quality monitoring and quality improvement activities, and (3) to 
design and implement site review protocols for HCBS and grant-funded providers to ensure 
that they operate within regulatory standards and deliver quality services to participants.17 

The grant was awarded to the Division of Senior and Disability Services. The University of 
Alaska, Center for Human Development (CHD), was contracted to conduct the Participant 
Experience Survey (PES). 

Role of Key Partners  

▪ A Quality Improvement Steering Committee, comprising state agency management and 
program staff, provides oversight for the development and implementation of all quality 
assurance activities in Alaska’s long-term services and supports programs. The 
Committee monitored the grant’s progress and provided input on grant activities.  

▪ Several agencies and groups (Alaska Commission on Aging, Alaska Mental Health Trust 
Authority, Governor’s Council on Developmental Disabilities and Special Education, State 
Independent Living Council, and members of the Real Choice Grant Consumer Task 
Force) assisted in examining instruments and methodologies for assessing Medicaid 
waiver participants’ quality of life, and promoted the use of the Participant Experience 
Survey to the Quality Improvement Steering Committee.  

                                           
 
17 The SDS makes grants to nonprofit organizational partners across Alaska to provide vital 

community-based supportive services to individuals who are awaiting—or do not qualify for—
services under the Medicaid waiver program, or who require only minimal supports that can be 
provided by the grant services. Funding for these programs comes from the U.S. Administration on 
Aging, the Alaska Mental Health Trust Authority, and state general funds. 
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Major Accomplishments and Outcomes  

▪ Grant staff analyzed a variety of existing assessment instruments and methodologies 
that could provide indicators to measure Medicaid waiver participants’ quality of life and 
conform to the CMS HCBS Quality Framework. The PES tool was selected, and the 
University of Alaska, Center for Human Development, tested the assessment tool with a 
sample of 30 consumers, made revisions, and conducted surveys with 180 Medicaid 
waiver participants in the State’s three adult waivers (Older Alaskans; Persons with 
Mental Retardation and Developmental Disabilities; Adults with Physical Disabilities). 
University students conducted the interviews.   

 The Division of Senior and Disability Services has decided to complete a significant 
sample following the grant before publishing findings. In the meantime, preliminary data 
indicated concerns about (1) the lack of person-centered planning across programs, 
(2) the number of participants who could not identify their care coordinator, and (3) the 
number of participants who wanted more community integration. To address some of 
these concerns, a new provider training curriculum focused on person-centered planning 
was being developed, and other actions were being undertaken to help participants 
better identify their care coordinators so that the State can better monitor their 
performances.   

▪ Many of Alaska’s provider agencies furnish services for the different divisions' programs 
and therefore are reviewed by several different entities. Prior to the grant, provider site 
reviews were largely driven by complaints and regulatory compliance concerns. Grant 
staff assessed current and past site review protocols used across the Department of 
Health and Social Services, as well as those used in other states, to inform the 
development of a more active, comprehensive process to ensure service quality and 
regulations compliance, and to identify potential areas for training and program 
improvement.  

 Draft protocol and on-site interview tools were then developed and posted on the SDS 
website for review and feedback from provider agencies and advocacy groups. The goal 
was to incorporate into existing provider reviews new information on program 
administration as well as feedback on service quality collected from visits to clients and 
outside community groups during the site visit. The protocol and tools were piloted with 
two provider agencies and modified. Site reviews using the new protocols and tools 
began in July 2008. An implementation schedule was drafted, and the SDS Quality 
Assurance Unit was proceeding with the site reviews.  

▪ Under the grant, a database was developed to analyze critical incidents such as injuries, 
unplanned hospitalizations, medication problems, and death. 

Enduring Systems Improvements  

Work carried out under the grant informed the development of several elements of the 
State’s Medicaid waiver quality management system; for example, the critical incident 
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database, the Participant Experience Survey, and the provider site review, all of which have 
continued since the grant ended.  

Key Challenges  

During the grant period, a departmental reorganization at the SDS centralized information 
technology (IT) functions and redesigned responsibilities across the various divisions within 
the department. The reorganization impeded the development of an electronic database to 
integrate the SDS quality management data, and the Division did not receive approval to 
purchase the necessary software. Subsequently, the commitment to develop an integrated 
database that includes the SDS waiver populations has decreased for now. Faster and more 
flexible IT solutions will be required to support further development of quality management 
systems.  

Continuing Challenges 

▪ The State’s personnel system remains a challenge for hiring nonpermanent employees 
for temporarily funded jobs. Alaska law prohibits retirement benefits to be extended to 
individuals in nonpermanent positions, which leads to considerable turnover. Permanent, 
experienced employees who might be better prepared to undertake grant-funded 
development work are not interested in a temporary position without retirement benefits 
or the possibility of being considered for in-house departmental-only hiring.  

▪ Limited resources are a barrier to conducting provider site reviews and participant 
surveys in adequate numbers with sufficient frequency to produce generalizable findings.  

Lessons Learned and Recommendations 

▪ Initiatives to develop a state data-driven quality management system must involve the 
state’s IT department during the grant application process.  

▪ The goals, policies, and processes of state budgets and IT and program staff must be 
aligned for a systems change effort to succeed. IT staff need to understand the business 
plan for a database initiative (e.g., what it will be used for, who will use it, the approval 
process), and program staff need to understand the resources they have to work with to 
accomplish grant goals, as well as the state’s process for approving grant expenditures. 

▪ The grant would have benefited from the involvement of a larger group of Medicaid 
waiver participants to help plan and implement grant activities.  

▪ State quality assurance and quality improvement activities historically have relied on 
manually assembled data, which draw heavily on anecdotes and the “squeaky wheel” to 
drive decisions. In the future, quality improvement will be driven by data. 
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Key Products 

Technical Materials 

Grant staff developed the Onsite Provider Review Protocol: A Guide for Providers and 
Reviewers. The protocols are organized by review method and specify which indicators are 
measured and their data sources. Other states can use this Guide to develop or improve 
their own protocols for reviewing sites that provide Medicaid and state-funded services. The 
Guide is available on the HCBS website at http://www.hcbs.org/moreInfo.php/doc/2443. 
Grant staff also developed a Site Review Outcomes and Indicators scoring tool. 

Reports 

The Division produced reports on three topics during the grant period: (1) Critical Incident 
and Complaint Reporting, (2) Health and Social Services Provider and Program Tracking, 
and (3) the Participant Experience Survey.  
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Arizona 

Primary Purpose and Major Goals  

The grant’s primary purpose and single objective was to incorporate consumer feedback into 
the existing quality management system for participants and their families in Arizona’s 
Section 1115 Developmental Disabilities waiver by testing a consumer-to-consumer strategy 
for gathering quality assurance (QA) data and identifying quality improvement (QI) needs. 
The grant project focused on home-based services that had not been evaluated thoroughly 
through the existing QA system, including respite, habilitation, and attendant care. The 
project was implemented in two phases: a pilot phase and a demonstration phase. 

The grant was awarded to the Arizona Department of Economic Security, Division of 
Developmental Disabilities (DDD). The Institute for Human Development at Northern 
Arizona University (NAU) was contracted to implement grant activities in partnership with 
NAU Social Research Laboratory. 

Role of Key Partners  

▪ A Consumer Steering Committee, comprising from 8 to 15 people with disabilities and 
family members, was created to oversee all aspects of the project. Grant staff conducted 
15 briefings for regional and state advocacy groups and for DDD staff across the State to 
recruit Steering Committee members. Eight members actively participated on the 
Steering Committee from the time it was created through the end of the grant.  

▪ Various state government agencies and advocacy organizations assisted in the 
dissemination of interviewer and respondent recruitment materials. 

Major Accomplishments and Outcomes  

▪ The project team, which included contractor and grant staff and members of the 
Steering Committee, developed a focus group protocol to gather information about 
service quality indicators important to persons with disabilities and their families from 
specific groups: Hispanics, Native Americans, and those living in rural and metropolitan 
areas. Institute for Human Development NAU Social Research Laboratory staff 
conducted five focus groups with approximately 50 participants.  

 Results were used, along with a literature review, to guide development of quality 
indicators that provided the basis for creating a consumer-to-consumer survey 
instrument. The team identified quality indicators in seven domains: provider 
communication, reliability, responsiveness, competency, courtesy, believability 
(trustworthiness and honesty), and advocacy. To further refine it, criteria were identified 
for each domain. For example, for the reliability domain, criteria included showing up, 
showing up on time, and individuals doing what they say they will do.  

 Based on the quality indicators, a survey instrument was developed, and methods were 
developed and tested to recruit and train people with disabilities and family members to 
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administer it. After initial pilot testing, changes were made to the survey instrument, the 
recruiting strategies, the respondent recruitment script, the training materials, and the 
process for interview scheduling and logistics.  

 Throughout the project, including both the pilot and demonstration phases, Social 
Research Laboratory staff trained 13 interviewers. Attrition resulted in 5 individuals with 
disabilities and 6 family members conducting a total of 62 interviews. In addition, 
because the first 21 completed interviews were conducted in the largely urban, Greater 
Phoenix area, a concerted effort was made to conduct demonstration phase interviews in 
primarily rural areas.   

▪ The project team and the Steering Committee developed and tested a process for 
analyzing the survey data, which entailed setting data thresholds for most of the quality 
indicators. The purpose of the thresholds was to identify areas of service quality that 
needed improvement. The thresholds also helped the Steering Committee and DDD staff 
and management to set QI priorities.  

▪ Contractor staff evaluated the project and wrote a report that includes clearly defined 
steps to successfully implement a consumer-to-consumer interview process within the 
DDD quality assurance system. They also provided the Division with projections of the 
number of completed surveys that would be required to obtain statistically significant 
data. For example, based on an estimated 7,827 recipients of DDD home-based 
services, 366 consumer-to-consumer interviews would need to be completed. 

Enduring Systems Improvements  

▪ Because of budgetary constraints, there are no current plans to incorporate the 
consumer-to-consumer interview process within the existing DDD quality management 
system. However, the Division does plan to maintain a consumer advisory committee, 
made up of individual recipients of DDD services, to continue to review quality 
management data and to make recommendations concerning service quality and QI 
priorities.   

▪ Although the State already had an established mechanism for obtaining advice and 
feedback on the quality of DDD services from representatives of formal advocacy 
groups, the implementation of the Consumer Steering Committee, constituted a unique 
contribution of the grant. The Committee provided a hands-on perspective that modeled 
participant-directed quality initiatives for DDD staff and providers and is now an 
important ingredient in the State’s overall QA/QI strategy.  

Key Challenges  

The contractor did not negotiate an agreement with the State during the application process 
to obtain the release of client lists so that DDD consumers could be recruited directly to 
administer the survey or to participate as respondents. The Division did not make a client 
list available to the research team, which made recruitment far more difficult and time 
consuming than anticipated.  
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Continuing Challenges 

Arizona’s state budget outlook is very bleak for the next few years. The Division's priority is 
maintaining the services that are vital to people with developmental disabilities, and 
although it considers the project important and worthwhile, the Division lacks resources to 
implement it. 

Lessons Learned and Recommendations 

▪ The intent of the consumer-to-consumer survey strategy was to develop an additional 
source of information for the Division’s QI activities. In considering this strategy, it was 
also assumed that some individuals would be more willing to share their perceptions and 
experiences of the DDD services system with a peer than they would an interviewer 
from a university or the Division. Although the limited number of survey responses does 
not suggest this was the case, grant staff found that a consumer-to-consumer survey is 
a powerful tool for empowering people with disabilities and their family members to be 
active participants in the quality of their services.  

▪ Utilizing an outside research entity to assist with survey data analysis and preliminary 
interpretation ensures the research integrity of the evaluation process. 

▪ The project team tested a number of diverse strategies to recruit consumers to 
administer the survey, including (1) using DDD phone recruiters to make initial contact 
with potential respondents; (2) encouraging DDD support coordinators to incorporate 
information about the survey opportunity into their regular interactions with consumers; 
(3) working directly with coordinators who, at the direction of their district program 
managers, made it a priority to recruit individuals with disabilities to be respondents and 
to assist the project team with interview logistics; (4) collaborating with day programs 
to recruit respondents; and (5) incorporating recruitment materials into registration 
materials for a self-advocacy conference. Of all these methods, direct calling and local 
recruitment by DDD staff were shown to be the most effective. 

Key Products  

Outreach Materials 

The project team produced pamphlets and brochures to recruit both program participants 
and consumer interviewers. The materials can be modified and used in the future should 
funds be made available to implement the project. 

Educational and Technical Materials 

▪ Social Research Laboratory staff produced a training manual and presentation for the 
consumer interviewers and developed trainer's materials. The manual and presentation 
are available online at http://www.hcbs.org/moreInfo.php/doc/2577. 

▪ The project team produced several reusable technical materials, including focus group 
protocols, a quality indicators document, interviewer and respondent recruitment scripts, 

http://www.hcbs.org/moreInfo.php/doc/2577


FY 2004 Grantees: Final Report 

the survey instrument, and a post-interview data analysis document, all of which are 
also available on the website listed above. 

Reports 

Institute for Human Development and Social Research Laboratory staff produced 
comprehensive narrative reports on the pilot and demonstration phase activities. 
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Arkansas 

Primary Purpose and Major Goals  

The grant’s primary purpose was to expand quality assurance and quality improvement 
(QA/QI) activities from a narrow focus on individual Medicaid waiver programs and specific 
groups of waiver participants to a collaborative, interdepartmental effort to ensure the 
health and welfare of all participants in the State’s waiver programs. The grant had three 
major goals: (1) to develop a systemwide Quality Management Strategy for all waiver 
programs that incorporates the features of the CMS Quality Framework for home and 
community-based services (HCBS) programs; (2) to develop an integrated data system that 
collects, analyzes, and generates relevant, useful, and timely quality management 
information; and (3) to design and implement a methodology to secure feedback from older 
adults and adults with physical disabilities to inform QA/QI strategies for the State’s 
waivers. 

The grant was awarded to the Arkansas Department of Human Services, Division of Aging 
and Adult Services (DAAS).  

Role of Key Partners 

▪ The University of Arkansas for Medical Sciences (UAMS) College of Public Health and 
UAMS Partners for Inclusive Communities were responsible for developing strategies and 
collecting data to obtain feedback from consumers on their quality concerns.  

▪ Grant staff organized a QA/QI Task Force that included waiver program staff, as well as 
consumers, advocacy groups, and nongovernmental providers, to provide feedback on 
the design of a quality monitoring integrated data system. Task Force members also 
developed a focus group protocol to obtain consumer feedback about waiver programs 
and contributed to the design and content of a consumer direction handbook to prepare 
and support consumers in the employer role.  

▪ The Division of Medical Services—the state Medicaid agency—collaborated with grant 
staff in developing quality management strategies.  

▪ Spa Area Independent Living Services assisted with recruiting and transporting waiver 
participants for focus group meetings, and participated in the production of a consumer 
direction training DVD. Several Arkansas Area Agencies on Aging (AAAs) also provided 
transportation for waiver participants to and from these meetings.  

▪ The State’s four Independent Living Centers (ILCs) participated in planning the Choices 
in Living Conference for People with Disabilities, recruited participants and assisted with 
their transportation for the conference, and presented workshops at the conference.  
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Major Accomplishments and Outcomes  

▪ Feedback was collected from current participants in two of the State’s HCBS waivers 
(Alternatives for Adults with Disabilities, which serves adults with physical disabilities, 
and ElderChoices) to determine how they defined quality and their satisfaction with 
services. UAMS College of Public Health conducted and completed nine consumer focus 
group meetings in four regions of the State; UAMS Partners for Inclusive Communities 
completed 612 in-person interviews; and DAAS staff completed in-person interviews 
with waiver participants in assisted living facilities throughout the State.  

 An unanticipated outcome of the consumer feedback process concerned its effect on the 
social work students conducting interviews for UAMS Partners for Inclusive 
Communities: several of them reported that they were now more interested in 
gerontology and were considering careers working with the aging population and people 
with disabilities. 

▪ The findings of the focus groups and interviews were presented to the QA/QI Task Force, 
and the resulting analyses and reports were used to inform activities to improve the 
quality of care for waiver participants. For example, adults with physical disabilities 
noted a lack of access to environmental modifications and adaptive equipment and little 
opportunity to engage in activities and events outside their home.  

 To help address these issues, grant staff and partners held the first state-sponsored 
conference ever organized in Arkansas to address the needs of working age adults with 
physical disabilities: the Choices in Living Conference. Consumers attending the 
conference were given the opportunity to network with other individuals with disabilities 
and to learn about the assistive devices and adaptive equipment available from the 
State’s assistive technology program, Increasing Capabilities Access Network (ICAN).  

▪ DAAS grant staff collaborated with the Direct Service Workforce Demonstration program 
to develop educational materials for participants in self-direction programs, including a 
consumer handbook and a training DVD. The materials were distributed at the Choices 
for Living Conference, as well as at focus group meetings. The materials continue to be 
available through the State’s Aging and Disability Resource Center, and the handbook is 
available on the DAAS website.  

▪ A Quality Management Strategy for the three DAAS waiver programs, which includes a 
database for quality monitoring, was developed and implemented. The QMS will be 
further developed into a system-wide integrated database under an initiative of the 
Systems Transformation grant.  

▪ Grant staff collaborated with staff working on the Systems Transformation grant to 
(1) conduct an assessment of the similarities and differences between the data collection 
systems established for each of the State’s waiver programs, and (2) begin to develop a 
uniform quality management system for collecting and reporting data for all waiver 
services. The automated system is intended to serve as a central source of assessment 
information and the application for services for each waiver participant, as well as an 
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online plan of care, and to use integrated systems to monitor the quality of services 
provided to all waiver participants. The quality management system has not yet been 
implemented. 

Enduring Systems Improvements  

▪ In response to feedback from consumers about their need for better access to 
environmental modifications and adaptive equipment, the Choices in Living Resource 
Center (the Aging and Disability Resource Center developed under a Systems Change 
grant) and the Increasing Capabilities Access Network are now collaborating to improve 
their services to consumers. For example, ICAN has a loan library where adaptive 
equipment can be recycled at no charge to consumers with disabilities, and they have 
improved their marketing so that consumers are better informed about how to obtain 
adaptive equipment through state and private programs. ICAN also added additional 
staff to meet the new demand for adaptive equipment. 

▪ The Choices in Living Conference for adults with physical disabilities has continued to be 
supported by state funds as a result of positive feedback from participants. Some of 
these participants observed that the conference marked the first time in their lives that 
they were able to get out and network with other adults with physical disabilities.  

▪ The Division of Medical Services submitted amendments for the State’s five waiver 
programs to establish the quality management strategies developed through the grant. 
However, the amendments were withdrawn at the request of CMS, pending a CMS 
decision on whether to continue the Quality Management Strategy requirement for HCBS 
waivers. Nevertheless, DAAS decided to proceed with implementing the quality 
management strategies for the ElderChoices, Alternatives for Adults with Disabilities, 
and Living Choices waivers. The Division of Developmental Disabilities is also in the 
process of designing a Quality Management Strategy specific to its waiver program.  

Key Challenges  

▪ The grant’s scope of work proved to be too ambitious to accomplish in the time 
available.  

▪ It was difficult to develop quality measures appropriate for all waiver populations, 
particularly when DAAS did not have jurisdiction over some of the waiver programs 
(e.g., those serving individuals with developmental disabilities). 

▪ Because of transportation problems, grant staff required extra time to conduct intensive 
recruitment activities to identify consumers who were interested in and able to 
participate on the QA/QI Task Force. Finding transportation for waiver participants to 
attend focus group meetings was also problematic and required assistance from ILCs 
and AAAs. 
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▪ Communication difficulties between interviewers and waiver participants required letters 
and sometimes multiple phone calls to arrange interviews. Also, several waiver 
participants did not show up for the focus groups, necessitating additional recruiting.  

Continuing Challenges 

The Division of Medical Services is responsible for implementing the quality management 
system for HCBS waivers, which are administered by the Division of Aging and Adult 
Services and the Division of Developmental Disabilities. Given their significant differences, it 
will be challenging to develop an IT system that can meet the needs of each waiver 
program.  

Lessons Learned and Recommendations 

▪ Waiver participants—in different waivers and the same waiver—may differ in their views 
regarding what constitutes service quality. They may also perceive quality differently 
from how professionals do. For example, older adult respondents appeared very happy 
with the services they received, whereas working age adults with disabilities, when 
asked about their perception of quality, emphasized two quality indicators: having 
attendants paid a satisfactory wage in a timely manner so that they could retain them; 
and being included in the life of the community so that they could meet people, establish 
relationships, and make friends. Professionals may be more likely to focus on indicators 
of health and safety.  

▪ Lack of transportation is a major challenge when seeking to involve people with 
disabilities in systems change activities. Grant staff partnered with ILCs to help 
consumers find transportation to attend meetings and events, and this approach is 
recommended to others seeking consumer involvement.  

Key Products  

Educational Materials 

▪ Grant staff, in collaboration with the Direct Service Workforce grant staff, produced a 
consumer direction handbook (It’s Your Choice, Hiring and Managing Your Own Care), 
and a consumer direction training DVD (Directing Your Own Support Services), which 
were distributed to waiver participants. The handbook is available under Publications on 
the DAAS website at http://www.daas.ar.gov/publications_resources.html. 

▪ The Choices in Living Conference offered several workshops, including Know Your 
Options, Keeping Yourself Safe, Assistive Technology, Living Well with a Disability, The 
Direct Service Workers Registry, and Cutting through the Red Tape. 

Technical Materials  

A Quality Management Strategy for the three DAAS waiver programs, which includes a 
database for quality monitoring, was developed and implemented.  
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Reports 

The UAMS College of Public Health produced a report of the findings from the waiver 
participants’ focus group meetings.  
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Florida 

Primary Purpose and Major Goals  

The grant’s primary purpose was to build the capacity of the Agency for Persons with 
Disabilities (APD) at the state and district level to carry out quality assurance (QA) and 
quality improvement (QI) activities that support a person-centered developmental 
disabilities (DD) service system. The grant had three major goals: (1) to establish statewide 
quality management (QM) leadership and capacity, (2) to implement organizational 
practices that support quality outcomes for the recipients of DD services, and (3) to ensure 
the continuity and sustainability of QM practices established by the project. 

The grant was awarded to the newly established Agency for Persons with Disabilities, 
formerly the Department of Children and Families Developmental Disabilities Program.  

Role of Key Partners  

▪ The Agency for Health Care Administration (AHCA), the state Medicaid agency, 
participated in the state-level steering committee for grant oversight, and worked 
closely with APD on programmatic direction for QA contract activities.  

▪ The Council on Quality and Leadership (an international nonprofit organization that 
advocates for community inclusion, dignity, and quality of life for people with intellectual 
and other developmental disabilities and people with mental illness) was the primary 
partner in implementing the grant, providing training and certification for APD staff as 
Area Quality Leaders (AQLs), and training and technical assistance (TA) to service 
providers, people receiving services, families, and other stakeholders. 

▪ The Interagency Quality Council (IQC), established by the state legislature, was the 
major QM committee and advisory body for state oversight of the grant and replication 
of QA/QI best practices. The IQC, comprising self-advocates, family members, providers, 
DD waiver program representatives, and funding partners (e.g., AHCA, Vocational 
Rehabilitation, Department of Education) served as the model for local quality steering 
committees. These committees are responsible—along with the IQC—for ongoing data 
review and helping to shape QI priorities and targeted activities.  

▪ The Delmarva Foundation is the State’s Quality Improvement Organization (QIO) 
contracted to provide QA reviews of providers and ongoing data related to both 
individual outcomes of people served and compliance with Medicaid waiver regulations. 
Delmarva staff integrated their work with local APD Area Quality Leaders and also 
implemented training and TA for district staff, service providers, service recipients, 
families, and other stakeholders.   

Major Accomplishments and Outcomes 

▪ Grant partners trained and certified selected APD staff as Area Quality Leaders with 
primary responsibility for QM activities in each of the 14 APD service areas. The AQL role 
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involves conducting data analysis, submitting reports to local quality steering 
committees, and facilitating the involvement of service recipients, family members, and 
other stakeholders in QI strategies. The goal was to improve the consistency of quality 
monitoring across the service districts and to train staff on the use of personal outcome 
data to improve service quality for people receiving developmental disabilities services.  

▪ APD also established local quality steering committees made up of self-advocates, family 
members, service providers, and other stakeholders to provide leadership and advice to 
the AQLs in the APD service areas. The committee members receive training and 
ongoing TA and support to develop and sustain the necessary skills for working with the 
AQLs in reviewing quality monitoring reports and other data related to incident reports, 
provider complaints, and grievances. They also help to decide which QI projects to 
undertake. 

▪ Grant partners and DD staff identified a personal outcome measurement tool, similar to 
the National Core Indicators, to collect data on the quality of developmental disabilities 
services. Delmarva Foundation, the QIO contracted by the State to conduct compliance 
reviews of DD providers, was required to use the tool to interview about 1,400 provider 
staff, as well as consumers and family members. Thresholds for each interview question 
were established to identify outliers that may signal the need for an immediate 
intervention, and an operating procedure was established as follows:  

 Interview data collected from each service district is submitted to the appropriate AQL 
who calls together the provider(s), service recipient, and his or her family member(s) if 
an immediate intervention is required. Aggregate data are also submitted to the AQL 
and to local stakeholder groups, who use it to recommend QI priorities. For example, 
data indicated that DD services recipients were not satisfied with the quality of their 
relationships with other people and with their level of involvement in their community. 
Based on this information, the local quality steering committees decided to work with 
community organizations and groups to enlist their help in increasing the participation of 
DD clients in various community activities.   

 Other QI goals identified by the local quality steering committees and AQLs included 
(1) increasing the number of people who achieve their employment goals and who 
achieve goals related to individual rights, and (2) improving health and safety outcomes, 
such as receiving dental services.  

▪ The Interagency Quality Council conducted an analysis of abuse, neglect, and 
exploitation in different types of residential settings and, based on the analysis, APD 
implemented QI activities.  

▪ APD conducted seven regional day-long symposia on quality topics identified from 
analysis of the personal outcomes measurement data and the recommendations of the 
AQLs and the local quality steering committees. Education on person-centered services 
delivery and quality monitoring was provided to approximately 1,400 participants, 
including consumers, advocates, family members, and staff from provider agencies, 
school systems, and the APD system. The symposia were very well attended (averaging 
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more than 150 people each) and generated positive feedback as well as requests for 
additional quality symposia at regular intervals.  

▪ To reinforce the State’s goal of moving toward a more person-centered approach to 
service delivery, the Council on Quality and Leadership trained Delmarva Foundation 
staff to evaluate whether providers were furnishing person-centered services and to 
provide TA as needed to help them do so. During the state fiscal year 2004–2005, 
Delmarva provided TA to 274 providers to help them master a person-centered 
approach to service delivery, which included QI plans and scheduled follow-up 
evaluations. These TA consultations were continued in the 14 APD service areas through 
the certified AQLs. 

▪ APD established state and local recognition procedures, such as sending letters of 
recognition or presenting awards to providers who implement person-centered best 
practices. APD also established a forum for presenting best practices for replication in 
the service delivery system, and established a mentoring system within districts for 
successful providers to assist others.  

Enduring Systems Improvements 

▪ In response to changes in federal expectations, an improved quality assurance review 
system for developmental disabilities services has been implemented. The enhanced 
system minimizes the use of routine checklists to verify provider adherence to federal 
and state regulations, emphasizing instead a more detailed review of high-priority 
compliance issues (e.g., ensuring that staff criminal background checks are conducted 
and identifying and intervening in cases of abuse and neglect) and improved training for 
APD staff to analyze reports and conduct quality improvement activities. 

 Prior to the grant, local district staff were responsible for a number of different functions, 
making it difficult to concentrate on quality monitoring, particularly as the number of 
waiver participants had grown over time. The grant enabled the Agency for Persons with 
Disabilities to train local staff as Area Quality Leaders and to establish local quality 
steering committees in all 14 of the APD service areas. These activities increased the 
local staff’s ability to monitor and analyze quality assurance data. At the end of the 
grant period, 25 staff were functioning as AQLs, and APD, in conjunction with the 
Council on Quality and Leadership, implemented a mentoring system to train and certify 
additional AQLs as attrition occurs.  

▪ APD implemented new operating procedures that require Delmarva Foundation staff to 
(1) use the new QA measurement tools developed by the grant partners to determine 
whether services and providers are person centered, as well as whether they are 
complying with Medicaid’s minimum service requirements; and (2) submit quality 
monitoring data first to the local AQLs and quality steering committees.  

▪ The availability of person-centered quality data helped to identify the connections that 
are needed among various state agencies serving the DD population, such as the APD, 
Vocational Rehabilitation, Transportation, and Education. Ongoing meetings of the local 
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quality steering committees have helped to bring about new partnerships across state 
agencies to achieve person-centered outcomes.  

Key Challenges  

The new Agency for Persons with Disabilities was implemented at about the same time that 
the QA/QI grant activities were initiated. A series of programmatic changes to the APD 
service system throughout the grant period made it difficult for grant staff to focus on the 
grant. Examples of changes include (1) implementation of a new assessment tool for 
persons receiving services; (2) changes to cost-planning and pre-service authorization 
processes; (3) limitation and elimination of some Medicaid waiver services; (4) development 
of a tiered set of Medicaid waivers, each with a financial cap (currently in litigation); (5) a 
reduction in rates paid to providers; and (6) the fiscal constraints that led to hiring freezes 
for vacant positions and travel restrictions. Despite these challenges, grant staff reported 
that the grant’s objectives and goals had been achieved: the establishment of a state and 
local level quality management infrastructure.  

Continuing Challenges 

▪ Although there is substantial evidence that specific models of DD services delivery (e.g., 
supported housing and supported competitive employment) lower costs and produce 
better participant outcomes than do more traditional, segregated, and restrictive models 
(e.g., group homes and sheltered workshops), provider and political resistance to 
change remains strong.  

▪ At the federal level, commitment to the goals of supporting the autonomy and 
independence of people with disabilities and redirecting QA/QI activities to support 
person-centered service delivery is strong. The systems change grant provided an 
impetus for moving the state and local service delivery system closer to these goals, but 
the commitment to them is weak.  

 The grant helped to lay the framework for changing the culture of DD service delivery by 
allowing the State to begin to develop a local infrastructure and to obtain greater 
involvement of consumers in selecting QI priorities. However, the State has a long way 
to go to change the DD system and provider culture, and to learn how to develop 
resources in local communities that extend and enhance the services available through 
public funding.  

Lessons Learned and Recommendations  

▪ Some of the local quality steering committees experienced drops in participation and 
problems in maintaining interest in the QI processes. As this appears to be a natural 
group dynamic, strategies were employed to address this issue that appear to be fairly 
successful, including regularly scheduled calls among AQLs, shared ideas on how to 
reenergize individuals and groups, and some focused TA on the subject.  
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▪ Grant staff found that regularly reporting data on specific quality indicators to local 
quality steering committees and key APD staff provides the most useful method for 
identifying potential quality issues and instigating action to address them. For example, 
the local quality steering committees and the Interagency Quality Council receive regular 
updates on performance measures of specifically requested outcomes, such as expanded 
employment and abuse and neglect.  

▪ Federal and state policy should require as part of the assessment and care planning 
process for Medicaid HCBS participants that individuals should be asked what kind of life 
they wish to live and what they need to enable them to live it. Professionals and 
participants may have very different views about what is most important.  

▪ All program participants should be allocated an individual budget that is oriented to 
achieving their desired outcomes. Resources currently allocated for costly segregated 
service models, such as sheltered living arrangements and sheltered workshops, should 
be reallocated through individual budgets. Specific performance indicators should be 
required as part of QM activities to determine whether participants’ desired outcomes 
are achieved. Such measures become drivers of day-to-day operations and help to 
ensure achievement of goals for which supervisory staff are held accountable.  

▪ Moving toward a person-centered services delivery system is challenging, as well as staff 
and provider intensive. States need to reflect on the most appropriate balance between 
compliance-oriented and person-centered quality monitoring and quality management, 
that is, how to allocate resources for these two QM approaches to achieve the greatest 
efficiency while ensuring that participants’ outcomes are achieved.  

▪ The Delmarva Foundation is a private company contracted by the State to collect and 
aggregate QM data. Although the State owns the data, Delmarva has developed the 
applications that allow reports to be generated. Before changing contractors or moving 
QM functions in-house, states need to consider the impact on QM activities and the 
ability to maintain data integrity and a stable method to access data.  

Key Products  

Outreach and Educational Materials 

The grant enabled APD to post information on its website about local quality steering 
committee meetings and the minutes of meetings describing quality improvement and 
systems change activities, as well as information related to exercising rights, access to 
employment services, health strategies, and similar topics. The information is available at 
http://apd.myflorida.com/quality/. Grant staff also developed a public posting website that 
allows consumers to search for specific providers and obtain information about their last 
quality review (http://apd.myflorida.com/customers/vensearchdist.htm). 

Technical Materials  

▪ APD developed a handbook of general operating procedures that outlines responsibilities 
and required activities that the APD central office and each local area office must 
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implement as part of QM operations for services funded through HCBS waivers and state 
general revenue funds. Another handbook was developed that outlines responsibilities 
and activities that each APD area must implement for recouping overpayments for 
waiver services.  

▪ The Delmarva Foundation developed a reporting mechanism, an at-a-glance version of 
data, which provides the central QM team with regular updates on key data points for 
understanding the APD program’s status. 
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Massachusetts 

Primary Purpose and Major Goals  

The grant’s primary purpose was to establish a collaborative regional structure within six 
New England states to enhance the quality of Medicaid waiver programs operated by the 
developmental disabilities (DD) service agencies. The grant had five major goals: (1) to 
develop a common set of standards, indicators, measures, and benchmarks to evaluate 
quality in New England’s DD home and community-based services (HCBS) programs in the 
domains of health and safety; (2) to increase access to information and resources regarding 
HCBS best practices and quality improvement (QI) for DD system stakeholders in New 
England; (3) to increase knowledge and skills among state staff and other stakeholders in 
using objective and quantitative information as a quality management (QM) and QI tool; 
(4) to promote communication and collaboration to foster oversight of HCBS programs 
among state DD agencies, state Medicaid agencies, and the CMS regional office; and (5) to 
develop and pilot methods for sharing system and provider quality indicators and 
performance information with consumers and families to promote informed choice. 

The grant was awarded to the University of Massachusetts Medical School, Eunice K. Shriver 
Center, and Center for Developmental Disabilities Evaluation and Research 
(UMASS/CDDER).  

Role of Key Partners  

▪ The National Association of State Directors of Developmental Disabilities Systems 
(NASDDDS), and its partner the Human Services Research Institute (HSRI), provided 
technical assistance and conducted a substantial amount of work to enhance the 
National Core Indicators (NCI), including piloting new indicators and analyzing data.  

▪ The Massachusetts Department of Mental Retardation (DMR) established statewide and 
regional Quality Councils, designed and published quality assurance (QA) reports, and 
assisted in training personnel.   

▪ Directors and/or senior leadership of the state DD systems in Massachusetts, 
Connecticut, Maine, Rhode Island, and Vermont participated in project planning and 
resource sharing and assigned staff to work on various grant project activities. In 
addition, they participated in collaborative meetings with Northeast Advocates Together 
(NEAT) along with the New York and New Hampshire DD agencies. 

▪ The New England States Consortium Systems Organization (NESCSO) provided technical 
assistance (TA) and developed website infrastructure for an online project management 
and communication system and a virtual library.  

Major Accomplishments and Outcomes  

▪ With the assistance of the Grantee and NASDDDS, the New England Directors 
Consortium was established to plan and oversee grant activities and to formulate cross-
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state strategies for developing and sharing data on the quality of the DD services 
systems of the six New England states. The Consortium included the directors and 
selected senior staff from the Connecticut Department of Developmental Disabilities, 
Massachusetts Department of Developmental Disabilities, Maine Behavioral and 
Developmental Services, New Hampshire Bureau of Developmental Services, Rhode 
Island Division of Developmental Disabilities, Vermont Department of Aging and 
Independent Living, and most recently, the New York Office of Mental Retardation and 
Developmental Disabilities. 

 During the grant period the Consortium was a vehicle for interstate planning, resource 
sharing, and policy development in critical areas (e.g., quality, best practices for 
challenging populations, risk screening, HCBS waiver program development). Maine, 
Connecticut, Massachusetts, and Rhode Island consistently attended, actively 
participating in meetings; Vermont and New York attended periodically; and New 
Hampshire had relatively inconsistent participation.  

▪ A significant portion of the grant was devoted to identifying/revising indicators of health 
and safety so that state DD systems could compare their performance on these 
measures. Priority was given to these indicators because of their importance and the 
relative dearth of objective comparative measures in these domains. The grant’s original 
plan was to modify states’ current data systems to incorporate the new measures using 
standard approaches to measurement. However, few common health and safety 
indicators were found, so the original approach was altered. Priority was given instead to 
enhancing the health and safety measures in the National Core Indicators (NCI) project, 
a collaboration among participating NASDDDS member state agencies and HSRI, with 
the goal of developing a systematic approach to DD performance and outcome 
measurement. 

 The Grantee, with the assistance of HSRI, conducted a comprehensive literature review, 
a survey of state DD leaders (within New England and nationwide), and focus groups 
with consumers and families to identify health and safety indicators deemed important 
and practical for use by state DD agencies. Methods were designed to collect and 
analyze data associated with these indicators, and a small pilot was carried out to assess 
their reliability and feasibility. As a result, new or revised indicators were formulated to 
evaluate quality in the following areas: (1) overall health status; (2) access to primary 
care and dental care; (3) screening for vision, hearing, prostate/pelvic/breast cancer; 
(4) immunizations (e.g., flu, pneumonia); and (5) wellness (e.g., weight, physical 
activity, smoking). 

▪ The Massachusetts DD agency, with grant support, established one statewide and four 
regional Quality Councils made up of a broad range of DMR stakeholders, including 
consumers, family members, private providers, and DMR staff. The DMR commissioner 
participated on the State Quality Council. The Councils are responsible for regularly 
reviewing quality-related data and information and providing guidance to the 
Department on quality issues affecting the DD population. The Councils helped the DMR 
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establish QI targets and provided input and feedback on the design and structure of the 
State’s annual QA report.   

 Although initially many stakeholders were fairly neutral about the value of performance 
data in decision making, a broader appreciation of the role quality indicators can play 
has emerged. For example, after reviewing the State’s Quality Report, council 
representatives, led largely by self-advocates, identified three areas that the indicators 
pointed to as needing quality improvements: employment, community inclusion, and 
relationships. The DMR commissioner selected employment as the first priority and set 
up strategic work groups around the State to improve employment opportunities.  

 In another example, grant staff shared data with the State Quality Council on the high 
incidence of falls among the developmental disabilities population that required some 
medical intervention. As a result, falls prevention became a major state initiative 
embraced by providers and state staff.  

▪ A series of joint meetings between Consortium members and the leadership of self-
advocacy organizations in each state were also initiated under the grant, following a 
request by Northeast Advocates Together. These annual half-day meetings addressed 
common issues of concern among agency leaders and the consumers they serve, with 
the goal of developing actionable regional and state-specific targets for systems 
improvement. The director of NASDDDS participated in the first meeting. 

 By the end of the grant, three joint collaborative meetings had been held, and QI targets 
were agreed on for the following areas: (1) the use of respectful language (e.g., 
elimination of the term mental retardation in agency names), (2) transportation, 
(3) reduced use of sheltered workshops and increased access to competitive and/or 
supported employment, and (4) increased meaningful participation by self-advocates in 
policy and planning. Self-advocates found the opportunity to talk directly with their own 
state DD agency director to be the most useful aspect of these meetings. 

Enduring Systems Improvements  

▪ The enhanced set of health-related indicators developed under the grant has been added 
to the National Core Indicators system and is included in the latest NCI version. New 
England benchmarks for these indicators were developed, and a prototype web-based 
report that includes these benchmarks was also developed and posted on the 
UMASS/CDDER website. Four New England state DD systems participating in the NCI 
can now use a consistent subset of health and safety quality indicators and regional 
benchmarks, enabling improved quality monitoring and improvement planning.  

 The use of interstate benchmarks for evaluating certain health/safety indicators has 
been enhanced most noticeably within Massachusetts and Connecticut, which now 
consistently include mortality and other health benchmarks in their public reports. Other 
New England state DD systems (e.g., Maine and Vermont) are also using similar 
benchmarks. Future phases of the NCI (nationally) will be aimed at increasing the 
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number of states that will be able to more comprehensively compare their performance 
in the health and safety domain. 

▪ Grant activities resulted in the establishment of a formal system for interstate sharing of 
information and resources related to DD services and the quality of those services. The 
system includes the New England Directors Consortium and the partnership between the 
Consortium and Northeast Advocates Together, which provides a mechanism for direct 
discussion and planning around QI targets and is a unique region-wide and ongoing 
forum. A recent satisfaction survey of participants confirmed continued interest in 
collaboration across the New England region for at least three states (Connecticut, 
Maine, and Massachusetts) and with the self-advocate leaders in NEAT. 

 The relationship established between self-advocacy organizations and state DD officials 
has been particularly influential. The number one issue self-advocates emphasized 
during the grant period was improving the respect accorded the DD population. This 
issue was established as a regional goal for QI activities by all participating states. 
Partially in response to the new lines of communication between self-advocates and 
state DD decision makers, Massachusetts and Connecticut decided to drop the term 
mental retardation from their agency designation. In addition, Maine and Connecticut 
have either reduced or entirely eliminated sheltered workshops from the services they 
support—moving to competitive employment opportunities as the preferred goal.  

▪ As part of the grant initiative, a series of training activities were conducted to enhance 
Council members’ knowledge about the use of data as a quality tool and to promote 
their ability to review data-based reports. Members have exhibited strong interest in 
continuing to learn about and develop greater skills in using data as a robust QI tool. A 
continuing technical assistance partnership between the DMR and UMASS/CDDER will 
provide a mechanism to ensure that such skill development can continue beyond the 
grant period.   

Key Challenges  

▪ A number of organizational and leadership changes within participating state agencies 
provided ever-increasing challenges to maintaining interest in and commitment to a 
regional DD collaboration. More recent budgetary cuts and state-imposed travel 
restrictions also inhibited participants’ ability to meet on an ongoing basis. State travel 
restrictions were a serious obstacle to convening meetings of Consortium members, 
particularly because CMS prohibited the UMASS/CDDER grant (as well as all other 
Systems Change grants) from transferring any money to states that had received a 
Systems Change grant during the same period.  

 These organizational and fiscal constraints are expected to continue for at least the 
immediate future (1 year or more) and will require the use of alternative methods for 
communicating and for collaborative planning and resource sharing. 

▪ During the grant period, several rather significant developments made it more difficult to 
obtain agreement on modifying DD data systems to enable the use of common health 
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and safety measures. Reorganization of state agencies, particularly the movement from 
separate agencies representing different disability groups to a single umbrella 
organization, disrupted relationships and administrative focus that had fostered cross-
state collaboration. 

 In addition, some participating states increased their IT capacity and centralized IT 
functions in one agency. These initiatives often reduced the "control" the DD agency 
exercised over data infrastructure and methods, resulting in less ability to commit to 
establishing DD-focused quality data standards that would cross state lines. For this 
reason, it became necessary to modify original objectives and focus more energy on the 
NCI as a common data set for developing regional benchmarks.  

Continuing Challenges 

▪ The wide array of different quality measures and data collection methods that states use  
prevents the federal government, state DD and Medicaid agencies, consumers, and 
advocates from clearly comparing states’ performance on quality. It is also likely that 
DD-oriented data collection and analysis systems within individual states will continue to 
change as a result of greater direction by centralized IT units, making it more difficult to 
plan and coordinate changes to data systems across states that meet specific DD needs.  

Lessons Learned and Recommendations 

▪ Collaboration among multiple states depends highly on a number of factors, including 
personal relationships and the development of trust among state staff. This is especially 
important when sensitive issues, such as agency performance, quality of services, 
interaction with federal agencies (e.g., CMS), and resource sharing and planning are 
concerned. The most successful activities for this grant involved those states with 
consistent leadership that allowed for such personal relationships and trust. 

 States that underwent changes in leadership and/or major restructuring that diminished 
the focus on a single DD agency gradually reduced their participation in the New England 
collaboration, which in turn impeded their involvement in grant-related activities. Based 
on this experience, any initiatives that will rely on cross-state collaboration should start 
out small and focus on interaction among state systems whose leaders already know one 
another and/or where projections suggest relative stability in organizational structures. 
Consistent participation by leaders in national organizations such as NASDDDS can 
represent one mechanism for identifying existing relationships within geographic 
areas/regions.  

▪ Current state budget crises will significantly affect how quality is monitored and 
evaluated, and more effective use of existing data to identify points for essential 
intervention will become increasingly important.  

▪ States need to recognize the phenomenal rate at which information technology is 
advancing and therefore plan for what they want to achieve—not for how to achieve it, 
for that will likely change. For example, the grant goal of creating a virtual library for 
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showcasing best practices was overtaken by IT initiatives within participating states that 
made the proposed “library” redundant.  

▪ Focusing on either federal requirements (e.g., data elements defined for CMS HCBS 
waivers) or nationally developed initiatives may hold greater promise for establishing 
comparable measures of service system performance for the developmental disabilities 
population (as well as other populations with disabilities) than regional initiatives. CMS, 
in conjunction with the Agency for Healthcare Research and Quality and other national 
organizations (e.g., NASDDDS), should continue efforts to design common measures 
and establish common standards for measuring HCBS waiver and institutional 
performance across disability groups despite anticipated resistance from states and 
advocates.  

 Such efforts may gradually lead to a subset of common measures and may result in 
state DD agencies being able to use such requirements/guidelines as leverage for 
making changes to data systems that may be managed by separate IT departments 
within the central state bureaucracy. More important, such efforts will significantly 
contribute to the ability of service recipients, their families and advocates, and program 
oversight entities—including the state DD agencies themselves—to better evaluate the 
quality of essential supports and services and target areas needing improvement.  

▪ Similarities in the New England states’ DD services system, and the strength of working 
relationships between the states prior to the implementation of the grant, laid the 
groundwork for developing and sustaining collaborative mechanisms such as the 
Consortium and Quality Councils. Grant support, which brought with it dedicated staff 
from a trusted and respected outside organization, was the glue that turned goals into 
accomplishments. Achieving cross-state collaboration around challenging issues requires 
a committed champion to energize the actors and build momentum toward their goals.  

▪ A powerful impetus for encouraging states to apply quality indicators to ongoing decision 
making may be public recognition. CMS’s public recognition of the high quality of data 
generated by Massachusetts on its DD waiver population had a positive impact on the 
State’s continuing commitment to the collection and analysis of quality data.  

Key Products  

Educational Materials 

▪ UMASS/CDDER published a Quality Brief in simple, plain language to provide consumers 
and other interested stakeholders (e.g., family members, state agency personnel), with 
information on where to look for quality data in New England and how to best 
understand the available data. The Quality Brief focuses on all six New England DD state 
agency websites and provides links for reviewing licensing data (Connecticut only), 
mortality reports, and QA reports. 

 The December 2008 brief is available at http://www.umassmed.edu/cdder/index.aspx 
and additional briefs are planned for publication every 3 months. Also available at the 
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same site is an interactive PowerPoint slide show entitled Benchmarks for Health, which 
is a prototype document that integrates the most recent NCI results for health-related 
measures within the New England state agencies with national benchmark data. As new 
NCI data become available, the presentation will be updated and available as a reference 
tool for the New England states. 

▪ General Principles for Using Data as a Quality Improvement Tool is a User’s Guide 
designed to accompany orientation and training sessions provided to the statewide and 
regional Quality Councils in Massachusetts. The guide is available on the HCBS website 
at http://www.hcbs.org/moreInfo.php/doc/1183. 

Reports 

▪ The DMR Office of Quality and UMASS/CDDER designed and published a comprehensive 
Quality Assurance report that integrated more than 60 quantitative measures of quality. 
Data were formatted to be reader friendly by using simple graphics and charts to 
illustrate trends and patterns. Subsequently, a series of annual reports were published 
based on Quality Council feedback that covers the time periods between 2003 and 2007. 
The reports are structured around 12 quality outcomes used by the Massachusetts DMR 
to evaluate service performance and quality. The report covering fiscal years 2002–2003 
is available on the HCBS website at http://www.hcbs.org/moreInfo.php/doc/1068. 
Additional reports are available within the Massachusetts DMR website as follows:  

– 2003 QA Report 
http://www.mass.gov/Eeohhs2/docs/dmr/quality_assurance_report_2003.pdf 

– 2004 QA Report 
http://www.mass.gov/Eeohhs2/docs/dmr/quality_assurance_report_2004.pdf 

– 2005 QA Report 
http://www.mass.gov/Eeohhs2/docs/dmr/quality_assurance_report_2005.pdf 

– 2006/2007 Report 
http://www.mass.gov/Eeohhs2/docs/dmr/quality_assurance_report_2006_2007.pdf 

▪ Development is under way to reformat and structure the report template to make it 
more user friendly and accessible by publishing it directly to the Internet to allow 
selective review of the findings that interest stakeholders the most. In addition, the 
report will be broken down into focused briefs that target specific topic areas (e.g., one 
report just on Health, another on Safety and Protection). UMASS Medical/CDDER will 
host the site. 
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Nebraska 

Primary Purpose and Major Goals  

The grant’s primary purpose was to integrate and enhance current quality assurance (QA) 
efforts into a coordinated, comprehensive quality management (QM) system based on the 
CMS home and community-based services (HCBS) Quality Framework. The grant had three 
major goals: (1) to design a QM system at the state and local levels with expanded 
consumer involvement that integrates data from multiple sources, (2) to implement a tool 
to assess families’ satisfaction with children’s services, and (3) to implement risk 
assessment tools and processes that safeguard consumer health and welfare while allowing 
self-direction and consumer decision making. 

The grant was awarded to the Nebraska Department of Health and Human Services (DHHS) 
and was managed within the Department’s Division of Medicaid and Long Term Care 
(hereafter, the Division) by the HCBS Waiver Services Unit. 

Role of Key Partners  

▪ Answers4Families (at the Center for Children, Families, and the Law at the University of 
Nebraska) assisted with the design and programming of a web-based provider rating 
and review system and an index of Aged and Disabled (A/D) waiver-certified assisted 
living facilities (ALFs).  

▪ Creighton University’s Pharmacy Department piloted a medication risk assessment 
project for participants in the A/D waiver.  

▪ The Munroe-Meyer Institute at the University of Nebraska Medical Center assisted in 
designing and implementing a new Family Experience Survey and compiling, analyzing, 
and reporting the data.  

▪ The HCBS Waivers’ Quality Council advised DHHS on strategies to improve all aspects of 
the QM system. Several Council members representing local services coordination (i.e., 
case management) agencies hosted pilots of proposed QA processes prior to statewide 
implementation, and supervisors and staff played a key role in testing the processes and 
suggesting improvements.  

Major Accomplishments and Outcomes  

▪ DHHS established the HCBS Waivers’ Quality Council, whose membership includes 
consumers, family members, representatives from the Nebraska Department of 
Education and Developmental Disabilities Planning office, and services coordination and 
resource development providers (i.e., staff responsible for identifying, approving, and 
contracting with direct care providers in the community, including conducting 
background checks). The Quality Council worked regularly with grant staff and other 
stakeholders to analyze the current HCBS waiver QM system and to identify areas 
needing remediation and improvement. For example, the Quality Council assisted in 
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developing a consistent definition of incidents and complaints as part of the new QM 
system. 

▪ Prior to the grant, case management agencies were not required to use a consistent 
process to define and report complaints and incidents. Grant staff and services 
coordination agency staff (i.e., case management agencies) developed and piloted 
standardized complaint, incident, and financial oversight processes at the local level, 
which led to recommendations for statewide implementation.  

 In conjunction with the State’s information technology (IT) staff, an electronic database 
was created to organize and aggregate data, and a web-based process was used for 
services coordination agencies to submit data to the Division. In addition, a standardized 
on-site review process was developed that allows state staff to review services 
coordination agency files and interview consumers on an 18-month cycle. Local 
supervisory file reviews are also entered into an automated system, and DHHS Central 
Office is currently developing the report formats for collecting and analyzing the data. 

▪ A quality improvement (QI) planning process was implemented to establish QI priorities 
and to develop strategies for problem remediation and quality improvement on an 
ongoing basis. Standardized protocols were developed to allow file reviews of (and site 
visits to) case management agencies to be conducted in a consistent manner. Data from 
these reviews were organized into an electronic database for the first time. The QI 
planning process allows egregious compliance issues to be identified quickly and 
remediation plans established. For less serious quality issues, a shared resolution 
process is initiated between state staff and the provider to identify and implement 
quality improvement activities.  

 Although the reporting system design has not been completed and operationalized, 
follow-up action has been taken with 11 of the 12 local agencies for which Central Office 
staff have conducted on-site visits within its current 18-month cycle. A shared resolution 
process has been implemented with 7 agencies, and formal QI plans have been 
implemented with 4 agencies. The 12th agency had no QA deficiencies.  

▪ Grant staff analyzed Medicaid claims data for residents of assisted living facilities to 
identify resident falls leading to a medical absence from ALFs. Based on this analysis, a 
remediation plan with local services coordination agency staff was put into place to 
increase the provision of physical therapy to high-risk persons. As a result, there were 
23 fewer falls in ALFs in 2007 than in 2006.  

▪ With input from direct service staff and families, who helped identify survey criteria, 
Munroe-Meyer Institute and grant staff developed and piloted a Family Experience 
Survey (based on the CMS Participant Experience Survey) to gather information from 
families with children who are served in the A/D waiver about the extent to which they 
are experiencing family-centered service coordination; choice of and control over 
services; respect, dignity, and privacy; and community integration and inclusion. 
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 The survey was conducted across all five of the DHHS areas with a high response rate 
(86 of the identified 95 participants completed the survey). A benchmark of 80 percent 
was established, and indicators below the benchmark were targeted for improvement. 
Survey findings indicated that families did not have a backup plan if a provider failed to 
show up and that case management providers had not addressed backup plans in the 
Plan of Services and Supports. As a result, case management agencies are now required 
to educate clients about the need for a backup plan and to assist in developing one. 

▪ Grant resources were used to train staff to administer the InterRAI MDS-Home Care 
instrument as the State’s level of care evaluation for A/D waiver participants aged 18 or 
over.  

▪ Grant staff worked with Answers4Families to develop a web-based index of A/D waiver 
ALFs to provide information for prospective clients. When ALFs are certified or 
recertified, the facility’s policies and services are documented. These data are now being 
included in the web-based index to provide current factual information about facilities, 
rather than marketing information. At the end of the grant period, information about all 
waiver-certified facilities had been entered on the index, which had been programmed 
and was undergoing testing. 

▪ A real-time, web-based system was developed that enables A/D waiver participants to 
rate waiver service providers by filling out a brief online survey. In addition to specific 
measures of satisfaction, they can also provide a narrative comment, which is screened 
to exclude any inappropriate language. The data exchange necessary to implement the 
client reporting system was completed in October 2008, and website development was 
under way at the end of the grant.  

▪ Grant staff piloted a risk assessment project with Creighton University’s Pharmacy 
Department to identify medication trigger points that would prompt a risk referral of a 
waiver client to a pharmacist and a corrective action process. Pilot findings noted the 
negative consequences of over-prescribing and of multiple drug interactions in 
vulnerable A/D waiver participants.  

 Because older adults were reluctant to have pharmacist recommendations given to their 
physicians, the project has been discontinued. However, Nebraska's Chief Medical Officer 
agreed to write editorials in physician newsletters and speak to the Nebraska Medical 
Association about the findings and the actions needed to address them.  

▪ DHHS contracted with consultants to develop and conduct training for services 
coordination and resource development staff to enhance abilities, knowledge, and skills 
that were identified as needing improvement during QA processes. Topics included 
improving assessment and communication skills between services coordinators and 
services recipients, and risk and safety issues that could trigger a referral to adult 
protective services. 
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Enduring Systems Improvements 

▪ The grant enabled Nebraska to develop the components of a sustainable, comprehensive 
QM system applicable to several HCBS waivers (A/D, Traumatic Brain Injury, and Early 
Intervention). The system components include a state-level complaint process, local-
level complaint and incident processes, and a standardized, computerized file review 
used at both the state and local levels.  

 The QA processes have been incorporated into the day-to-day operations of the waiver 
programs. The services coordination agency supervisors monitoring local QA efforts now 
have access to computerized data, including information about the timeliness of client 
evaluations, appropriate level of care determinations, client choice, provider capacity, 
and services payment oversight. These data can be used to evaluate aspects of service 
coordination, client outcomes, and service utilization, and to develop QI activities when 
needed.  

 In addition, the QA activities and processes at both the local and state levels have been 
developed to discover whether the waiver assurances as set forth in federal law are 
being met. These processes and activities generate data that can be aggregated and 
analyzed to measure the overall system performance in meeting the assurances. Staff 
from the HCBS Waiver Services Unit will review the QM system on an ongoing basis to 
adjust program outcomes and standards compliance as needed, determine the need to 
modify data sources or develop other methods to measure progress, and revise 
statewide systematic program enhancement efforts and priorities as needed. 

▪ Since the local-level complaint and incident processes were automated, DHHS Central 
Office staff have been able to identify client risk indicators in local-level responses to 
complaints and incidents and to address them in a more timely manner.  

▪ A second round of the Family Experience Survey piloted through the grant has been 
implemented and will be used to measure consumer outcomes on a regular basis. The 
local supervisory file reviews and DHHS Central Office on-site review visits now include 
areas the survey has targeted for improvement.  

▪ The HCBS Quality Council developed during the grant continues its work with similar 
membership and similar functions. Since completing its work on QA/QI process 
development through the grant, the Council now meets on an annual basis to review 
data generated through the system’s QA discovery processes and to provide 
recommendations for problem remediation and systems improvement. 

Key Challenges  

▪ Competing demands for staff time as well as other DHHS information technology 
priorities delayed the completion of some grant activities.   
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▪ The major impediment to implementing the medication review process as a permanent 
program was clients' reluctance to communicate pharmacists' medication 
recommendations to their physicians.  

Continuing Challenges 

None reported.  

Lessons Learned and Recommendations  

▪ The use of information technology can be a beneficial tool for operationalizing a 
sustainable quality management system. To be successful it requires (1) sufficient time 
to plan, particularly to work with stakeholders throughout the development process and 
to modify the system based on feedback; (2) the ability to determine what the State 
wants to accomplish and what the system will look like as a whole, rather than to simply 
identify each component part; and (3) the ability to envision where the State wants to 
be with the system three to four years in the future (e.g., the types of reports it should 
be able to generate, for whom, and on what schedule).  

 Central Office staff are now at the stage where they are beginning to develop the means 
to analyze data and to report it publicly. The Division would have been in a better 
position if staff had had 1 more year of the grant in which to accomplish their goals. 

▪ The QM system established through the grant has been sustained because the planning 
and implementation process was built into the ongoing responsibilities of in-house staff, 
that is, their new responsibilities were an extension of what they were already doing. 
Additionally, the grant’s goals were linked to program goals that had already been 
established by the State.  

Key Products  

Educational Materials 

Consultants developed and conducted training on Risk Assessment, Current Issues in 
Licensure and Regulation, and Communication and Conflict Management. They also 
conducted MDS-Home Care Instrument training using the InterRAI Home Care Assessment 
Manual. 

Technical Materials  

▪ Grant staff produced a notebook on a CD containing documents that outline Nebraska's 
Quality Management System for HCBS Medicaid Waivers. The CD has been distributed to 
A/D, Traumatic Brain Injury, and Early Intervention waiver supervisors, services 
coordinators, and resource developers for use in their day-to-day work. The documents 
can be updated via mass e-mail as needed. 

▪ DHHS Central Office and Answers4Families produced the Assisted Living Facility Policies 
and Services Form for use in approving or reapproving facilities as a waiver provider. 
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They also produced a guide to instruct local services coordination staff about inputting 
the information. 

▪ With input from direct service staff and families, Munroe-Meyer Institute and grant staff 
developed a Family Experience Survey, based on the CMS Participant Experience 
Survey. 

Reports 

The Munroe-Meyer Institute produced the Family Experience Survey Outcomes report, which 
provides information about family members’ ratings on the quality of services they received 
based on the principles of choice, respect, access, and community integration.  
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New Hampshire 

Primary Purpose and Major Goals 

The grant’s primary purpose was to design and implement a new quality management (QM) 
system that promotes a continuous quality improvement (QI) culture for Medicaid waiver 
programs and other Medicaid and state-funded long-term services and supports. The grant 
was primarily directed to quality assurance (QA) and QI activities for participants in the 
Choices for Independence waiver program.   

The grant had five major goals: (1) to adopt a structured waiver operations business plan to 
streamline processes, expand clinical expertise in community-based support programs, and 
increase the quality of services provided to waiver participants; (2) to develop an 
automated system that will perform multiple clinical management tasks and interface with 
the State’s Medicaid reimbursement system; (3) to involve waiver participants in 
developing, monitoring, and evaluating waiver services and the waiver service delivery 
system; (4) to adopt a systematic approach to measure participants’ satisfaction with 
services and systems performance at regular intervals to guide systems improvement for 
the Choices for Independence waiver program; and (5) to adopt a formal plan for a risk 
management and incident reporting system that serves Choices for Independence 
participants. 

The grant was awarded to the Department of Health and Human Services (DHHS) and was 
implemented through the Division for Community Based Care Services (hereafter, the 
Division).  

Role of Key Partners  

The Quality Council was established to provide oversight and input for grant objectives and 
the work plan. Members included staff and representatives from the Independent Case 
Management Agencies, ServiceLink Resource Centers, Real Choice Advisory Council, 
University of New Hampshire Institute on Disabilities, Adult Day Services Agencies, Home 
Care Agencies, Visiting Nurse Association Agency, Low Income/Elderly Property 
Management Residential Coordinators, Northern New England Geriatric Education Center, 
National Alliance for the Mentally Ill, and the Granite State Independent Living agency.  

Major Accomplishments and Outcomes   

▪ In addition to the Quality Council, a Quality Leadership Committee was established with 
representation from each of the Division’s bureaus: Behavioral Health, Developmental 
Services, Elderly and Adult Services, and Homeless and Housing Services. Prior to the 
grant, the various waiver programs operated largely in isolation from one another. The 
new Quality Leadership Committee brought together for the first time on a consistent 
basis senior staff from all the Division’s bureaus to identify gaps in quality management 
and to improve QA and QI processes across all bureaus. 
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▪ The Bureau of Elderly and Adult Services (BEAS) added a full-time QM position to 
strengthen QA and QI activities within the Bureau. The position also entails membership 
on the Division’s Quality Leadership Committee to represent the Bureau. 

▪ Prior to and during the early stages of the grant, the DHHS Office of Improvement and 
Integrity performed an analysis of the Elderly and Chronically Ill waiver program 
(subsequently renamed the Choices for Independence program). The analysis examined 
how the program was administered, the consistency of information reported to the 
Division across various providers, and weaknesses in administrative systems. The results 
of this analysis informed subsequent grant activities.  

▪ Early in the grant period, the Quality Leadership Committee and grant staff identified 15 
performance indicators and created teams to identify QI activities associated with each 
indicator. A prime purpose of this work was to develop quality monitoring procedures 
that emphasized quality improvement and technical assistance instead of relying 
exclusively on addressing regulatory compliance and past performance issues. 
Administrative coordination among the teams was emphasized continuously, and one of 
the outcomes of their work was a reporting system that generates data for trend 
analysis and QI activities.  

▪ One quality performance indicator identified by the leadership committee and grant staff 
addresses the need to assess the quality of case management agencies serving waiver 
clients. Prior to the grant, there was no formal evaluation of the services provided by 
these agencies or their administration. A site visit protocol was developed to support 
agency evaluation, and the State is beginning site visits to monitor agency quality.   

▪ Another quality performance indicator identified under the grant addressed weaknesses 
in the level-of-care eligibility determinations for waiver services. As a result, the Division 
implemented a new level-of-care assessment tool for the Choices for Independence 
waiver program and developed competency measures to improve the performance of 
nurses conducting the assessments.  

 Nursing staff and the supervisors of the BEAS Long-Term Care Services Unit, who 
perform initial and annual eligibility assessments and reassessments, were trained to 
ensure that the new tool is used correctly and the new procedures are understood and 
followed. In addition, nursing staff are now using laptop computers equipped with 
electronic signature software to improve the timeliness and efficiency of the eligibility 
assessment process. 

▪ A system has also been developed in conjunction with the grant to improve the waiver 
eligibility process whereby the Long-Term Care Services Unit nurses enter the initial 
assessment information into Options, the BEAS data system. Prior to the grant, only 
paper copies of this information were maintained. The system is also linked to the 
Medicaid agency’s data system to determine financial eligibility. This data system is now 
being used to evaluate the timeliness of the process by tracking the time it takes from 
the point of application to the eligibility decision and the development of the initial 
support plan. 
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▪ Prior to the grant, the Bureau of Elderly and Adult Services had only an informal process 
for identifying and investigating complaints about waiver services. A performance 
indicator was identified addressing the need to develop a user-friendly and consistent 
approach for identifying and investigating complaints. The team identified multiple 
processes for receiving complaints and established common definitions of reportable 
events across provider agencies as well as minimum standards for investigation and 
reporting.  

 The processes adopted are similar to those applicable to two other bureaus within the 
Division (Behavioral Health and Developmental Services). In the future, the team will be 
assessing community agencies’ procedures and establishing the Bureau’s role and 
responsibilities in the community agency’s complaint processes.  

▪ A sentinel event protocol for reporting unanticipated death, serious physical or 
psychological injury, or risk thereof, was also developed under the grant. All sentinel 
event reports are distributed to the Division’s Quality Management Office. Although 
initially the reports were to be aggregated into a central database, this had not yet been 
implemented as of May 2009. 

▪ The Bureau of Elderly and Adult Services implemented the Participant Experience Survey 
(PES) for the Choices for Independence waiver program. An additional seven questions 
focused on service planning were added to the survey instrument and were piloted by a 
graduate student. Sufficient face-to-face interviews—at least 288—were conducted to 
enable the calculation of statistically significant data. Bureau staff knowledgeable about 
long-term services and supports were recruited and trained to conduct the statewide 
survey along with two independent contractors. The interviews were completed in 2008 
and preliminary data were compiled. Analyzing the results will be an ongoing QI activity.  

Enduring Systems Improvements  

▪ The Quality Leadership Committee is continuing its work, focusing on improving the 
consistency of quality monitoring across waiver programs and all bureaus within the 
Division.  

▪ Partly in response to the grant, BEAS succeeded in establishing a rule (He-E 805 
Targeted Case Management Services, adopted August 2008) describing for the first time 
the requirements that case management agencies must meet to serve the Division’s 
Choices for Independence waiver participants. The rule defines the case management 
agencies’ quality monitoring responsibilities, which include the requirement to establish 
procedures for reporting sentinel events, complaints, and incidents. Next steps include 
monitoring the required case management agencies' quarterly QM reports, a task that is 
delegated to the new position of BEAS Quality Management Program Manager.   

▪ The Bureau is committed to maintaining the PES as part of the quality monitoring 
system, and the new Quality Management Program Manager is responsible for 
implementing it. The goal is to conduct the survey every 2 years.  
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Key Challenges  

▪ State procedures for spending the grant funds, preparing requests for proposals, and 
contracting were time consuming—together they delayed work on several objectives for 
several months.  

▪ Hiring an individual to fill a full-time QM position required permission to reclassify a 
vacant position within DHHS. The permission process for transferring the position to 
BEAS (and reclassifying it to one with the necessary responsibilities) involved both DHHS 
and the State's Human Resources units; the necessary procedures took much longer 
than anticipated. Hiring, contracting, and equipment purchasing processes also were 
time consuming.  

Continuing Challenges 

None reported.  

Lessons Learned and Recommendations 

▪ Initially, the PES survey responsibilities were to be contracted out or undertaken by 
volunteers, but administrative hurdles made that impossible. As it turned out, fielding 
the survey with in-house staff had many advantages. Staff found it satisfying to get out 
in the field and meet clients, and the PES proved to be a good orientation tool for the 
Choices for Independence waiver program. One outcome of the process was the 
development of protocol for implementing the PES, which should facilitate the conduct of 
the next survey. 

▪ Although the PES provides useful information for quality improvement, statewide data 
are less helpful for local decision making than data at the provider level. Including the 
survey results as part of the reports of the 2009 case management agencies’ program 
evaluations should prove useful.  

Key Products  

Outreach Materials 

BEAS staff and the Quality Council’s Communications work group produced a brochure for 
potential participants of the Choices for Independence program. The brochure provides 
details of available in-home services (e.g., chore, personal assistance), housing options 
(e.g., adult family care, shared housing), and specialized services (e.g., case management, 
assistive technology). The brochure, which has also been produced in a Spanish version, is 
available to providers throughout the State to disseminate, and the information it contains 
will be added to the DHHS website.  

Educational Materials 

BEAS staff developed and offered trainings on guardianship services, substance abuse 
among elderly persons, suicide and risk assessments, and hoarding. The trainings, attended 
by nursing, direct home care, and protective services staff, were intended to improve the 
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skills of individuals serving waiver participants. The grant also provided funding for a 
contractor to create and deliver competency-based training for BEAS Long-Term Care 
Services Unit nurses, who assess whether a person is appropriate and eligible for home and 
community-based services, also known as Choices for Independence.  

Technical Materials  

BEAS staff produced The Structured Decision Making® (SDM®) System for Adult Protective 
Services Manual, which includes assessment instruments, definitions, and policies and 
procedures that will assist BEAS Adult Protective Services staff in performing intakes, 
investigations, and case planning by providing a consistent approach to obtaining and 
evaluating information.  

Reports 

Preliminary data have been obtained from the Participant Experience Survey project, with 
more analysis and detailed reporting planned for 2009.  
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New Jersey 

Primary Purpose and Major Goals 

The grant’s primary purpose was to implement an integrated quality management (QM) 
system to meet CMS evidentiary requirements for the State’s Community Care waiver for 
individuals with developmental disabilities. The grant had three major goals: (1) to create a 
QM Strategy and associated monitoring tools and software applications to enable timely and 
accurate collection of quality assurance (QA) and quality improvement (QI) data; (2) to 
develop an interactive training CD to help home and community-based services (HCBS) 
providers to build continuous quality improvement (CQI) systems; and (3) to broaden 
participant and family involvement in QM activities through the development of a Quality 
Management Steering Committee. 

The grant was awarded to the Department of Human Services (DHS), Division of 
Developmental Disabilities (hereafter, the Division). 

Role of Key Partners 

▪ The New Jersey Association of Mental Health Agencies developed the interactive provider 
training CD discussion guide and assisted at various stages of the CD’s production. 

▪ The DHS Office of Information Technology (IT) worked with grant staff on contracting 
with IT programmers to aid in the development of software applications. 

▪ Division leadership, staff responsible for grant activities and quality management, the 
Quality Management Steering Committee, and the waiver administrator worked closely 
with the State’s Regional Operations to develop an integrated plan to design and 
automate the data collection and business processes required to implement a QM 
strategy consistent with CMS’s Medicaid waiver oversight requirements.  

▪ The Elizabeth M. Boggs Center on Developmental Disabilities at the Robert Wood 
Johnson Medical School was contracted to survey best practices for obtaining data about 
satisfaction and other feedback from waiver participants and their families, and from 
providers and other stakeholders.  

▪ After the National Core Indicators (NCI) was chosen as the consumer survey tool, the 
Human Services Research Institute provided information and conducted NCI training 
with the Division’s Office of Quality Management and Planning staff.  

Major Accomplishments and Outcomes  

▪ The Division established the Quality Management Steering Committee with broad 
stakeholder representation, including advocates, consumers, family members, providers, 
and state agency staff, to assist with the design and implementation of a new QM 
strategy and with the definition of the data elements to be included. At the urging of 
family members and self-advocates, the Division initially created three subcommittees: 
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(1) family members, (2) self-advocates, and (3) provider agencies to obtain feedback 
relevant to each subcommittee. Ultimately, the subcommittees elected to be part of the 
Quality Management Steering Committee. 

▪ During the grant period, CMS issued a new waiver template, the Interim Procedural 
Guidance, and the HCBS Quality Framework to help states build quality management in 
their waiver programs. Guided by these CMS resources, grant and other Division staff, 
the Quality Management Steering Committee, and other Division partners created a QM 
strategy that included processes for monitoring and documenting evidence of compliance 
with CMS waiver assurances. Evidence is obtained from client record reviews, consumer 
surveys, provider inspections, the State’s critical incident reporting system, paid claims, 
and other sources. The QM Strategy also clearly defines each stakeholder’s role and 
specifies how the quality cycles of remediation and improvement occur. 

▪ Prior to the grant, QM processes for monitoring waiver programs were based on a 
manual system, which made it difficult to aggregate data—the outputs were largely 
anecdotal. Grant staff worked with contracted programmers on software applications for 
the QM processes developed through the grant by creating monitoring tools whereby 
data could be used to generate reports on compliance with the waiver assurances. The 
reports were designed so that data could be aggregated both at the state level and at 
the regional and individual provider levels.  

 Although the monitoring tools had not been completed by the end of the grant period, 
because of complications with approvals from the Office of Information Technology, the 
Quality Management Steering Committee identified and approved the data sets. One of 
the tools is currently being used statewide by case management supervisors.  

▪ The Grantee contracted with Neighbors, Inc., to hold regular meetings with self-
advocates throughout the State and provide feedback to the Quality Management 
Steering Committee regarding consumers’ concerns. The contractor also met with 
consumers prior to meetings to review agenda topics and helped individuals in 
advocating for discussion of additional topics. Consumers’ time and travel were 
reimbursed through grant funds for their participation in meetings, committees, and field 
work, and reimbursement was also provided for respite services so that family members 
could attend meetings.  

▪ Grant staff reviewed research on various survey tools for collecting consumer data and 
assessed them based on their scope, reliability, validity, cost, and level of effort required 
to collect data. Based on this review, the Quality Management Steering Committee 
selected the National Core Indicators and added a few questions on quality of life to the 
tool to meet the requirements of the waiver assurances. The Division’s Office of Quality 
Management and Planning staff were trained to conduct the surveys and completed 
more than 500 surveys during the State’s first year with the NCI project. The Human 
Services Research Institute prepared a report summarizing state outcomes. The report 
was being shared with developmental disabilities advocacy groups so that they could 
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review the findings and prioritize areas needing improvement. The report will then be 
shared with the full steering committee to set QI infrastructure priorities.  

▪ All provider agencies in New Jersey are required to develop continuous quality 
improvement plans as part of the licensing requirement. However, not all agencies 
submitted plans, and even when submitted, the plans were inconsistent in what they 
covered and rarely updated. Provider feedback indicated that they did not understand 
how to prepare useful plans. Three interactive training CDs were created to provide 
agencies with the necessary tools to develop CQI plans and to ensure greater 
consistency across the plans. The three CDs were distributed to all provider agencies, 
along with a discussion guide that provides guidance for using them. 

 Disc 1 focuses on who should write the CQI plan, what needs to be included, who the 
stakeholders are, and their potential involvement; Disc 2 focuses on how to collect and 
analyze data once the plan has been in effect for a year, and guides providers through 
the Plan-Do-Check-Act cycle, which is very similar to the CMS Design-Discovery-
Remediation-Improvement cycle; and Disc 3 focuses on the CMS HCBS Quality 
Framework, giving examples of how it can be used by New Jersey providers.  

▪ Grant staff identified computer capacity in each provider agency’s service locations, such 
as group homes and day service centers, for interfacing with the QM applications being 
developed. Because much of the monitoring data were still being collected manually and 
recorded on paper in individual records (e.g., day program reviews),the Division 
purchased software and a scanner to assist staff in collecting and aggregating data in a 
streamlined, efficient manner. A scannable tool was generated that allows the Division’s 
Office of Quality Management and Planning and Adult Training/Supported Employment 
staff to conduct day program reviews, store the data, and generate reports.  

Enduring Systems Change  

▪ The grant resulted in the development of a more balanced Quality Management Steering 
Committee, with active consumer participation in reviewing data and reports and in 
identifying deficiencies in quality assurance and opportunities for quality improvement. 
The Steering Committee will also review the QM strategy data regularly and submit 
recommendations for revisions or additions to the Division’s assistant commissioner or 
his designee. 

▪ As a result of the grant, quality monitoring (based on the Community Care waiver 
requirements) has moved from paper templates to quantifiable data-driven tools: the 
NCI surveys, day program reviews, and sample reviews conducted by case management 
supervisors. New Jersey will continue to participate in the NCI project by conducting 
consumer satisfaction surveys, and day program data will be shared routinely with the 
Quality Management Steering Committee.  

▪ Provider agencies are using the interactive CD to help them develop CQI plans. The CD 
also serves as an on-site training tool for current employees and future hires. The 
Division will survey agencies in a year to determine what percentage have developed a 
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CQI plan following the training. Additionally, the Division identified data sets that provide 
a considerable amount of quality data, and providers will upload this information to the 
Division on a quarterly basis. These data and the agencies’ outcomes will be used in a 
variety of ways to improve service quality.  

Key Challenges 

▪ During the grant period, the State had three different governors, five commissioners, 
and a change in Division leadership and other high-level personnel. One result of the 
leadership changes was a restructuring of the Office of Information Technology in which 
programming positions were eliminated and new contracting procedures developed to 
procure programming assistance from outside the agency. In addition, budget cuts 
resulted in the loss of several of the Division’s IT consultants and personnel.  

▪ The changes made it difficult for grant staff to obtain the necessary IT expertise in a 
timely manner. The Division has since created a unit whose focus is on writing Request 
for Proposals/Request for Qualifications and on establishing a competitive process for 
securing outside contractor expertise based on available funding. Had this unit been 
operational during the grant, the IT monitoring systems would much more likely have 
been completed on time.  

Continuing Challenges 

Although data sets and templates were developed, the loss of IT consultants midway 
through the grant and changes in contracting protocols within the Office of Information 
Technology prevented completion of some IT applications. The Division’s IT director and the 
Office of Quality Management and Planning director remain committed to the project, but 
budget cuts and competing IT priorities have slowed progress.  

Lessons Learned and Recommendations 

▪ Changing the way quality data are collected, reported, and used is an enormously 
challenging task. To successfully bring about change in quality monitoring processes, a 
state’s leadership must be familiar with the programs to be included in the new process 
and must understand which data are needed to monitor quality, and how they will be 
collected, reported, and used. All of these components and features of the new system 
must be worked out before designing electronic applications. To ensure this, grant staff 
served as the liaison to the IT office and chaired and/or attended all meetings involving 
IT issues.  

▪ Regardless of what was approved in the grant, including the budget on which 
implementation plans are based, state budget personnel have to approve all 
expenditures based on state protocols—not the approved grant budget. Grant staff did 
not realize this until they submitted claims and found that it had a negative impact on 
their ability to hire experts to carry out particular grant tasks. Thus, prior to submitting 
a grant application, budget staff should work collaboratively with proposed grant staff to 
ensure a common understanding of the grant’s activities and reporting protocols. 
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Additionally, the grant should specify certain activities that do not require funds—and 
the associated approvals—that can be begun immediately after the grant is awarded. 

▪ To successfully bring about systems change, a grand vision is needed to guide initial 
initiatives, which should start on a small scale. Change is best achieved not by 
reinventing wheels but by building on existing protocols. It is important that program 
staff and other stakeholders share the same vision and buy in to the culture change. 
Staff need to believe that the change will make their job easier and/or provide them 
with new information and tools to help them work more efficiently. If new data collection 
responsibilities are to be required, it is best to eliminate others that are less useful. 
Eliminating duplication of efforts is a good place to start.  

▪ Building a broadly representative stakeholder group is important in the design and 
implementation process. However, not all stakeholders are comfortable participating in a 
large group, and large group meetings can be unwieldy. Grant staff organized three 
separate subcommittees for family members, self-advocates, and providers in addition 
to the Quality Management Steering Committee. The concerns of the smaller groups 
were brought back to the larger committee, but members did not necessarily participate 
in the larger meetings. Over time, participation in all groups dropped off, and remaining 
members of the subcommittees felt more confident in their knowledge of the system 
changes and were comfortable joining the Quality Management Steering Committee. 
Ultimately, the subcommittees merged into the steering committee. 

Key Products  

Educational/Technical Materials 

A 3-disc interactive training CD was created to provide agencies with the tools to develop 
continuous quality improvement plans, and Beyond the Box—A Guide to Developing Quality 
Improvement Plans—was developed to accompany the training CDs. 

 

 





 

Vermont 

Primary Purpose and Major Goals  

The grant’s primary purpose was to implement a comprehensive quality assurance (QA) and 
quality improvement (QI) system for all the State’s home and community-based services 
(HCBS) waivers based on the CMS HCBS Quality Framework. The grant had five major 
goals: (1) to develop a Quality Management (QM) Plan for all HCBS waiver programs; (2) to 
develop and implement QM activities to improve supports and services for Vermont’s older 
adults and individuals with disabilities; (3) to include consumers, their families, and 
community members as active participants in Vermont’s QM activities; (4) to develop a 
technology-based system to manage and analyze critical incidents; and (5) to establish an 
ongoing system of technical assistance (TA) for service providers as well as training for 
service recipients and relevant staff. 

The grant was awarded to the Agency of Human Services, Department of Disabilities, Aging 
and Independent Living (hereafter, the Department), which is the agency responsible for 
Medicaid-funded long-term services and supports, including waiver programs serving people 
with developmental disabilities, physical disabilities, or traumatic brain injury; and older 
adults. The reorganization of the Agency of Human Services resulted in several changes; 
the Division of Disability and Aging Services (DDAS) was created within the Department, 
bringing services for individuals with disabilities and older adults together in one division.  

Role of Key Partners  

▪ The Quality Management Committee, comprising consumers, family members, 
advocates, providers, and DDAS staff, was formed to develop a Quality Management 
Plan for the State’s four waivers and to guide the State's QM activities.  

▪ Green Mountain Self-Advocates convened focus forums to gather broad feedback on 
quality indicators and outcomes. 

Major Accomplishments and Outcomes  

▪ The Quality Management Committee collaborated with grant staff in developing the 
Quality Management Plan, which covered all the waiver populations for the first time. 
The Plan was intended to achieve more consistency in monitoring quality across 
providers and service networks serving particular waiver populations, and to move 
beyond a traditional emphasis on quality assurance and provider compliance to a new 
emphasis on quality improvement.  

 The first step was to achieve consensus on what consumers value in the services they 
receive and how they want to be treated by service providers. Consumers, family 
members, service providers, and state staff discussed these values in a variety of 
forums; based on agreements around core values, the Committee was able to identify 
quality indicators that were adaptable to all waiver populations, which became part of 
the Quality Management Plan. For example, they agreed that treating individuals with 
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dignity and respect was a core value. Indicators for this value were then identified, such 
as (1) were interactions between the client and provider respectful? (2) did the client 
receive information about their rights and responsibilities? and (3) did the provider 
encourage their right to make choices and decline services?  

 In addition, QM systems within the State’s HCBS waiver programs were reviewed to 
identify existing quality services standards and QM activities that were consistent (or 
inconsistent) with the CMS HCBS Quality Framework and the grant’s goals. 

▪ The core of the Quality Management Plan is the oversight of service provision through 
quality services reviews, within a 2-year cycle, of agencies that provide direct service. 
DDAS presented the Quality Management Plan to all (more than 50) service providers in 
the State through three regional trainings, and implementation began with quality 
services reviews of several agencies. By the end of the grant period, 23 agencies had 
been reviewed. DDAS Quality Monitoring Unit (QMU) staff received training in 
implementing the Quality Management Plan, and a technical document for quality 
services reviewers was developed as a training tool and ongoing reference manual.  

 Prior to the grant, the State conducted provider quality reviews directed primarily at 
examining compliance with certification and licensing requirements and waiver 
regulations, although some programs’ quality review processes were more developed 
than others. Under the grant, the quality services reviews incorporated data from 
consumer interviews (using a new survey tool developed in collaboration with the 
Quality Management Committee, state staff, and consumers) and interviews with family 
members, in addition to interviews with provider staff and managers, detailed reviews of 
provider records, and observations of DDAS staff. Data were aggregated and reports 
generated to enable provider agencies to see how well they were performing. 

▪ The DDAS Quality Monitoring Unit developed a role for consumers on state quality 
services review teams to include responsibilities such as direct discovery with HCBS 
waiver participants, the purpose being to provide a peer perspective. The QMU recruited 
and hired two .5 FTE consumers, and grant staff and the QMU team leader provided 
training and support as needed. Typically, the consumer reviewer was responsible for 
meeting with other consumers, without agency or provider staff being present, to obtain 
their input about the quality of services they were receiving.  

 They also met with self-advocacy groups and provider agency management staff. 
Consumer reviewers offered information to service providers on how to include 
consumers in the direct service worker hiring process. Some agencies involved 
consumers in every aspect of the hiring process, such as reviewing resumes and 
participating in interviewing potential staff. Other agencies involved consumers in 
meeting potential staff and having a choice of which staff worked with them.   

 Provider agencies were also required to seek consumer and family member input for 
remediation plans before the state agency would approve the plans. Agencies had 
flexibility in determining how to accomplish this directive, and some chose to use 
existing advisory boards that had consumers and family members to provide feedback.   
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▪ Prior to the grant, Vermont did not conduct reviews of its Public Guardianship program, 
and there was no requirement to do so. Because many people under the program’s 
jurisdiction received state-funded home and community services, grant staff worked 
with the DDAS Quality Management Unit to develop a Guardianship Review Process in 
collaboration with the National Guardianship Association and Vermont Public 
Guardianship Services. The process was implemented over several days by an 
independent team from the National Guardianship Association, and the findings were 
provided to DDAS staff and used to improve Vermont’s guardianship services.  

▪ DDAS staff researched web-based methods for tracking and reporting critical incidents 
but were unable to develop a critical incident reporting system; the grant period was too 
short to generate a common policy that all providers would accept and a common set of 
indictors appropriate for all service delivery networks. 

Enduring Systems Improvements  

▪ During the grant period, Vermont experienced a number of leadership changes in the 
political and policy environment as well as significant reductions in the State’s budget. 
Priorities changed and most elements of the QM system developed under the grant were 
dropped, including the Quality Management Committee, the use of common quality 
indicators across waiver populations, and the employment of consumers to help conduct 
provider services reviews.  

▪ Nevertheless, data collected during the grant from waiver participants and from provider 
and state staff interviews suggest that from some points of view quality improved in the 
course of the grant. Consumers reported having a greater voice regarding their services, 
and provider agencies appeared to become more interested in what was happening to 
the individuals they were serving, in addition to their traditional concerns about program 
compliance issues.  

Key Challenges  

▪ Developing a QM system for all the waiver populations posed a significant challenge, 
particularly for providers in the different service sectors (i.e., developmental disabilities 
agencies, aging services providers, and traumatic brain injury providers). It was 
particularly challenging to get the various service providers to reach a consensus on 
consistent quality standards, quality indicators, and the consumers’ role in reviewing 
agency performance in decisions about hiring agency staff.  

Continuing Challenges 

None reported. 

Lessons Learned and Recommendations 

▪ Assembling an advisory committee such as the Quality Management Committee, which 
is intended to represent the views of many different self-advocacy groups and providers, 
does not necessarily result in these groups’ views being represented. Grant staff had 
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assumed that committee members would communicate with other groups that did not 
have committee representation, inform them about the development of the Quality 
Management Plan, and seek their input to share with the committee. But this did not 
always happen, which led to disagreement about whether certain provider groups had 
sufficient opportunity to offer input. More effort from the project team to periodically 
check with a sample of providers about the Quality Management Plan—instead of 
depending solely on committee members for input—would have been beneficial. 

▪ Developing a new QM plan covering so many different populations and providers 
requires considerable time to implement, obtain feedback, and modify. Without feedback 
from stakeholders and responsive modifications, the plan is unlikely to succeed. Also, 
sufficient time must be allowed to implement modifications in response to feedback. 

▪ The development of the Quality Management Plan was an opportunity to move away 
from a compliance-dominated system that examined past performance to a more future-
oriented approach emphasizing quality improvement and a central role for consumers in 
defining what services quality means and how it should be achieved. It is a different 
model, one with which many providers are not yet comfortable, and this paradigm shift 
is unlikely to occur without the understanding and support of top leadership. 

▪ The development of common quality indicators and outcomes across very different 
waiver populations was made possible by starting with an articulation of core values on 
which all population groups were able to agree. These values became the foundation for 
developing quality indicators and outcomes.  

Key Products 

Educational Materials 

Grant staff produced the Quality Service Resource Guide, which provides information about 
quality in long-term services and supports, how the State of Vermont ensures and improves 
the quality of services, the outcomes consumers should expect from their services, the 
consumer’s role in ensuring and improving service quality, and how to obtain additional 
information or assistance. 

Technical Materials  

Grant staff produced the Public Guardianship Services Review Procedure and the Division of 
Disability and Aging Services Quality Management Plan. The Quality Management Plan and 
many other documents are available online at http://www.ddas.vermont.gov/ddas-
units/units-quality-management-default-page. 
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Section One. Overview 

The percentage of Medicaid expenditures for home and community-based services (HCBS) 

relative to expenditures for institutions has been increasing by 1 to 3 percentage points 

annually over the past 13 years. Even so, in 2007 national Medicaid spending on 

institutional care was 58.7 percent compared with 41.3 percent for home and community-

based services, with considerable variation among states.  

The purpose of the Rebalancing grants was to enable states (1) to develop and implement 

strategies to reform the financing and service designs of state long-term services and 

supports systems to further shift the balance of funding between institutional and home and 

community settings, and/or (2) to implement changes to increase the use of home and 

community-based services by making changes to the states’ infrastructure or regulations to 

support community residence for people with disabilities. 

In September 2004, CMS awarded seven Rebalancing grants, as shown in Exhibit 6-1. 

Exhibit 6-1. Rebalancing Grantees  

Illinois 

Louisiana 

Mississippi  

North Carolina 

North Dakota 

Tennessee 

Virginia 

 

Enduring Systems Improvements 

This section describes the enduring improvements made by the Rebalancing Grantees to 

increase the use of home and community-based services and to support community 

residence for people with disabilities (listed in Exhibit 6-2). These improvements resulted 

from numerous activities and accomplishments—preliminary steps in the systems 

improvement process—which are discussed in more detail in the individual states’ grant 

summaries in Section Two.  

To shift the balance of spending from institutional to home and community-based services, 

states may need to focus systems change efforts in multiple areas to address the many 

factors that influence the ability of individuals with disabilities to live successfully in the 

community. The broad range of initiatives undertaken by the Rebalancing Grantees is 

representative of these factors.  
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Exhibit 6-2. Enduring Systems Improvements of the Rebalancing Grantees 

Improvement      IL LA MS NC ND TN VA

Closure of ICFs/MR – X – – – – –

Increased funding for HCBS waiver  

        

– – – – X – – 

Increased reimbursement for personal assistance 
workers 

– – – – X – –

New uniform assessment tool to streamline access 
to services 

       

– – – – X – –

Improved level-of-care assessment tool  

       

– – – – – X – 

Improved information and referral services – – – – X – – 

Increased access to and availability of subsidized 
housing with services 

– X – – – – –

Increased access to and availability of 
transportation services  

       

– – X – – – –

Increased access to self-direction options 

       

– – – X – – – 

Increased use of person-centered practices – – – – – – X 

New quality assurance infrastructure X X – – X – – 

  

 

Closure of Intermediate Care Facilities 

Louisiana used its grant to facilitate the closure of three large intermediate care facilities for 

persons with mental retardation (ICFs/MR)—two public and one private—for a total 

reduction of 377 beds in large public facilities and 152 beds in large private facilities. Some 

of the staff who had worked in the larger facilities became HCBS providers.  

Increased Funding for HCBS Waiver Program 

Based on the findings of studies conducted under the grant, which were provided to the 

Interim Legislative Committee and the state legislature, North Dakota increased funding for 

HCBS programs. Although the difference between expenditures for home and community-

based services and those for institutional care is still substantial, the number of individuals 

being served in publicly funded HCBS programs gradually increased during the grant period.  

Increased Reimbursement Rate for Personal Assistance Workers 

In response to recommendations of the grant’s steering committee and educational efforts 

by grant staff, the North Dakota legislature authorized a rate increase for all long-term 

services and supports service providers—4 percent in the first year and 5 percent in the 

second—and an additional increase in reimbursement rates for individual and agency 

personal assistance service providers. The rate increase led to increased recruitment and 

retention of personal care assistants. The legislature also approved continued funding for 

training personal care assistants.  
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New Uniform Assessment Tool to Streamline Access to Services 

The use of multiple assessment instruments and different assessment processes by service 

providers and the various agencies that administer HCBS programs can slow access to 

services by requiring applicants to provide the same information multiple times. North 

Dakota’s Aging Services Division developed a common assessment tool that is now being 

used by Older Americans Act providers, county social services workers for Medicaid waiver 

eligibility determinations (level-of-care), and the State’s federally funded family caregivers 

supports program. 

Improved Level-of-Care Assessment Tool 

Tennessee developed a new assessment tool to help ensure that only individuals who 

cannot be served in the community are admitted to nursing homes. The assessment tool 

was subsequently modified to conform to provisions of newly enacted legislation to reform 

the LTC system.18 Although the legislation increased the stringency of the level-of-care 

criteria, it also created a new eligibility category: an “at risk” group of SSI-eligible adults 

aged 21 or older with physical disabilities and persons aged 65 or older, who do not meet 

the new level-of-care criteria but who, in the absence of HCBS, are considered at risk for 

nursing home placement and thus eligible for waiver services. 

The State planned to implement the assessment instrument in March 2009. However, the 

State accepted funding for Medicaid under the American Recovery and Reinvestment Act 

(the Stimulus Act), which prohibits any changes to eligibility criteria through December 

2010. The State anticipates implementing the new eligibility criteria in January 2011. When 

the new tool is implemented, the time for reviewing client assessment results and 

determining eligibility (and the types and amounts of services that will be provided to 

waiver participants) will be reduced from 8 to 3 or fewer days.  

Because the implementation of the new client assessment tool was put on hold, the State 

implemented a new automated version of the current assessment tool online—the Pre-

Admission Evaluation (PAE). The new PAE uses the current level-of-care criteria but includes 

more objective measures than the previous version. When the next phase of the tool—the 

self-scoring component—is implemented, fewer staff resources will be required for review. 

                                           
 
18 The legislation will also integrate long-term services and supports within the existing TennCare 

managed care delivery system; establish nursing home diversion/transition programs with funding 
for transition services and expenses; increase the use of home and community-based services and 
participant-directed services; develop more residential alternatives to nursing home care; and 
create a global budget for all long-term services and supports in the State. The goal of all these 
provisions is to create more balance between nursing home and HCBS expenditures over time. 
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Improved Information and Referral Services 

Although North Dakota did not receive a grant for which it had applied—to develop an aging 

and disability resource center (ADRC)—the attention given to the need for an ADRC during 

the grant period resulted in the following: (1) the State updated its Senior Information Line 

system to become the Aging and Disability Resource Link that includes more disability 

resources, a website, and a toll-free number; (2) the Governor included $600,000 in his 

budget for establishing an ADRC in North Dakota, which is under consideration by the state 

legislature; and (3) some providers in one county have begun using a common referral form 

for the entire range of long-term services and supports, and are working to implement a 

local single point of entry.  

Increased Access to and Availability of Subsidized Housing with Services 

Louisiana’s Office of Mental Health, Office of Aging and Adult Services, and Office for 

Citizens with Developmental Disabilities worked together to increase the availability of 

affordable and accessible housing by convincing the Louisiana Housing Finance Agency to 

target funding for the development of permanent supportive housing19 and to dedicate 

project-based housing vouchers for persons with disabilities. These vouchers are tied to 

accessible housing units being constructed as the result of a Housing Finance Agency 

requirement that increased the percentage of accessible units in funded developments. 

Grant staff worked closely with Systems Transformation grant staff on this initiative, and 

the new housing is enabling individuals to transition to the community under the Money 

Follows the Person Demonstration program.  

Increased Access to and Availability of Transportation Services 

Mississippi used its grant to develop a plan for the design and implementation of a 

statewide, coordinated transportation system to enable persons of all ages who have a 

disability to access community-based services and supports. Since the grant ended, the 

Mississippi Developmental Disabilities Council has been funding the Mississippi 

Transportation Coalition, established during the grant, to continue its work on the 

transportation plan.  

As a result of its participation on the grant’s Transportation Coalition, the Coast Transit 

Authority acquired funds to purchase a vehicle and transportation vouchers to provide 

services in Hancock County, which have improved access to transportation for individuals 

                                           
 
19 Permanent supportive housing (PSH) is an apartment complex or portion of a complex dedicated to 

affordable housing for persons of all ages with all types of disabilities, people recovering from 
addiction, and homeless persons and households. Some types of PSH have a social worker available 
to link individuals with the social services they need. PSH units are subsidized through one or more 
government programs, including the Community Development Block Grant, Section 8 vouchers, 
and Low Income Housing Tax Credits. States can use the various programs, combining construction 
financing with services financing to put the PSH package together.  
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with disabilities. Sources of continued funding for the next several years include the Coast 

Transit Authority, transportation users, and various agencies.  

Increased Access to Self-Direction Options 

The lack of workers to provide personal assistance and other supportive services can be a 

major barrier to community living, but the ability to employ neighbors, friends, and relatives 

through self-direction programs can help to address workforce shortages. North Carolina 

used its grant to pilot the expansion of its self-direction option—called CAP/Choice—under 

its Community Alternatives Program-Disabled and Elderly (CAP/DA) waiver. The pilot 

expanded CAP/Choice from two to four of the State’s 100 counties, and the pilot evaluation 

led to modifications in the CAP/Choice option, which were included in the amendments to 

the CAP/DA waiver, submitted as part of the waiver renewal process. Once CMS approved 

the waiver renewal, the State began expanding the CAP/Choice waiver option statewide and 

expects that it will be available in all of the State’s 100 counties by the end of 2009. 

Increased Use of Person-Centered Practices 

Person-centered planning is a key component of the provision of home and community-

based services, helping to ensure successful community residence by providing a process to 

closely match services with individuals’ needs. Virginia piloted a local systems change 

process to promote person-centered practices. Through the implementation of the Becoming 

a Person-Centered Organization model in the pilot sites, providers have largely embraced 

person-centered services planning and are incorporating the tools and strategies into their 

practice. Site leadership groups reported that the model facilitated changes both by 

individuals receiving supports and within organizations, resulting in enhanced consumer 

direction and control, which has increased the use of self-direction options in existing waiver 

programs.  

The State’s Office of Intellectual Disabilities has funded the expansion of the grant project to 

other areas of the State, and as of January 2009, two additional sites (with a third planned 

for start-up in June) had been selected to participate in the model process for Becoming a 

Person-Centered Organization and to coordinate efforts with the five other states—Georgia, 

North Carolina, Oregon, South Dakota, and Tennessee—that are collaborating in the CMS-

funded grant Building Person-Centered Organizations, a project funded under the Person-

Centered Planning Implementation grant competition.  

Rebalancing project staff and others in Virginia now participate in the Community of Practice 

that has developed around the project and actively participate in examining how person-

centeredness can become part of state systems operations, policies, and regulations. The 

State now has trainers in person-centered thinking and practices who are available 

statewide to provide training for the intellectual and other developmental disabilities 

communities. This training is funded through multiple sources, including grants and fees. 
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The train-the-trainer process is a key activity that will ensure the continuation of the project 

beyond the grant period.  

New Quality Assurance Infrastructure 

To increase access to home and community-based services, particularly for individuals with 

extensive needs, it is essential that states have a quality management strategy and tools to 

ensure the quality of long-term services and supports. High-quality services help to ensure 

that individuals with disabilities can be served safely in home and community settings.  

Based on the grant’s focus group findings regarding the need to improve quality assurance 

activities, North Dakota created a new position and hired a staff person to conduct reviews 

of HCBS agency providers and consumers to address issues related to quality of services, 

documentation, billing, and consumer satisfaction. 

Illinois grant staff developed quality assurance standards for its statewide Money Follows 

the Person initiative that include quality indicators consistent with those specified in 

Appendix H of the CMS HCBS waiver application. These or similar standards will be 

incorporated in the renewal application for the State’s Elderly waiver. 

Louisiana’s grant staff designed and piloted a system for tracking the quality of care and life 

for persons transitioned from a large public ICF/MR facility that was closing. Indicators 

tracked include health and treatment-related outcomes, and satisfaction and quality of life. 

A contractor collected baseline data on persons transitioned and continued monitoring for 2 

years. Grant staff used the results to improve training for support coordinators and regional 

office staff about person-centered planning and risk assessment/mitigation. The quality 

tracking system is now being used statewide to monitor quality for public facilities that are 

downsizing or closing and in the Money Follows the Person Demonstration program.  

Systems Change Beyond the Grant Period 

In addition to bringing about the systems improvements discussed above, grant activities in 

two states helped to lay the foundation for future systems change. In North Dakota, grant 

staff noted that many outcomes of the grant’s Rebalancing Initiative are scheduled to be 

realized 3 to 5 years after the grant period. They also noted that prior efforts to improve the 

State’s long-term services and supports system were standalone initiatives disconnected 

from the larger system and that the Rebalancing grant helped to jumpstart a coordinated 

approach to bring about systems change in the State.  

Illinois grant staff reported that grant activities had led to a consensus among stakeholders 

about the need to achieve more balance between nursing home and HCBS expenditures. 

Without such a consensus, it can be difficult for states to make major reforms, particularly 

those that entail a redistribution of funding. They also said that the grant’s accomplishments 
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(described in the individual state summary in Section Two) have laid the foundation for 

bringing about effective and enduring improvements in Illinois’s long-term services and 

supports system.  

Furthermore, Louisiana grant staff noted that the eight Systems Change grants that the 

State had received since FY 2001 provided needed resources—including staff, contractors, 

technical assistance, and funds for state networking—to improve its long-term services and 

supports system. In particular, the funding and philosophy of the Systems Change program 

facilitated bringing diverse stakeholders to the point where they were working together to 

help change the system. In large part because of activities undertaken under the 

Rebalancing and other Systems Change grants, more people are receiving home and 

community-based services than did at the start of the first grant; the waiver waiting list is 

shorter (the State is working to eliminate it), and the State is spending more on home and 

community-based services relative to institutional expenditures. 

Continuing Challenges to Systems Improvements 

The Rebalancing Grantees successfully addressed many challenges during grant 

implementation but reported several that continue to hamper states’ efforts to better 

balance spending between institutional and home and community-based services. 

Stakeholder Resistance or Opposition 

Opposition from those who are comfortable with or benefit from the current system is to be 

expected when states attempt to redistribute public funding for long-term care services 

from nursing homes and other institutions to home and community settings. Grant staff 

noted that a major challenge to achieving a better balance between institutional and HCBS 

expenditures is stakeholder concerns—among the nursing home industry in particular—that 

their income or role may change or be diminished as a result. Consequently, although 

stakeholders may agree in principle that more HCBS funding is needed, reallocating funds 

poses a challenge in a system that traditionally has favored providing care in institutions.  

For example, in Illinois, all of the grant project’s research and reports provided numerous 

recommendations to improve access to the State’s HCBS system. In response, legislation 

was introduced in the General Assembly in 2006 to require authorizations for first-time 

nursing home admissions following hospital discharge to be conditional and expire after 28 

days. This policy would help to ensure that nursing home residents are reassessed in a 

timely fashion to determine whether they need to remain in the facility. Facing opposition 

from stakeholders, the legislation was not reported out of committee. 

Grant staff also noted reluctance among some providers to accept consumer-driven change, 

or, in some cases, most change of any kind, in part because of concerns about loss of 
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power. Mississippi grant staff said it can be difficult to convince state and federal policy staff 

about the importance of coordinating transportation services—both for their customers and 

for their "bottom line" (i.e., combining funds from multiple programs and agencies makes it 

easier for individuals with disabilities to obtain needed transportation and creates economies 

of scale).  

Comfort with the Status Quo  

Many individuals admitted to nursing homes for post-acute care or rehabilitation end up 

having long stays for a variety of reasons—including loss of housing. Grant staff noted that 

some of these individuals could have received services in their homes through the Medicare 

Home Health benefit, but hospital discharge planners, physicians, and family members often 

prefer to send individuals to nursing homes because they view it as “easier” than arranging 

to have services provided at home. Rather than being the last resort, nursing home 

placement is often the first choice. 

Nurse Practice Act Restrictions 

Louisiana’s Nurse Practice Act permits some nurse delegation, but the provisions are so 

circumscribed that many nurses are unwilling to delegate, which limits the State’s ability to 

serve individuals with disabilities who also have medical needs in the community. Grant 

staff attempted to address this problem through education and negotiations to bring about 

policy changes but noted that much more work is needed.  

Resource Constraints 

Two states mentioned lack of funding as a continuing challenge. Mississippi grant staff said 

that the work accomplished under the grant had progressed to where the next step in 

establishing a coordinated statewide transportation system would be developing a 

demonstration—but that it would be difficult to find funding for it.  

Workforce Shortages 

The low rate of pay for direct service workers, including those employed directly by 

consumers, makes it difficult to recruit and retain reliable workers with qualities that match 

consumers’ preferences and lifestyles.  

Reimbursement Issues  

Three states cited reimbursement issues as a major challenge. Louisiana requires cost 

neutrality when transferring ICF/MR residents to the community with waiver services as part 

of a downsizing plan. However, because the average cost of providing services in the State’s 

private ICFs/MR is comparatively low, it was not possible to meet the cost neutrality 

requirement in its existing waiver. To address this problem, the State developed a new 

waiver—Residential Options—which will have an overall cost cap to be determined by the 
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rate structure for private ICFs/MR. However, as of April 2009, CMS had not yet approved 

the Residential Options waiver application. Although CMS has approved services such as 

shared residential supports in other states’ waiver programs, it appeared reluctant to 

approve the same services for Louisiana.  

Virginia grant staff said that disincentives for increased self-direction are built into the 

system (e.g., reimbursement mechanisms that favor congregate arrangements and limited 

flexibility in adjusting services), making it difficult for individuals to control the funding 

allocated for their services so they can spend it to meet their needs. 

North Dakota is one of two states with a law limiting the private pay rate for nursing home 

residents to the Medicaid rate, called an “equalized” rate. The law’s effect—in combination 

with a very strong nursing home lobby—is very high Medicaid nursing home rates. Because 

so much of the State’s Medicaid budget is spent on nursing homes—a Medicaid 

entitlement—it is difficult to increase the availability of home and community-based 

services. Grant staff also noted that although the rate increase for direct care workers 

improved recruitment and retention, rural areas still experience a worker shortage. 

Lessons Learned and Recommendations  

The Grantees described numerous lessons learned, which they believe can be useful to 

other states and stakeholders seeking to better balance expenditures between institutions 

and home and community-based services by developing policies that support individuals 

with disabilities in the community. 

The Rebalancing Grantees stressed the importance of obtaining stakeholders’ buy-in to 

ensure the success of systems change efforts and reported several lessons learned on 

effective means to do so.  

Lessons Learned 

To obtain their support, stakeholders must understand the changes proposed and how they 

will be affected by them. Thus, states should have a transparent process to the extent 

possible. Stakeholders need to feel they are operating in an environment of trust, which can 

be developed over time by providing opportunities to understand one another's needs. A 

concerted effort in relationship building among the stakeholders can be very time 

consuming, but it will help to ensure that a grant initiative will be sustained after the grant 

ends. Using a professional meeting facilitator with experience in conflict resolution can be 

very helpful in building stakeholder consensus and also allows project staff to focus on the 

discussion rather than on facilitating the meeting. 
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States also need to present a comprehensive, understandable vision to stakeholders; 

Grantees should articulate the grant’s role in achieving this vision, and, ideally, conduct the 

grant initiative in collaboration with other systems change efforts being planned or under 

way. One state found that uniting advocates for elderly persons, for persons with physical 

disabilities, and for persons with developmental disabilities was an effective strategy for 

increasing waiver service funding. 

Some lessons learned were specific to a grant initiative. For example, when seeking to 

design a new client assessment tool, states need to ensure that all the necessary staff—

nursing, medical, information technology, and key administrative—are available to devote a 

majority of their time to the project. Although this may seem obvious, ensuring their 

availability may require a significant amount of planning and preparation before the project 

begins.  

When seeking to divert individuals from nursing homes, hospital discharge planning has to 

start shortly after admission rather than just before discharge—as it does in rehabilitation 

facilities. The discharge planning team should include a community agency that can help 

individuals explore community living options and make appropriate referrals for obtaining 

services and supports and affordable, accessible housing as needed.  

When undertaking a project to enable a state agency to become more person centered in its 

approach to service delivery, a very deliberate and planned approach is needed to bring 

about the required shift in thinking, management, and operations. In particular, state 

leaders must participate to ensure that local agency staff feel confident that person-

centered tools and approaches meet regulatory requirements. Also, senior level 

management support is necessary for coaches in person-centered thinking to be successful 

and for true organizational change to occur. 

Finally, when projects entail data collection and research, working with a university can be 

very helpful because it enables state staff to draw on the faculty’s research expertise. 

Recommendations 

Grantees made both general and specific recommendations, the majority being for changes 

in federal policy, specifically, CMS policy. Recommendations for state policy changes were 

made for specific states but apply generally to all states. 

Federal Policy 

▪ HUD should give priority for rental vouchers to people seeking to transition from 
institutions to the community.  
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▪ Congress should continue funding systems change infrastructure development grants 
given that states lack the resources to undertake initiatives to improve their 
systems. 

▪ Congress should continue to offer incentives for states to provide home and 
community-based services for persons at risk of nursing home placement—as it is 
doing under the Money Follows the Person Demonstration for nursing home residents 
wanting to transition. One incentive would be to provide a higher federal Medicaid 
match for home and community-based services than for services provided in 
institutional settings. 

▪ Congress should mandate that states have systems that use MDS data to identify 
nursing home residents who want to live in the community, to assess their needs 
and resources, and to facilitate their transition if able.  

▪ Congress should mandate the provision of home and community-based services 
under Medicaid. 

▪ Congress should amend Medicaid to allow payment for nursing home pre-admission 
screenings to divert individuals who are being discharged from hospitals and others 
at risk for nursing home placement in the community. Funding should be available 
whether or not an individual is financially eligible for Medicaid, given that many, if 
not most, will spend down to Medicaid eligibility once admitted to a nursing home for 
a long stay. 

CMS Policy 

▪ CMS should continue to give states flexibility in spending Systems Change grant 
funds. The Rebalancing grant allowed one state to risk trying something that may 
not have worked, and enabled it to make major progress in planning a coordinated 
transportation system for people with disabilities. 

▪ CMS should consider pooling resources among states to enable them to collaborate 
on activities, such as developing resource inventory software. In addition to saving 
money by not duplicating efforts, it could also increase data uniformity and 
standardization across states. 

▪ CMS should provide grants for longer periods; grants designed to bring about 
significant systems change need to last at least 5 years. 

▪ CMS should require states to perform timely eligibility assessments for waiver 
services so that individuals do not enter nursing homes because of delays in 
eligibility determinations.  

State Policy 

▪ To better balance long-term services and supports expenditures, states need to 
make policy changes that enable community living, such as making services 
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available on a 24/7 basis in the community and providing emergency respite 
services. 

▪ State Housing Finance Agencies should emphasize accessibility in new construction.  
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Illinois 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop the strategy, tools, and resources necessary to 
increase access to home and community-based services (HCBS) for persons aged 60 or 
older (older adults) who want to transition out of institutions, or who want to remain in the 
community but need additional support. The target population included caregivers who need 
information and services to help older adults remain in the community. The grant had three 
major goals: (1) to determine the current system’s capacity to provide home and 
community-based services and to identify barriers to filling gaps, (2) to identify individuals’ 
needs and preferences for long-term services and supports, and (3) to develop a quality 
management strategy and tools to ensure the quality of long-term services and supports. 

The grant was awarded to the Illinois Department on Aging (IDOA) and subcontracted to the 
University of Illinois at Chicago Department of Disability and Human Development, College 
of Applied Health Sciences, for grant implementation. This entity produced all the research, 
analysis, and reports.  

Role of Key Partners  

▪ The State’s Area Agencies on Aging (AAAs) partnered in the development of a statewide 
housing and resource (i.e., support services) inventory and performed a portion of the 
data collection and analysis for the project’s reports. They also helped to set up many of 
the project’s research focus groups. 

▪ The 40-member Older Adult Services Advisory Committee (OASAC), comprising 
representatives from government agencies, advocacy and service provider agencies, the 
health care industry, and consumers, has a legislative charge to make recommendations 
for rebalancing long-term services and supports in Illinois. The OASAC, including three 
work groups, served as the grant’s advisory committee, consulting regularly with the 
grant contractor and reviewing draft reports. 

▪ AARP, Health and Medicine Policy Research Group, Health Disability Advocates, Illinois 
Health Care Association, and the Homecare Council participated in the OASAC and 
helped to provide analysis regarding the grant project’s effectiveness and to disseminate 
the grant’s reports. 

Major Accomplishments and Outcomes 

▪ Grant staff conducted 2 key informant and 11 small group interviews, ranging in size 
from 8 to 12 participants, to (1) clarify and document the roles and responsibilities of 
the existing aging network providers participating in the transition process, and (2) gain 
a thorough understanding of the current process for assessing older adults prior to 
nursing home placement and the process for offering community-based alternatives to 
institutional care. This resulted in the development of a flowchart to map the process, 
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and the identification of strengths and barriers to be used for further discussion and 
research.  

 Interview and focus group participants included case managers, acute care hospital 
social workers and discharge planners, representatives from nursing homes, a disability 
service and advocacy organization, a rural health department, a project leader for one of 
the State’s enhanced transition demonstration sites, and a staff member of the Home 
and Community Services program. This IDOA program provides services and supports 
through the Community Care Program, Older American Services, and Senior HelpLine, 
as well as through various state and federal agencies. 

▪ Grant staff conducted an analysis of policies and procedures of existing government 
agencies in relationship to the current long-term services and supports system and 
produced a report with recommendations for preventing avoidable or premature nursing 
home placement of older adults. The recommendations were designed to be considered 
by all state agencies, Case Coordination Units, and the discharge planning departments 
of hospitals and nursing homes. In addition, the report serves as a resource for 
members of the OASAC and its work groups and for members of the Illinois General 
Assembly, who have the authority to mandate that the Illinois system achieve better 
outcomes pertaining to preventing avoidable nursing home placements.  

▪ Grant staff produced a second report that analyzes the results of another 24 focus 
groups held with 240 participants representing older adults, adult caregivers of older 
adults, and providers of home and community-based services to older adults. The focus 
group discussions concentrated on access to services, particularly how programs and 
services are identified; thoughts about current services; and resource gaps or programs 
and services that are needed in the community. The service gap most frequently cited 
by caregivers was a lack of respite care, and by consumers, a lack of help with home 
maintenance tasks.  

 HCBS providers indicated that it would be helpful if all programs serving older adults 
collaborated more in their planning and were more willing to cooperate with one 
another. Assistance with medication management, particularly in the evening, was 
another service gap cited by caregivers; providers felt very strongly that many older 
adults would be able to maintain themselves in the community if they had help with 
medication management, such as setting up and administering medications. However, 
the State’s Nurse Practice Act does not allow unlicensed personnel to provide these 
services; it allows them only to provide reminders to take medications. 

▪ Grant staff researched and produced a third report that quantified the actual living 
expenses incurred by older adults living in the community. These figures were used to 
identify a floor of income required to sustain community residency for older nursing 
home residents seeking to transition to the community. An assumption in the report was 
that an older adult must have an adequate income to afford the cost of long-term 
services and supports whether paid for on a private pay basis or provided through the 
array of government support programs and services.  
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 Primary data analysis was conducted of 555 existing IDOA Money Management 
Program20 participants, a subset of low-income Illinois older adults living in the 
community, mostly with the support of waiver services that include adult day services, 
homemaker, and personal emergency response. Specifically, how successful they are at 
maintaining community residency is unknown. However, they are routinely visited by a 
volunteer or staff member of the participating Case Coordination Unit Money 
Management Program. Most receive Community Care Program supportive services under 
an expanded CMS Section 1915(c) HCBS waiver. By definition, the participants are at 
risk of nursing home placement.  

 The report also includes a summary of similar research conducted in other parts of the 
country and an examination of the costs of nursing home care versus home and 
community-based services. Although the research does not draw specific conclusions 
from the descriptive statistics and data analysis, it provides information concerning the 
minimal cost of living in the community, especially the cost of housing, and raises issues 
confronting caregivers and older adult consumers about the cost of services. The report 
recommends that nursing home diversion and transition initiatives need to take into 
account the cost of housing and other community living expenses as well as the cost of 
long-term services and supports. It makes several recommendations for a wide range of 
public and private sector strategies to increase the ability of elderly persons needing 
long-term care to remain in—or return to—the community.  

▪ Grant staff conducted an inventory of housing and support services to identify potential 
gaps in services that may prevent nursing home residents from transitioning to the 
community. They assembled and analyzed data submitted by the 13 AAAs and the IDOA 
and mapped the data by county for various services. Although some of the data were 
incomplete at the local level, grant staff submitted a preliminary report without 
recommendations for priority service areas. Nonetheless, the report is still very useful.  

 The Services Workgroup of the OASAC has taken on the charge to advance the 
identification of service gaps by using the identified data. Their work will include the 
collection of more specific information—not only about services provided in each county 
but projected need based on county population data. This information will be analyzed 
and reported to the aging provider network. 

▪ All of the project’s research and reports provided numerous recommendations to 
improve access to the state’s HCBS system. In response to the recommendations, 
legislation was introduced in 2006 in the General Assembly to require that authorizations 
for first-time nursing home admissions following hospital discharge be conditional and 

                                           
 
20 IDOA’s Money Management Program is co-sponsored by the AARP Foundation and local sponsoring 

agencies. Each agency is responsible for the recruitment, training, and linking of a volunteer with 
an older adult in need of money management services. The volunteers assist individual older adults 
with organizing mail, budget planning, checkbook balancing, and bill paying. The goal is to help 
older adults remain in control of their finances and to maintain themselves in the community so 
they can continue to age in place.  
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expire after 28 days. This policy would help to ensure that nursing home residents are 
reassessed in a timely fashion to determine whether they need to remain in the facility.  

 However, the legislation was not reported out of committee. Independent of this 
legislation, other legislation was passed to implement the Money Follows the Person 
Initiative and a grant was awarded to perform nursing home diversion and rapid re-
integration demonstrations. Advocates both in and out of Illinois government are 
examining ways to enhance nursing home transition efforts. 

Enduring Systems Improvements 

▪ Grant staff developed quality assurance standards and benchmark measures for the 
statewide Money Follows the Person initiative. The standards include quality indicators 
consistent with those specified in Appendix H of the CMS HCBS waiver application. The 
State plans to use them or similar standards when preparing IDOA’s Elderly waiver 
renewal.  

▪ The grant’s accomplishments, listed above, have laid the foundation for bringing about 
effective and enduring improvements in Illinois’ long-term care system. As a result of 
grant activities, a consensus has emerged among stakeholders of the need to achieve a 
more equitable balance between nursing home and HCBS expenditures. 

Key Challenges 

Developing the statewide inventory of housing and HCBS resources required more funding 
than initially planned for software and data entry, which was provided by the State’s Aging 
and Disability Resource Centers.  

Continuing Challenges 

▪ A major challenge to achieving a better balance between institutional and HCBS 
expenditures is stakeholder concerns that their income or role may be changed or 
diminished as a result. The nursing home industry, in particular, is concerned about the 
effect on its revenues. Consequently, although report recommendations have been well 
received by all stakeholders, it is a continuing challenge to balance a long-term services 
and supports system that traditionally has favored the provision of care in institutions.  

▪ Many individuals admitted to nursing homes for post-acute care or rehabilitation end up 
having long stays for a variety of reasons—including loss of housing—and needing to 
spend down to Medicaid. Some of these individuals could have received services in their 
homes through the Medicare Home Health benefit, but hospital discharge planners, 
physicians, and family members often prefer to send individuals to nursing homes 
because they view it as “easier” than arranging to have services provided at home.  

Lessons Learned and Recommendations 

▪ The research methodology of using focus groups did not produce adequate data to 
project need by community across the State. As a result, quantitative data about 
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community resources was obtained from the inventory database to project service need 
by county and zip code, but this also proved insufficient. In retrospect, the use of 
surveys (either by mail or telephone) to obtain a wider sample and be able to identify 
service needs by local communities, as well as working in collaboration with the AAAs 
annual data collection to identify service needs, would have enhanced the research. 

▪ Working with a university was very helpful because it enabled state staff to draw on the 
faculty’s research expertise. 

▪ The ability of many elderly persons to live in the community is dependent on housing 
subsidies.  

▪ To better balance long-term services and supports expenditures, the State needs to 
make policy changes that enable community living, such as making services available on 
a 24/7 basis in the community, and providing emergency respite services. 

▪ CMS should consider pooling resources among states to enable them to collaborate on 
activities such as developing resource inventory software. In addition to saving money 
by not duplicating efforts, it could also increase data uniformity and standardization 
across states. 

Key Products 

Technical Materials 

Grant staff worked with IDOA staff to develop and submit to CMS the Quality Assurance 
plan of the IDOA Operational Protocol for the Money Follows the Person initiative. The 
proposed standards and measures will ensure adequate assessment of need and the 
development of adequate service plans for individuals transitioning from nursing homes to 
the community. 

Reports 

▪ The report titled Clarification of Roles and Responsibilities of Existing Aging Network 
Providers Participating in the Nursing Home Transition Process provided a framework for 
the State's successful efforts to obtain the CMS Money Follows the Person grant. The 
report identified several policy and practice barriers to nursing home diversion from 
hospitals and recommended changes to address them. The report is available on the 
HCBS website at http://www.hcbs.org/moreInfo.php/doc/1813. 

▪ The report, entitled Identification of Consumers' Long-term Care Needs in Illinois, 
identified numerous program areas that needed improvement. The report will be used to 
plan service expansions in the future and is available on the HCBS website at 
http://www.hcbs.org/moreInfo.php/doc/2222. 

▪ The report, entitled Funding and Service Recommendations for Transitioning Older 
Adults: An Examination of Illinois's Money Management Participants, is being used by 
the Department on Aging, other state agencies, and AAAs for planning purposes. The 
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report is available on the HCBS website at 
http://www.hcbs.org/moreInfo.php/doc/2078. 
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Louisiana 

Primary Purpose and Major Goals 

The grant’s primary purpose was to reduce the State’s reliance on large intermediate care 
facilities for people with developmental disabilities, particularly facilities with 16 or more 
beds. The grant had five major goals: (1) to develop a transition plan to increase the 
number of individuals with developmental disabilities transitioning to the community, (2) to 
increase access to and better match community services and supports to the needs of 
persons with developmental disabilities by educating providers and consumers about 
available community options, (3) to transition at least 10 percent of the individuals living in 
large ICFs/MR to community living options by the end of the grant period, and (4) to 
improve the quality of supports and services specified in the transition plan. 

The grant was awarded to the Office for Citizens with Developmental Disabilities (OCDD).  

Role of Key Partners 

▪ Two private organizations—the Arc of Louisiana and Community and Residential Services 
Association (CARSA)—encouraged ICFs/MR to develop downsizing plans, and supported 
the development of a new Residential Options waiver using a Money Follows the Person 
approach as a mechanism for ICFs/MR bed conversion. 

▪ Many advocacy organizations (including the Louisiana Developmental Disabilities 
Council, the Advocacy Center, the Human Development Center, Families Helping 
Families, and People First) hosted events to inform their members about grant activities, 
circulated updates in newsletters, started or enhanced local advocacy efforts to assist 
with grant goals, participated in focus groups and work groups about the State’s 
Rebalancing Initiative, tested grant-developed resource materials, developed/wrote 
grant materials, and reviewed products. 

▪ The Louisiana Developmental Disabilities Council also provided $33,000 to the OCDD to 
provide transition assistance to persons moving from ICFs/MR to the community. These 
funds were distributed through a grant process.  

▪ The Bureau of Health Services Financing (the state Medicaid agency), the Governor's 
Offices of Disability Affairs and Elderly Affairs, and the Office of Aging and Adult Services 
developed information and implementation assistance concerning home and community-
based services (HCBS) and transition programs; the materials included transition 
guides/manuals, local resource listings, and transition checklists.  

▪ The Office of Mental Health and the Office of Aging and Adult Services worked with 
OCDD to increase the availability of affordable and accessible housing for people with 
disabilities.  
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Major Accomplishments and Outcomes 

▪ To increase the number of waiver slots, grant staff developed the Residential Options 
waiver application, which provides services not currently offered in the existing New 
Opportunities waiver, such as host homes with live-in caregivers and adult dental 
services. The new waiver targets individuals in private ICFs/MR and nursing facilities 
who are waiting to transition to the community. Grant staff developed waiver procedures 
and policies and disseminated information about the potential new waiver.  

▪ Grant staff applied for a Money Follows the Person Rebalancing Demonstration to help 
the State continue its work on rebalancing after the grant ends.  

▪ Grant staff developed downsizing plans for four facilities. Two of the four plans were 
implemented during the grant period.  

▪ Louisiana’s Department of Health and Hospitals started an interagency housing task 
force to work with the Louisiana Housing Finance Agency and local housing authorities 
on permanent supportive housing; project-based housing vouchers; and increased 
availability of accessible, affordable units.  

▪ Education provided during the grant and the inclusion of diverse stakeholders in grant 
activities (HCBS advocates for elderly persons, for people with physical disabilities, and 
for people with developmental disabilities) increased understanding of the need to 
balance HCBS and institutional expenditures, as well as of how to increase access to 
home and community-based services through Money Follows the Person policies and 
global budgeting for long-term services and supports. (The budget for public ICFs/MR is 
not included in the global budget.)  

▪ Advocates and other stakeholders developed a shared vision of the reforms needed in 
long-term services and supports. As a result, advocacy efforts became more 
coordinated, particularly those related to HCBS funding and the development of housing 
opportunities. 

Enduring Systems Improvements 

▪ Grant staff designed and piloted a system for tracking the quality of care and life for 
persons transitioned from one large public ICF/MR that was closing. Indicators tracked 
included health and treatment-related outcomes, and satisfaction and quality of life. A 
contractor collected baseline data on persons transitioned and continued monitoring for 
2 years. Grant staff used the results to improve training for support coordinators and 
regional office staff about person-centered planning and risk assessment/mitigation. The 
quality tracking system is now being used statewide to monitor quality for public 
facilities that are downsizing or closing and in the Money Follows the Person 
Demonstration program.  

▪ Grant staff facilitated passage of a new rate structure for privately operated ICFs/MR 
providers that provides financial incentives to operate smaller ICFs/MR. 
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▪ Grant staff helped to facilitate the closure of three large facilities—two public and one 
private—for a total reduction of 377 beds in large public facilities and 152 beds in large 
private facilities. Some staff who had worked in the larger facilities became HCBS 
providers. 

▪ The Office of Mental Health and the Office of Aging and Adult Services worked with 
OCDD to increase the availability of affordable and accessible housing by convincing the 
Louisiana Housing Finance Agency to target funding for the development of permanent 
supportive housing21 and to dedicate project-based housing vouchers for persons with 
disabilities. These vouchers are tied to accessible housing units being constructed 
because the Housing Finance Agency increased the requirement for the percentage of 
accessible units in funded developments. Grant staff worked closely with Systems 
Transformation grant staff on this initiative, and the new housing is enabling the success 
of the Money Follows the Person Demonstration. For more information on permanent 
supportive housing in Louisiana, see http://www.dhh.state.la.us/offices/ 
publications/pubs-306/May%2014%20GO%20Zone%20Workshop.ppt. 

Key Challenges 

▪ Grant staff were unable to fully implement the ICFs/MR downsizing plans developed 
through the grant because the New Opportunities waiver has a waiting list and the new 
Residential Options waiver had not yet been approved by CMS. (It was easier to 
decrease bed capacity in large ICFs/MR and move residents to smaller ones than it was 
to transition ICF/MR residents to the community with waiver services.)  

▪ Local resources were usually inadequate to support an increased number of persons in 
the community; for example, the lack of accessible and affordable housing and 
transportation, and the shortage of high-quality providers, skilled case managers, and 
skilled direct support staff. A few individuals who transitioned returned to an ICF/MR 
because of insufficient community resources. In many communities, the State is 
providing "bridge" services while community resources are being developed and is also 
providing crisis/intervention services.  

▪ Four hurricanes stressed the State throughout the grant period, further exacerbating the 
lack of community housing and services. Federal funding for rebuilding is available but 
only in areas from which people were evacuated (the federal “Go Zone”), and some 
people with disabilities do not want to move back to flood-prone areas.  

 
 
21 Permanent supportive housing (PSH) is an apartment complex or portion of a complex dedicated to 

affordable housing for persons of all ages with all types of disabilities, people recovering from 
addictions, and homeless persons and households. Some types of PSH have a social worker 
available to link individuals with the social services they need. PSH units are subsidized through 
one or more government programs, including the Community Development Block Grant, Section 8 
vouchers, Low Income Housing Tax Credits, and the Operating Deficit Loan Program. States can 
use the various programs, combining construction financing with services financing, to put the PSH 
package together. Rent is income based and can be as low as $35 to $85 per month for a 1-
bedroom/1-bath apartment with kitchen and living/dining areas. The rent includes the cost of 
utilities, water, and trash removal. 

http://www.dhh.state.la.us/offices/publications/pubs-306/May%2014%20GO%20Zone%20Workshop.ppt
http://www.dhh.state.la.us/offices/publications/pubs-306/May%2014%20GO%20Zone%20Workshop.ppt


FY 2004 Grantees: Final Report 

Continuing Challenges 

▪ The average cost of providing services in the State’s private ICFs/MR is comparatively 
low, and the state legislature requires cost neutrality for persons moving from ICFs/MR 
to waiver services as part of a downsizing plan using Money Follows the Person. The 
State was unable to meet the cost neutrality requirements with the existing 
comprehensive waiver (New Opportunities). 

 To address this problem, the State developed a new waiver and submitted an application 
to CMS; the proposed Residential Options waiver has an overall cost cap that will be 
determined by the rate structure for private ICFs/MR. However, as of April 2009, CMS 
had not yet approved the Residential Options waiver application. Although CMS has 
approved services such as shared residential supports in other states’ waiver programs, 
it appears reluctant to approve the same services for Louisiana.  

▪ The State’s Nurse Practice Act permits some nurse delegation, but these provisions are 
so circumscribed that many nurses are unwilling to delegate, which limits the State’s 
ability to provide nursing services in the community to individuals with disabilities who 
also have medical needs. Grant staff attempted to address this problem through 
education and negotiations to bring about policy changes. However, much more work is 
needed.  

Lessons Learned and Recommendations 

▪ The State found that uniting advocates for elderly persons, persons with physical 
disabilities, and persons with developmental disabilities was an effective strategy for 
increasing funding for waiver services. 

▪ HUD should prioritize vouchers for people seeking to transition to the community, and 
the Louisiana Housing Finance Agency should emphasize accessibility in new 
construction.  

▪ Louisiana's success in the Rebalancing Initiative is a result of (1) obtaining buy-in from 
stakeholders and state executives at the beginning of the project, (2) collaboration with 
other systems change efforts within the State to present a comprehensive and 
understandable vision to stakeholders, and (3) communication with CMS’s technical 
assistance providers and other Systems Change Grantees.  

▪ Congress should continue to fund infrastructure development grants. The eight Systems 
Change grants that Louisiana received since FY 2001 provided needed resources, 
including staff, contractors, technical assistance, and state networking. In particular, the 
grant program’s funding and philosophy facilitated bringing diverse stakeholders to the 
point where they were working together to help change the system.   

▪ In large part due to activities undertaken under this and other Systems Change grants, 
the State has made major progress in increasing the availability of waiver services. More 
people are receiving waiver services than did at the start of the first Real Choice grant, 
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the waiver waiting list is shorter, and the State is spending more on home and 
community-based services relative to institutional expenditures. Over the last 2 years, 
the State has added 4,000 slots to the New Opportunities waiver. With implementation 
of a utilization system and a budget increase similar to that in past years, the waiting list 
should be eliminated. 

Key Products 

Outreach Materials 

▪ To solicit stakeholder support, grant staff developed a website for Louisiana’s 
Rebalancing grant and Money Follows the Person Rebalancing Demonstration application 
and progress (http://www.dhh.louisiana.gov/offices/?ID=304). 

▪ Grant staff developed a PowerPoint slide show and marketing presentation for ICF/MR 
providers to promote the State’s initiative to downsize and convert ICF/MR bed capacity, 
and to move residents to the Residential Options waiver using a Money Follows the 
Person mechanism. Grant staff also developed an Excel spreadsheet to help interested 
ICF/MR providers develop fiscal assumptions for downsizing or conversion activities.  

▪ Grant staff made presentations on the goals of the Rebalancing Initiative and on 
progress toward those goals to various stakeholders at meetings and conferences.  

Educational Materials 

▪ Grant staff developed educational materials on the Residential Options waiver for 
consumers, families, and providers. They also developed a short provider survey 
concerning resources needed to promote their participation in the State’s Rebalancing 
Initiative and Residential Options waiver.  

▪ Grant staff developed a PowerPoint presentation for the 23rd National Home and 
Community-Based Services Conference on initiatives to enhance community supports, 
highlighting rebalancing accomplishments and sustainability efforts. 

Technical Materials  

▪ Grant staff developed policies and procedures for the Residential Options waiver, 
including operational instructions for closure of ICF/MR beds to fund waiver slots and the 
transition process for ICF/MR residents moving to the community. 

▪ Grant staff created a data collection protocol, forms, training, a transition database, and 
a quality management process for the new quality assurance framework used to monitor 
outcomes on quality of services and life for residents transitioned from a State’s large 
public ICF/MR facility.  

▪ Grant staff developed the Money Follows the Person Rebalancing Demonstration 
Application and Operational Protocol for the State’s transition program. 

http://www.dhh.louisiana.gov/offices/?ID=304
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▪ Grant staff prepared brief summaries describing housing needs for persons transitioning 
from institutions in two locales.  

▪ Grant staff created resource materials on Host Home and Companion Care services for 
an agency/stakeholder work group evaluating implementation progress on these 
services.  

Reports 

▪ Grant staff prepared two documents that together constitute the State’s transition plan 
under the Rebalancing Initiative: Louisiana’s Plan for Downsizing Public Developmental 
Centers (2003–2007)—Evaluation, and Louisiana’s Plan for Transformation of Public 
Developmental Centers to Supports and Services Centers (2007–2012).  

▪ Grant staff contributed to a report (Louisiana’s Plan for Immediate Action: Providing 
Long-Term Care Choices for the Elderly and People with Disabilities) describing the 
State’s Rebalancing Initiative’s objectives. They also worked with staff from various 
state agencies to prepare a report describing the State’s long-term services and 
supports reform effort: Louisiana’s Plan for Choice in Long-Term Care: Comprehensive 
Long-Term Care Reform Plan.  
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Mississippi 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop a plan for the design and implementation of a 
statewide transportation system to enable persons of all ages who have a disability to 
access community-based services and supports, thereby reducing or eliminating their need 
for institutional services. The grant had four major goals: to develop (1) a model for a 
statewide, coordinated transportation system; (2) a financing plan to ensure the 
sustainability of the system; (3) a comprehensive plan to monitor the system for cost 
effectiveness, quality, reliability, and stakeholder satisfaction; and (4) a plan to implement 
the model system in one or more test sites. 

The grant was awarded to the Mississippi Department of Mental Health (DMH).  

Role of Key Partners 

The Mississippi Transportation Coalition, which included 54 stakeholders (consumers and 
family members, advocates, public and private transportation providers, transportation 
planning and research groups, faith-based groups, elected officials, community service 
organizations, and community businesses), met monthly throughout the grant period to 
address the issues and requirements associated with a statewide, coordinated 
transportation system for people with disabilities. Coalition members participated in 
discussions and activities that resulted in the general design of the system, the review of 
system components implementation at model sites, the identification of funding sources and 
monitoring considerations, and preliminary language for legislation to establish a public 
transportation task force. 

Major Accomplishments and Outcomes 

▪ The Coalition finalized a general description of a coordinated transportation system for 
Mississippi, which incorporates design features from five other states whose systems are 
considered exemplary. The Coalition designed the system to allow for maximum 
flexibility to enable different regions to develop their services to best meet their 
community’s needs. However, the Coalition also developed guiding principles to ensure 
consistent services across the State in terms of safety, availability, accessibility, 
affordability, and the use of alternative fuels that protect the environment and limit 
dependence on foreign oil. 

▪ Coalition members worked in teams to identify current and potential funding sources for 
coordinated transportation services in the State (e.g., federal, state, and local 
government taxes, tolls, and fees; financial assistance through state or federal human 
services, transit, and other programs, initiatives, mandates, and services; support from 
local government entities such as cities and counties; passenger fares; freight tariffs; 
and more). Because a funding source that is appropriate or beneficial for one region may 
not be best for—or even available in—another, the regions may use a variety of funding 
sources for their transportation services. 
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▪ Project staff and the Coalition developed the Community Transportation Needs 
Assessment to provide information for planning services for individuals who want 
assistance. The document was field tested with approximately 580 individuals living in 
61 towns and cities across the State.  

▪ The Coalition identified a number of methods to monitor the success of coordinated 
transportation services: (1) customer satisfaction surveys; (2) ratio of service requests 
to services provided; (3) cost allocation reports; (4) analysis of customers receiving 
services by category, such as persons who have low incomes, persons who have a 
disability, or older adults; and (5) outcomes such as increased rides for target groups, 
improved access to transportation assistance, or increased access to social services. 

▪ The Coast Transportation Coalition, a subgroup of the Coalition, was organized to ensure 
that the plan for coordinated transportation services addressed the service needs of 
citizens in Hancock County, which was especially hard hit by the effects of Hurricane 
Katrina. The Coast Transit Authority served as the regional planning and management 
organization and provided a one-call service for individuals in Hancock County who 
wanted transportation assistance. 

▪ Project staff and Coalition partners developed the Solutions for Individualized 
Transportation (SIT) project to test the components identified by the Coalition members 
as important parts of a coordinated transportation plan for the State. The components 
tested during the grant period included (1) completion of the needs assessment for 
individuals who require transportation assistance, (2) a call center to handle all requests 
for transportation assistance, (3) regional planning and operations management, and 
(4) personal budget counseling to teach individuals with a disability how to budget for 
necessary expenses—including transportation—to make it reasonable to enforce the 
suggested system rule of “everyone pays.”  

 The SIT project was funded by the Mississippi Developmental Disabilities Council, a 
member of the Coalition, and the model sites were Hancock County and the City of 
Vicksburg. The project has been funded for another year through September 30, 2009, 
and a second grant, which provides resources to identify and acquire software for 
coordinated transportation services, has been funded for the same period. 

▪ Project staff and Coalition partners worked with the Mississippi Public Transportation 
Association and TRANSCON, the central Mississippi regional coordination group, on 
legislation to authorize a task force to conduct a review of public transportation in 
Mississippi and report its findings to the state legislature. A bill to authorize the task 
force was introduced but not enacted; it will be reintroduced during the 2009 legislative 
session.  

▪ The State now has the beginning of a plan for a coordinated transportation system to 
serve any state resident, including those with disabilities, who wants transportation 
assistance.  
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Enduring Systems Improvements 

▪ Since the grant ended, the Mississippi Developmental Disabilities Council has been 
funding the Mississippi Transportation Coalition established during the grant to continue 
its work on the coordinated transportation plan.  

▪ Participation by Coast Transit Authority staff in the Coast Transportation Coalition 
resulted in the acquisition of funds to purchase a vehicle and transportation vouchers to 
provide services in Hancock County. The new transportation services have improved 
access for individuals with disabilities. Sources of continued funding for the next several 
years include the Coast Transit Authority, transportation users, and various agencies.  

Key Challenges 

▪ The project brought together for the first time a large and diverse group of 
transportation stakeholders, most of whom had never worked together. Some of these 
groups’ representatives had a history of negative interactions with one another that 
made it difficult to work together.  

▪ The majority of Coalition time was spent building trust among the stakeholders. Because 
the general plan had to be in place before a plan to finance and monitor it could be 
developed, the Coalition was unable to develop a detailed financing or monitoring plan, 
although components of both were identified. 

Continuing Challenges 

▪ Philosophical and other differences among stakeholder groups were resolved, but some 
issues remain. For example, there appears to be reluctance among some providers to 
accept consumer-driven change, or, in some cases, most change of any kind. Some 
stakeholders seem unable to accept any measure that may cause them to lose power.  

▪ It can be difficult to convince state and federal policy staff of the importance of 
coordinating transportation services—both for their customers and their "bottom line" 
(i.e., combining funds from multiple programs and agencies makes it easier for 
individuals with disabilities to obtain needed transportation and also creates economies 
of scale).  

▪ The grant project’s accomplishments have reached the point where a demonstration 
should be developed as the next step toward establishing the transportation system 
statewide; however, funding for a demonstration may be difficult to find.  

Lessons Learned and Recommendations 

▪ Stakeholders need to feel they are operating in an environment of trust, which is 
developed over time through opportunities for stakeholders to come to know and 
understand one another's needs. The concerted effort to work on relationship building 
among the stakeholders was very time consuming, but it helped to ensure that the 
project would be sustained after the grant ended.  
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▪ Spending the extra time necessary to thoroughly consider the components of an 
effective system of coordinated transportation services helped to ensure that the final 
plan would be able to be effectively managed to ensure its viability over the long term.  

▪ State and federal policy organizations should be required to set up methods to obtain 
meaningful input from stakeholders, particularly consumers and providers, and should 
be accountable to them in some measurable way. 

▪ State and federal policy staff must be willing to make changes in the way policies are 
made and insist on the implementation of policy that not only encourages coordination 
but requires it.  

▪ Congress should continue funding systems change infrastructure grants, and CMS should 
continue giving states flexibility in using grant funds. This grant allowed the State to risk 
trying something that may not have worked and enabled the State to make major 
progress in planning for a coordinated transportation system for people with disabilities. 

Key Products 

Educational Materials 

Grant staff developed presentations to educate stakeholders about the importance of 
coordinating transportation services and to encourage their involvement in the development 
of a coordinated transportation system. Staff also developed materials to help Coalition 
members examine and consider various issues that must be addressed in developing a 
coordinated system. 

Technical Materials  

▪ Coalition members developed a transportation needs assessment survey that will serve 
as the basis for the development of transportation services. 

▪ The Social Science Research Center at Mississippi State University conducted an 
executive-level focus group exercise to help the Coalition members examine several 
design issues that needed to be considered. The computer-based activity allowed 
Coalition members to answer anonymously potentially divisive questions regarding the 
operational management of the system; the roles of the various stakeholders, such as 
state and local level organizations; and how decisions regarding funding and the services 
provided should be made and by whom. 

Reports 

A Final Report on the project is divided into the following chapters: (1) Status of 
Transportation Services in Mississippi, (2) Coordination of Transportation Services, 
(3) Project Overview and the Mississippi Transportation Coalition, (4) Developing the 
Coordinated Transportation System Design, (5) Financial Management Plan, (6) Monitoring 
Plan, (7) Implementation Plan, and (8) Conclusion.  
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North Carolina 

Primary Purpose and Major Goals 

The grant’s primary purpose was to create and test a Rebalancing Plan that would allow 
Medicaid-eligible adults with significant physical disabilities at risk for nursing facility 
placement to remain at home for as long as possible. The grant had three major goals: 
(1) to develop a targeted Rebalancing Plan to prevent and correct inappropriate placements 
of adults with significant physical disabilities in nursing facilities, (2) to test and revise the 
Rebalancing Plan, and (3) to write and publicize an implementation plan. 

The grant was awarded to the North Carolina Department of Health and Human Services.  

Role of Key Partners 

▪ Area Agencies on Aging (AAAs), independent living centers, Aging and Disability 
Resource Centers (ADRCs), and local government agencies in two communities 
participated in local team meetings, provided information for the draft Rebalancing Plan, 
assisted with pilot project design and implementation, and provided information for the 
final Rebalancing Plan. For example, the AAAs provided information on the Ombudsman 
program, and the local Departments of Social Services provided information on Medicaid 
eligibility and the local application/approval process.  

 County staff responsible for the Community Alternatives Program for Disabled Adults 
(CAP/DA) waiver program assisted with community education about the pilot and in 
enrolling pilot participants. The Veteran's Office provided valuable information about 
services and supports available to veterans with disabilities and their families; the North 
Carolina Assistive Technology Project identified assistive technology barriers to 
successful community living for people with physical disabilities; and the Adaptables, a 
consumer advocacy organization, developed consumer materials and identified 
consumers to discuss barriers to successful community placement. 

▪ The University of North Carolina at Chapel Hill (UNC) Institute on Aging conducted an 
evaluation of the pilot project.  

Major Accomplishments and Outcomes 

▪ Grant staff and local partners created a draft Rebalancing Plan. Elements of the plan 
included profiles of people with significant physical disabilities at risk for nursing facility 
placement; settings, such as hospitals, in which rebalancing activities would occur; 
rebalancing strategies that are most effective for people with significant physical 
disabilities; and administrative, policy, and procedural changes required to implement 
the selected rebalancing strategies. 

▪ Grant staff and local partners designed and developed an implementation plan for a pilot 
project to test the draft Rebalancing Plan in two counties.   
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▪ Local ADRC staff conducted outreach and training sessions about the pilot project for 
hospital discharge planners and individuals with disabilities and their families in the pilot 
project counties. 

▪ Local ADRC and senior service agency staff educated people with significant physical 
disabilities about living in the community and encouraged them to enroll in the pilot 
project. However, only three persons enrolled; other interested persons did not meet the 
age eligibility criteria. The Local Leadership Team designated the pilot’s target 
population as the age group from 18 to 64, which was deemed to be most inappropriate 
for nursing facility placement and ineligible for the array of home and community-based 
services (HCBS) currently available to those aged 65 or older. 

▪ UNC Institute on Aging evaluation staff interviewed the three pilot project participants 
and a control group of three persons on the CAP/DA waiting list about their current 
experiences and expectations at the beginning and end of the project. Evaluation staff 
also interviewed key informants at the beginning and end of the pilot project to gather 
data about challenges and opportunities specific to the Rebalancing project.  

▪ Grant staff and local partners modified the draft Rebalancing Plan based on results of the 
pilot project and input from a wide range of state agencies and organizations. They then 
created a 5-year Implementation Plan for selected recommendations from the revised 
Rebalancing Plan. Grant staff reviewed these recommendations with relevant state 
agencies and advocacy organizations, and identified potential supporters. Several of the 
recommendations from the Rebalancing Plan were incorporated into the North Carolina-
AARP Legislative Agenda for the 2009–2010 legislative session.  

▪ Based on recommendations in the Rebalancing Plan, grant staff and partners wrote two 
issue briefs: one on eliminating the CAP/DA waiting list, and one on a proposed home-
modification state tax credit. The tax credit would help some individuals with disabilities 
(those with a low income but who are not Medicaid eligible) to receive a tax credit to pay 
for the modifications necessary to remain in their home rather than needing to move to 
a nursing facility.  

Enduring Systems Improvements 

CAP/Choice is the participant-directed services option under the CAP/DA waiver, which prior 
to the grant was offered in only 2 of the State’s 100 counties. The pilot project expanded 
CAP/Choice to 4 counties, and the pilot evaluation led to modifications in the option, which 
were included in the amendments to the CAP/DA waiver, submitted as part of the waiver 
renewal process. CMS approved the waiver renewal application, and the State is expanding 
the CAP/Choice waiver option statewide. It is expected to be available in all 100 counties by 
the end of 2009.  

Key Challenges 

▪ Additional CAP/DA slots were unavailable during the pilot because of administrative 
restrictions such as the time frame for submitting the waiver renewal application. 



REBAL — North Carolina 

Instead, the State assigned 30 CAP/Choice slots for the pilot project. Therefore, pilot 
participants had to be willing and able to direct their services from the outset (i.e., they 
could not enroll in CAP/DA and then transition to CAP/Choice). Several potential 
participants declined to be in the pilot because (1) they were not able or ready to direct 
their services, and (2) did not have a representative to assist them, and/or (3) were 
unable to immediately locate a paid caregiver.  

▪ One of the two pilot counties was small and rural, with a low population; consequently, 
limiting the pilot project to adults aged 18 to 64 constituted a major enrollment barrier. 
As mentioned above, the Local Leadership Team targeted this group because these 
individuals were too young to reasonably be placed in nursing facilities and were 
ineligible for many home and community-based services available to individuals aged 65 
or older. Grant staff had turned away applicants aged 65 or older at the beginning of the 
pilot; therefore it was not possible to change the age criteria midstream.  

▪ Addressing all CAP/Choice pilot administrative issues needed more time than originally 
anticipated. Expanding the CAP/Choice option required the development of outreach, 
education, and training materials; training for CAP and hospital staff about the 
consumer-directed model; and securing a fiscal agent. Although CMS granted a 1-year 
no-cost extension, the time was insufficient to identify and enroll the planned 30 
participants in the pilot project.  

Continuing Challenges 

Because nursing facility care is a mandated Medicaid service and home and community-
based services are optional, the nursing facility is often the first placement option rather 
than the last resort. 

Lessons Learned and Recommendations 

▪ Grants designed to create significant systems change need to last at least 5 years. The 
State really needed 2 years rather than 1 to implement and evaluate an effective pilot 
project.  

▪ The state Medicaid agency should provide information to home health service providers 
to explain and to help expedite the enrollment/approval process prior to beginning pilot 
projects. Providers also need training to understand the difference between traditional 
agency-provided and participant-directed care.  

▪ Hospital discharge planning should begin shortly after admission—as it does in 
rehabilitation facilities—not right before discharge. The discharge planning team should 
include a community agency that can assist individuals in exploring community living 
options and make appropriate referrals for affordable, accessible housing and services 
and supports.  

▪ Congress should continue to offer incentives for states to provide home and community-
based services for persons at risk of nursing facility placement—as is being done under 
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the Money Follows the Person Demonstration for nursing facility residents wanting to 
transition to the community.  

 North Carolina currently has a waiting list of more than 6,000 persons for CAP/DA 
waiver funding who are at high risk for nursing facility placement. It will cost much more 
to care for these individuals in nursing facilities and then to transition them back to the 
community—assuming they are able. One incentive would be to provide a higher federal 
Medicaid match for home and community-based services than for services provided in 
institutional settings. 

▪ Congress should mandate that states have systems to use MDS data to identify nursing 
facility residents who want to live in the community, to assess their needs and 
resources, and to facilitate their transition if able. 

▪ Congress should mandate the provision of home and community-based services under 
Medicaid. 

▪ CMS should require states to perform timely eligibility assessments for waiver services 
so that individuals do not enter nursing facilities as a result of delays in eligibility 
determinations.  

▪ Congress should amend Medicaid to allow payment for nursing facility pre-admission 
screenings in order to divert both individuals who are being discharged from hospitals 
and those in the community who are at risk for nursing facility placement. Funding 
should be available whether or not an individual is financially eligible for Medicaid, as 
many—if not most—individuals will spend down to Medicaid eligibility once admitted to a 
nursing facility for a long stay. 

Key Products 

Outreach Materials 

The local ADRCs developed a fact sheet about the Rebalancing project and distributed it to 
hospital discharge planners. 

Educational Materials 

ADRC staff, with input from the Local Leadership Team, developed a brochure to educate 
and encourage people with significant physical disabilities about living in the community and 
to dispel the belief that a nursing facility is their only viable option. More than 7,500 copies 
of the brochure (in English, Spanish, and alternate formats) were distributed in the two pilot 
counties. 

Reports 

▪ Grant staff and local partners developed a report, North Carolina Rebalancing Plan, 
describing the plan to rebalance institutional and community-based care by diverting 
people with significant physical disabilities from nursing facility placement. 
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▪ Grant staff and partners developed two issue briefs on the Rebalancing Plan’s 
recommendations: Eliminating the CAP/DA Waiting List, and Creating a State Tax Credit 
for Home Modifications.  

 

6-35 





 

6-37 

North Dakota 

Primary Purpose and Major Goals 

The grant’s primary purpose was to examine North Dakota’s continuum of care system and 
determine how the State can achieve systemic changes that support consumer choice and 
services in community settings and decrease reliance on institutional care. The grant had 
three major goals: (1) to increase access to and utilization of home and community-based 
services (HCBS) for older adults and people with disabilities, (2) to increase choice and self-
direction of services and supports by older adults and people with disabilities, and (3) to 
develop quality management mechanisms for service delivery.  

The grant was awarded to the North Dakota Department of Human Services (DHS), Aging 
Services Division, and was subcontracted to the North Dakota Center for Persons with 
Disabilities at Minot State University to implement many of the grant’s activities.  

Role of Key Partners 

▪ The grant’s Planning Committee included five members (a former and a current policy 
advisor for Health and Human Services, Office of the Governor; the executive director of 
the North Dakota Disabilities Advocacy Consortium; the director of the Aging Services 
Division; and the associate state director for AARP) who helped to develop, plan, and 
organize grant activities.  

▪ The grant’s Steering Committee, which included more than 30 members, served the 
project as a diverse “think tank.” The Committee comprised legislators, state officials, 
Department of Human Services and Department of Health representatives, directors of 
county social services, consumers, advocates, and representatives of continuum of care 
providers, such as the North Dakota Association of Home Care and the North Dakota 
Long-Term Care Association. The Steering Committee provided the project with 
important input and guidance. 

▪ The grant’s Stakeholder Committee was a broad group of approximately 140 individuals 
that included the Steering Committee members and additional representatives of service 
providers, advocates, legislators, consumers, family members, and direct care workers. 
The Stakeholder Committee gathered input and recommendations regarding project 
goals to build statewide buy-in and consensus about systems change issues. 

Major Accomplishments and Outcomes 

▪ Grant staff and committee members analyzed research and reports related to North 
Dakota’s continuum of care system that had been completed during the previous 20 
years. These studies not only contained numerous recommendations for improving the 
State’s continuum of care system but also served as a tool to demonstrate to the State’s 
leadership that the issues regarding long-term services and supports—and the 
recommendations to address them—are hardly new, and to urge the leadership to take 
action.  
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 Recurring themes in the research included the need to improve access to case 
management, develop a streamlined single point of access to services, and ensure that 
consumers have better access to continuum of care services, particularly HCBS 
programs and Qualified Service Providers (personal assistance services). In addition, 
many of these reports included recommendations for increasing consumer choice and 
self-direction and balancing funding for continuum of care services. 

▪ Grant staff collected current data regarding (1) available continuum of care services and 
how consumers learn about them, (2) services being used and services that are needed, 
(3) access barriers encountered, and (4) payment options. They gathered the data from 
nursing home residents, HCBS consumers, family members, and providers by conducting 
focus group discussions, personal interviews, and survey mailings. They also interviewed 
Native Americans with disabilities who were living in North Dakota reservation 
communities, their family members, and their caregivers. 

▪ In 2004, 73 percent of North Dakota nursing home admissions originated from a hospital 
setting. Therefore, grant staff surveyed hospital discharge planners regarding their 
awareness of and recommendations for improving choice and access to all types of 
continuum of care services for older adults and people with disabilities. 

▪ After analyzing past research and current data, the Steering Committee drafted a 
strategic plan that includes 21 components of a single point of entry—also called an 
Aging and Disability Resource Center (ADRC)—and ways to balance state resources 
between home and community-based services and nursing homes. The strategic plan 
also addresses ways to increase options for self-directed services and offers 
recommendations to build on the Governor's Olmstead Commission Plan to increase the 
availability of home and community-based services. 

▪ Grant staff disseminated reports and briefs regarding project research and activities, and 
made presentations to various consumers, providers, and legislators regarding the 
Rebalancing Initiative. These dissemination efforts reached an estimated 5,000 
stakeholders statewide. 

Enduring Systems Improvements 

▪ The Steering Committee’s assessment subcommittee analyzed the assessment 
processes used by various continuum of care providers, considered best practices from 
other states, and developed a list of recommendations for improving the assessment 
process. Recommendations included the preparation of a common profile/referral 
structure that would be used by all parts of the continuum of care system to eliminate 
the need for clients to provide the same demographic and background information to 
various agencies. As a result, the Aging Services Division developed a common 
assessment tool that is now being used by Older Americans Act providers, county social 
services workers for Medicaid waiver eligibility determinations (level-of-care), and the 
State’s federally funded family caregivers supports program. 
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▪ Legislation enacted in April 2007 allowed the State to apply for federal funds, along with 
state matching funds, for ADRC development. The State submitted an application to 
CMS and to the Administration on Aging for an ADRC grant but did not receive an award. 
However, the attention given to the need for an ADRC during the grant period prompted 
several measures: (1) the State updated its Senior Information Line system to become 
the Aging and Disability Resource Link that includes more disability resources, a website, 
and a toll-free number; (2) the Governor included $600,000 in his budget for 
establishing an ADRC in North Dakota, which is under consideration by the state 
legislature; and (3) some providers in Cass County are implementing the use of a 
common referral form for consumers across the various long-term care continuum of 
providers, and are working to implement a local single point of entry in that county. 

▪ In response to the recommendations of the Steering Committee and educational efforts 
by grant staff, the legislature authorized a rate increase for continuum of care service 
providers—4 percent in the first year and 5 percent in the second year—and an 
additional increase in reimbursement rates for individual and agency Qualified Service 
Providers (i.e., personal assistance service providers). The State also approved 
continued funding for Qualified Service Provider training. The rate increase led to 
increased recruitment and retention of personal care assistants.  

▪ Based on the focus group findings regarding the need to improve quality assurance 
activities, the Department created a new position and hired a staff person to conduct 
reviews of HCBS agency providers and consumers to address issues related to quality of 
services, documentation, billing, and consumer satisfaction. 

▪ Based on the findings of studies conducted under the grant, which were provided to the 
Interim Legislative Committee and the state legislature, the State increased funding for 
HCBS programs, although the gap between expenditures for home and community-
based services and those for institutional care is still very wide. Nevertheless, the 
number of state residents who are being served in publicly funded HCBS programs 
gradually increased during the grant period.  

▪ The grant helped to jumpstart a coordinated approach to bring about systems change in 
North Dakota; prior efforts to improve the system were standalone initiatives 
disconnected from the larger system. However, many outcomes of the grant’s 
Rebalancing Initiative are scheduled to be realized 3 to 5 years after the grant period. 

Key Challenges 

▪ During the grant period, the Rebalancing Initiative encountered various challenges to 
systems change efforts. For example, there was a lack of urgency among some 
legislators for addressing the issue of how North Dakota will care for its rapidly 
increasing aging population. 

▪ The State’s low reimbursement rate for HCBS providers compared with that for nursing 
home staff, and the large proportion of older adults in the State combined with the out-
migration of youth, contributed to a lack of qualified caregivers in community settings. 
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In addition, the lack of affordable, accessible housing options statewide, the lack of 
subsidized assisted living, the disparities between rural and urban communities in regard 
to continuum of care programs and services, and the lack of a common assessment tool 
and a single point of entry presented barriers to balancing the continuum of care 
system. 

Continuing Challenges 

▪ Although the rate increase for direct care workers increased recruitment and retention, 
rural areas still experience a shortage of workers. 

▪ North Dakota is one of two states that has a law limiting the private pay rate for nursing 
home residents to the Medicaid rate, called an equalized rate. The effect of this law—in 
combination with a very strong nursing home lobby—is very high Medicaid nursing home 
rates. Because so much of the State’s Medicaid budget is spent on nursing homes (a 
Medicaid entitlement), it is difficult to increase the availability of home and community-
based services in North Dakota.  

 The State has a Money Follows the Person Demonstration grant and is using it to 
transition nursing home residents and residents of the State Developmental Center and 
ICFs/MR to less restrictive settings.  

Lessons Learned and Recommendations 

▪ Using a professional meeting facilitator experienced in conflict resolution was very 
helpful in building stakeholder consensus. The project director was able to focus on what 
was being discussed rather than facilitating the meeting. 

▪ It is important to have as transparent a process as possible when working with various 
stakeholders. All stakeholders want to know what is going on and how it will benefit 
them if they buy into systems change.  

Key Products 

Outreach Materials 

A brochure and poster were developed to inform consumers and families about the 
Rebalancing grant, HCBS options, and access to the Aging and Disability Resource Link. 
These materials will be used to continue the efforts and build on the successes of the 
Rebalancing grant. 

Technical Materials  

▪ A Summary of Studies and Reports Related to North Dakota's Aging Population and 
People with Disabilities summarizes reports, data, and recommendations that date from 
1987 to 2006 and will continue to be an effective tool for promoting systems change 
efforts. 
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▪ North Dakota Real Choice Systems Change Grant Rebalancing Initiative: Final Report 
includes a description of the 3-year grant’s major activities and accomplishments as well 
as various important appendixes (e.g., the Rebalancing Initiative Strategic Planning 
document, legislative testimony, the ADRC components, and the common assessment 
subcommittee’s recommendations). 

Reports 

▪ A Report of Questionnaires Administered to North Dakota Hospital Discharge Planners, 
available at http://www.hcbs.org/moreInfo.php/doc/1874. 

▪ A Report of Focus Groups and Personal Interviews Conducted in North Dakota’s Eight 
Human Services Regions, available at http://www.hcbs.org/moreInfo.php/doc/1873. 

▪ A Survey of North Dakota Consumers of Continuum of Care Services, available at 
http://www.hcbs.org/moreInfo.php/doc/1875. 

▪ A Report of Personal Interviews Conducted with North Dakota Native Americans with 
Disabilities, Family Members, and Caregivers Who Live in North Dakota Reservation 
Communities. 
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Tennessee 

Primary Purpose and Major Goals 

The grant’s primary purpose was to improve access to community-based care and increase 
the proportion of Medicaid long-term care (LTC) beneficiaries served in the community by 
ensuring that nursing homes provide services to only those Medicaid beneficiaries who 
cannot be served in their own homes or residential care settings. The grant had four major 
goals: (1) to develop a new comprehensive client assessment instrument to determine 
eligibility for nursing home and waiver services (i.e., determining level-of-care) and a 
process for using the instrument; (2) to develop procedures and rules for the adoption of 
the assessment instrument; (3) to implement the new comprehensive client assessment 
instrument and process statewide; and (4) to monitor and evaluate the assessment tool to 
ensure that it is meeting stakeholders’ needs—and, if not, to determine what improvements 
are needed.  

The grant was awarded to the Department of Finance and Administration, Bureau of 
TennCare.  

Role of Key Partners 

▪ A Consumer Task Force provided input on grant activities.  

▪ Several advocacy and provider organizations provided information for an LTC system 
needs assessment and client assessment tool design.  

Major Accomplishments and Outcomes 

▪ Grant staff assembled a work group composed of nurses, social workers, advocates, 
hospital discharge planners, administrators from multiple state and county agencies,  
nursing home personnel, and staff from local Area Agencies on Aging and Disability and 
state agencies to provide input into the LTC system needs assessment and the design of 
the proposed client assessment instrument.  

▪ A consultant helped grant staff to analyze client assessment instruments in many states, 
with a focus on those used in Colorado, Michigan, Arizona, Washington, and Wisconsin, 
to assist with the development of the proposed tool. The consultant tested and 
compared results from the existing and proposed client assessment instruments. The 
proposed instrument was demonstrated to have higher inter-rater reliability than the 
existing assessment instrument. When the new tool is implemented, the time for 
reviewing client assessment results and determining eligibility (and the types and 
amounts of services that will be provided to waiver participants) will be reduced from 8 
to 3 or fewer days. When the next phase of the tool—the self-scoring component—is 
implemented, fewer staff resources will be required for review. 

 The assessment tool was subsequently modified to conform to provisions of newly 
enacted legislation to reform the LTC system. Some of the legislation’s provisions 

6-43 



FY 2004 Grantees: Final Report 

required a Section 1115 waiver to implement, and the State has submitted a waiver 
application to CMS and is awaiting approval.22 Although the legislation increased the 
stringency of the level-of-care criteria, it also created a new eligibility category—an “at 
risk” group of SSI-eligible adults aged 21 or older with physical disabilities and persons 
aged 65 or older, who do not meet the new level-of-care criteria but who, in the absence 
of home and community-based services, are considered at risk for nursing home 
placement and thus eligible for waiver services.  

 However, the at-risk group will have an initial cap not to exceed 15 percent of the total 
number in the waiver program. Once the number goes above 15 percent, those in the 
at-risk group will be placed on a waiting list for waiver services. Individuals who are not 
eligible for nursing home care and not in the at-risk group will be assessed to determine 
whether they are eligible for other assistance, such as services through the State’s 
Options program. 

 The State originally planned to implement the assessment instrument in March 2009. 
However, the State accepted funding for Medicaid under the American Recovery and 
Reinvestment Act (the Stimulus Act), which prohibits any changes to eligibility criteria 
through December 2010. The State anticipates implementing the new eligibility criteria 
in January 2011. When the new eligibility criteria are implemented, current nursing 
home residents will be grandfathered under the old criteria.  

▪ Because the implementation of the new client assessment tool was put on hold, the 
State decided to implement a new automated version of the current assessment tool 
online—the Pre Admission Evaluation (PAE). The new PAE uses the current level-of-care 
criteria but includes more objective measures than did the previous version. 

Enduring Systems Improvements 

▪ The State developed a new client assessment tool to help ensure that only individuals 
who cannot be served in the community would be admitted to nursing homes. However, 
for the reasons cited above, the tool cannot be implemented until January 2011.  

Key Challenges 

▪ Lack of staff with sufficient time to dedicate to the project, staff turnover in the Bureau 
of TennCare, Division of Long-Term Care, and, in particular, high-level management 
changes and the enactment of legislation to restructure the State’s LTC system, made it 
difficult to implement some grant activities in a timely manner.  

                                           
 
22 The legislation will also integrate LTC services within the existing TennCare managed care delivery 

system, establish nursing home diversion/transition programs with funding for transition services 
and expenses, increase the use of home and community-based services and participant-directed 
services, develop more residential alternatives to nursing home care, and create a global budget for 
all LTC services in the State. The goal of all these provisions is to create a more balance between 
nursing home and HCBS expenditures over time.  
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▪ Grant staff initially had difficulty identifying a vendor that met the requirements set forth 
in the State’s procurement process to develop and subsequently revise the client 
assessment instrument.  

▪ In July 2008, the legislature passed the Long Term Care Community Choices Act of 
2008, which fundamentally restructured the State’s LTC system. Because the legislation 
increased the stringency of the nursing home level-of-care criteria, the implementation 
of the proposed client assessment tool had to be put on hold until grant staff reviewed 
the new criteria to determine whether modifications were needed. 

Continuing Challenges 

Until the new assessment tool has been implemented, it is not possible to say what 
challenges the State will face with its use.  

Lessons Learned and Recommendations 

▪ The review of other states’ assessment tools made it clear how outdated and 
inconsistent the State’s assessment process was, as well as the need to use measurable 
criteria and to automate the assessment process.  

▪ States seeking to design a new client assessment tool should ensure that all necessary 
staff—nursing, medical, information technology, and key administrative—are available to 
devote a majority of their time to the project.  

▪ CMS should continue funding infrastructure development grants. Without the grant, the 
State would not have had the resources to hire a consultant to help develop the new 
assessment tool; the ability to do so will make it a much better instrument than it would 
have been otherwise.  

Key Products 

Outreach Materials 

Grant staff sent letters and e-mails about the project to key stakeholders to ensure their 
involvement. 
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Virginia 

Primary Purpose and Major Goals 

Person-centered planning is a crucial component of home and community-based services, 
ensuring successful community residence and self-directed services by providing a process 
to closely match services with individuals’ needs. The grant’s primary purpose was to 
identify, pilot, and evaluate ways to renew interest in and increase the use of person-
centeredness and self-direction by implementing a local systems change process to promote 
person-centered practices.  

The grant had three major goals: (1) to provide tools, information, and resources to 
individuals with disabilities, their families, case managers, and providers to assist them in 
designing person-centered services plans and to maximize informed choice in the selection 
of supports and services; (2) to design materials with a specialized focus on person-
centered discharge planning for individuals transitioning from state training centers and 
individuals currently on the statewide urgent waiting list for waiver slots; and (3) to develop 
definitions for additional self-directed services and identify strategies and processes for 
including them in current state waiver programs for individuals with mental retardation or 
developmental disabilities. 

The grant was awarded to the Partnership for People with Disabilities (the Partnership) at 
Virginia Commonwealth University (VCU). 

Role of Key Partners 

▪ The project advisory group, which included self-advocates and representatives from 
advocacy organizations, service providers, and state agencies, provided guidance and 
input to the development of materials and processes. Many of the consumer members of 
the group have continued working with the State’s Systems Transformation grant and 
other projects and activities related to long-term care systems change. 

▪ The Office of Intellectual Disability Supports (formerly, the Office of Mental Retardation) 
provided staff support for meetings at pilot sites and participated in building capacity by 
becoming trainers and technical assistance providers in person-centeredness.  

Major Accomplishments and Outcomes 

▪ Activities to promote person-centered practices and to establish a model for “Becoming 
a Person-Centered Organization” were implemented through four Community Services 
Board (CSB)23 pilot sites: Region Ten CSB, Virginia Beach CSB, Middle-Peninsula 
Northern Neck CSB, and Hampton-Newport News CSB. These sites, along with private 
providers and the Southeastern Virginia Training Center, participated in a time-intensive 
project that entailed allowing direct service staff members to attend 2 days of training, 

                                           
 
23 Community Services Boards are Virginia’s local government entities responsible for services and 

supports for individuals with intellectual disabilities. 
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and, in three sites, a select group of 10 to 15 staff members to become coaches and 
attend training and meetings once each month, and a leadership team of 8 to 10 staff 
members to meet every other month.  

 The scope of the Rebalancing Initiative was centered on professional development 
(front-line and managerial staff training) and organizational-level systems change 
(leadership training and support). To maximize the project’s impact beyond the pilot 
sites, a train-the-trainer component was added to the project’s activities. By the end of 
the grant period, eight individuals were certified as trainers in person-centered thinking, 
and an additional nine people were at various stages in the process of becoming 
trainers.  

▪ Project staff and consultants worked with the intellectual disabilities community and 
Medicaid staff to conduct multiple training sessions on person-centered services planning 
for case managers, service facilitators, transition coordinators, direct service workers 
(more than 500), and families. They also developed a person-centered individual 
support plan to be used statewide for people with intellectual disabilities, and provided a 
person-centered planning guide for use with older adults, people with physical 
disabilities, and people with other developmental disabilities. 

▪ Project staff participated in the development of several grant applications to further 
person-centered practices and self-direction in Virginia, including the Systems 
Transformation grant, the Money Follows the Person Demonstration, and the Person-
Centered Planning Implementation grant.  

▪ Project staff collaborated with state agencies to examine ways to support increased self-
direction in Virginia, including the addition of self-directed services options to the State’s 
waivers and an individual budgeting option. 

▪ Much of the systems change work of the Rebalancing project was carried out by 
partnering with other state initiatives and included the development of a person-
centered practices resource bank with written informational materials, presentations, 
tools, and planning documents that promote person-centered practices. These materials 
are available on the website that was developed to promote self-direction in Virginia 
(http://www.vcu.edu/partnership/cdservices/pcprb.htm).  

▪ Project staff and partners developed multiple strategies to ensure an increase in the 
systematic use of person-centered service planning and informed choice throughout the 
system. They also developed an implementation plan to incorporate successful practices 
into routine operations and to ensure that processes are incorporated in the policies and 
procedures of Community Services Boards and reinforced at the state level.  

Enduring Systems Improvements 

▪ The State now has trainers in person-centered thinking and practices who are available 
statewide to provide training for the intellectual disabilities and developmental 
disabilities communities. This training is funded through multiple sources, including 
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grants and fees. The train-the-trainer process is a key activity of the rebalancing and 
implementation plans that will extend the project beyond the grant period. 

▪ Much of the work of the Rebalancing project has provided models and effective practices 
that will be continued by project staff through these three new grant projects: the 
Systems Transformation grant, the Money Follows the Person Demonstration, and the 
Person-Centered Planning Implementation grant, which focuses on promoting 
systemwide person-centered practices in participating states and is a direct outgrowth of 
the Rebalancing grant.  

▪ The Office of Intellectual Disabilities has funded the expansion of the Rebalancing project 
to other areas of the State. As of January 2009, two additional sites (with a third 
planned for start-up in June) were selected to participate in the model process for 
Becoming a Person-Centered Organization and to coordinate efforts with the five other 
states 24 that are collaborating in the CMS-funded grant Building Person-Centered 
Organizations, a project funded under the Person-Centered Planning Implementation 
grant competition. Rebalancing project staff and others in Virginia now participate in the 
Community of Practice that has developed around the project and actively participate in 
examining how person-centeredness can become part of state systems operations, 
policies, and regulations.  

▪ Through the implementation of the Becoming a Person-Centered Organization model in 
the pilot sites, providers have largely embraced person-centered services planning and 
are incorporating the tools and strategies into their practice. Site leadership groups 
reported that the model facilitated changes both by individuals receiving supports and 
within organizations, resulting in enhanced consumer direction and control, which has 
increased the use of self-direction options in existing waiver programs.  

▪ In collaboration with other initiatives, consumer-directed supported employment was 
examined and proposed to be added to the mental retardation and developmental 
disabilities waivers. Although this had not yet been accomplished by the end of the grant 
period, adjustments have been made to rates for supported employment to make this a 
viable agency service. The work to increase self-direction options continues to be a focus 
of various state initiatives with a variety of options being explored.  

Key Challenges 

▪ It was necessary to pilot the person-centered planning model in community sites to 
ensure that the needed changes were made at the local provider level to make sure that 
individuals received the supports they needed to live successfully in the community. The 
project was also piloted in an institutional setting to ensure changes were made to 
increase the focus on person-centeredness. However, pilot site staff reported difficulty in 
engaging senior-level management at both the state and organizational level in ongoing 
leadership functions related to person-centered practices. Although they were 

                                           
 
24 Georgia, North Carolina, Oregon, South Dakota, and Tennessee. 
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supportive, only a limited number of senior management staff from provider groups and 
state waiver management staff participated on a regular basis in person-centered 
leadership meetings at any of the pilot sites.  

▪ Undertaking activities related to the addition of self-directed services options to the 
State’s waiver programs proved to be more difficult than anticipated, due to some 
resistance to the self-direction philosophy and to changing the status quo. Although 
progress was made, work still remains to be completed with the multiple agencies that 
are involved.  

Continuing Challenges 

▪ The Rebalancing project collaborated with the Systems Transformation grant initiative to 
examine the possibility of adding an individual budget option to existing waivers. Work 
on an individual budget option was stopped for a period because of concerns about its 
impact on the State budget, which was experiencing a shortfall. The State is once again 
looking at the possibility of developing an individual budget option.  

▪ Disincentives for increased self-direction are built into the system and make it difficult 
for individuals to control the funding allocated for their services so they can spend it to 
meet their needs (e.g., reimbursement mechanisms that favor congregate arrangements 
and limited flexibility in adjusting services).  

▪ The low rate of pay for direct service workers, including those directed by consumers, 
makes it difficult to recruit and retain reliable workers with interests that match 
consumers’ preferences and lifestyles.  

Lessons Learned and Recommendations 

The activities of this project reinforced the importance of a planned approach for an agency 
to become more person centered. The shift in thinking, management, and operation 
required for most organizations has to occur in a very deliberate, planned manner. In 
particular, participation by state leadership is needed for local agency staff to feel confident 
that person-centered tools and approaches meet regulatory requirements. Also, senior-level 
management support is necessary for person-centered thinking coaches to be successful in 
their role and for true organizational change to occur. 

Key Products 

Outreach Materials 

A PowerPoint presentation that describes the Virginia principles of person-centeredness and 
an overview of tools and skills was developed in conjunction with other initiatives. The 
presentation, “An Overview of Person-Centered Practices (awareness information),” is 
available at http://www.vcu.edu/partnership/cdservices/pcprb.htm. 

6-50 

http://www.vcu.edu/partnership/cdservices/pcprb.htm


REBAL — Virginia 

Educational Materials 

▪ A booklet (What Does ‘Person-Centered’ Mean?) was developed for individuals and 
family members; a pamphlet (Virginia's Principles of Person-Centered Practices) outlines 
key principles that guide the work of person-centeredness across disability and aging 
populations; and I Want a Good Life: Supporting My Life with My Plan Workbook is 
designed to be completed with individuals with disabilities to help in gathering 
information about their desires and preferences. All are available at the above website. 

▪ A booklet, entitled My Choice, My Control, My Community: An Ordinary Life, was 
developed with funding from several related projects, including the Rebalancing grant. 
This booklet, which includes information about self-determination, person-centered 
thinking, relevant legislation (e.g., ADA, Olmstead, No Child Left Behind Act) and 
Medicaid waivers, is available in hard copy only from the Partnership for People with 
Disabilities, PO Box 843020, Richmond, VA 23284-3020 (804-828-3879).  

Reports 

Increasing Person-Centered Planning, Informed Choice, and Self-Direction: An Evaluation 
Report on Virginia’s Rebalancing Initiative contains formative and summative evaluation 
information, with a focus on the pilot sites. The report will be expanded to be shared with 
the sites and will include site-specific information.  
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Section One. Overview 

Children and youth with special health care needs (CYSHCN) are individuals under the age 

of 18 who (1) have or are at risk for a chronic physical, developmental, behavioral, or 

emotional condition; and (2) also require health and related services of a type or amount 

beyond that required by children generally. Their needs range from early and ongoing 

screening, diagnosis, and routine treatment and monitoring to extensive ongoing specialty 

care, medical equipment, therapies, and long-term services and supports. Nationally, 12.8 

percent of children (9.4 million) have a special health care need, thus affecting one in five 

U.S. households with children. 

Parents often lack knowledge about the wide range of services and supports for CYSHCN 

and have little experience dealing with the health and long-term services and supports 

systems and the health insurance bureaucracy. Family to Family Health Information Centers 

(hereafter, FHICs) provide a critically important service by educating parents about 

available services and helping them navigate complex systems and bureaucracies. In 

addition to helping families make informed choices about health care in order to improve 

their children’s health and functional outcomes, FHICs also promote the philosophy of 

family-centered care, self- and family-directed supports, and the adoption of the medical 

home concept through education and training initiatives targeted to health care and other 

service providers.25 

In 2001, as part of the federal New Freedom Initiative to promote community living for 

persons with disabilities, federal agencies were instructed to work together to eliminate 

barriers to community living. In response, the Health Resources and Services 

Administration, Maternal and Child Health Bureau (MCHB), and CMS established grant 

programs to help develop Family to Family Health Information Centers.  

CMS first awarded grants to develop FHICs in FY 2003. It awarded a second round of grants 

in FY 2004 to organizations in 10 states,26 listed in Exhibit 7-1. The awards to the Family to 

Family Health Care Information and Education Center Grantees were smaller than those 

given to other Systems Change Grantees, reflecting the narrower scope of their goals (i.e., 

not to bring about systems change but to establish a Family to Family Health Information 

Center). 

                                           
 
25 In a medical home, a pediatric clinician works in partnership with the family and/or patient to 

ensure that all medical and nonmedical needs are met. Through this partnership, the pediatric 
clinician can help the family and patient obtain and coordinate specialty care, educational services, 
out-of-home care, family support, and other public and private community services that are 
important to the overall health of the patient and family. See http://www.medicalhomeinfo.org/ for 
more information. 

26 We were unable to obtain information on the Louisiana Family to Family Health Care Information 
and Education Center (FTF) Grantee in time to include it in this report.  
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Exhibit 7-1. FY 2004 Family to Family Grantees 

Arizona—Raising Special Kids 

Kentucky—The Arc of Kentucky, Inc. 

Massachusetts—Massachusetts Family Voices 

North Carolina—The Exceptional Children’s Assistance Center 

North Dakota—Family Voices of North Dakota 

New Mexico—Parents Reaching Out  

New York—Parents to Parents of New York State 

Utah—Utah Family Voices  

West Virginia—West Virginia Parent Training and Information, Inc. 

 

Additional funding for FHICs was approved as part of the Family Opportunity Act (FOA), 

which was signed into law in 2006 as part of the Deficit Reduction Act of 2005. As of June 

2008, 41 states/territories had FOA-funded FHICs with primary funding support from the 

Maternal and Child Health Bureau. The Bureau also funds the national organization Family 

Voices as the National Center for Family/Professional Partnerships to provide technical 

assistance to these 41 FHICs. Applications to create FHICs have been submitted to MCHB 

from the remaining 10 states, and it is anticipated that all states and the District of 

Columbia will have FOA-funded FHICs by 2009. 

Results 

All of the Grantees established a Family to Family Health Information Center as part of their 

existing organizational structure. Because partnerships with other organizations are critical 

for FHICs to achieve their goals and sustain their work, most FHICs partner with other 

nonprofit and community-based organizations as well as with their states’ Title V programs 

to provide information and referral services or to ensure that the family perspective is 

represented in policy decisions. FHICs also collaborate with professional associations, state 

and local agencies and programs, independent living centers, and faith-based organizations. 

Establishing partnerships with other organizations that serve CYSHCN helps to prevent 

duplication of efforts.  

Partnerships can also help organizations to achieve outcomes that would be difficult for 

them to achieve on their own. For example, Utah’s FHIC staff partnered with Emergency 

Medical Services for Children and the Utah Collaborative Medical Home project to develop an 

Emergency Information Form to identify CYSHCN during community emergencies or natural 

disasters. The form went online in March 2007 and the information obtained will be entered 

in a database for emergency personnel to locate individuals with special health care needs. 
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The new FHICs and their partners engaged in a wide range of activities that assisted 

thousands of CYSHCN and their families as well as hundreds of health care professionals; 

these activities are discussed below. 

Developing Informational and Educational Materials 

Grantees developed a wide range of print and web-based materials, including newsletters, 

brochures, information packets, and fact sheets. To meet the needs of non-English-speaking 

families, many FHICs translate their materials into languages common in their states, most 

often Spanish. The information provided covers numerous topics—from public benefits and 

programs, such as the Supplemental Security Income (SSI) program and Medicaid, to 

advice for specific situations, such as preparing a child for visits to the doctor and 

communicating with doctors or other health care providers. Fact sheets to educate families 

serve a dual purpose: educating the family and providing outreach about the FHIC’s 

services. 

To ensure that new educational materials would fill information gaps and not be duplicative, 

North Carolina’s Grantee—Exceptional Children’s Assistance Center (ECAC)—conducted 

statewide surveys, focus groups, and interviews to identify the agencies and organizations 

currently providing information, education, or referral, and to categorize the types of 

information and services they provide. After prioritizing needed content areas, project staff 

developed basic informational packets on a variety of topics. In addition to producing new 

materials, staff drew on available resources, particularly those provided by FHICs in other 

states, to develop the information packets. Project staff added an FHIC project page 

(http://www.ecac-parentcenter.org) to the ECAC website where families can obtain fact 

sheets, monthly newsletters, order free informational packets (many available in Spanish), 

check on a workshop, or communicate with a staff member.  

Several Grantees developed care notebooks, a method for organizing information about a 

child’s medical history, daily activities, appointments, and medical expenses. FHIC staff 

developed The Utah Care Notebook, which is available in English and Spanish, to help 

families keep track of important health care information, prepare for appointments, list 

providers’ and community organizations’ contact information, and file and share their child’s 

health history. The FHIC received requests from pediatric medical residents for the 

Notebook and also shared it with other resource centers for them to use as a template when 

developing a similar tool. 

New York’s FHIC made its Health Care Recordkeeping Notebook, which has been translated 

into Spanish, available in all Parent to Parent of NYS offices and it can be downloaded from 

the FHIC’s website. Individual training is available for parents who want to further their 
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skills in using the Notebook. By the end of the grant period, the Notebook on the website 

was accessed more than 2,000 times, and 78 families were trained in its use. 

Providing Information and Referral Services 

To address the statewide need for information, FHICs are disseminating information in both 

print media and electronic formats. A major advantage of electronic distribution is that 

websites and electronic mailing lists can reach a much larger audience without the high cost 

of printing and mailing materials. For example, during the grant period, Arizona’s FHIC 

distributed 204,939 newsletters and 21,468 handouts/information packets, and its website 

received 1,909,540 hits (http://www.raisingspecialkids.org/services/healthcareinfo.aspx). 

Several FHICs distribute electronic newsletters. North Dakota’s FHIC disseminates a weekly 

electronic newsletter to families and professionals about issues and resources related to 

health care for CYSHCN. By the end of the grant period, 2,245 individuals across the State 

were receiving the e-newsletter.  

New York’s FHIC established a monthly Links Digest that offers active Internet links to 

information relevant to families with CYSHCN (e.g., advocacy, financing issues, Section 504 

legal requirements for schools to provide services related to health conditions, Medicaid 

waiver services, parent to parent support skill building, and youth transition to adult health 

care). The Links Digest is distributed to more than 2,300 e-mail addresses. New York’s FHIC 

staff also disseminated numerous fact sheets, tip sheets, articles, and booklets, which were 

distributed in hard copy through the regional offices and accessed through the FHIC website 

more than 15,000 times during the grant period.  

FHICs also use the Internet to link families through listservs. Massachusetts’s FHIC created 

a listserv to provide a forum for its members to share resources and information, ask 

questions, and benefit from their collective expertise. FHIC staff have also linked many of 

the Massachusetts grassroots, parent-run projects to the FHIC website at 

http://www.massfamilyvoices.org/Links.html, and participants from these projects are 

active members of the listserv. New York’s FHIC established a Medically Fragile Families 

Network to disseminate and share information regarding children who have complex medical 

needs and require skilled nursing care. This e-group is a place where parents can connect 

with and support one another across the State by posting questions and sharing resources, 

comments, and stories. By the end of the grant period, the group had 57 members. 

In addition to the Internet, FHICs also provide extensive information to individuals who call 

for assistance. North Dakota’s FHIC maintains a toll-free line 24/7, and during the grant 

period, staff assisted 929 parents and 627 professionals, providing information about a wide 

range of community resources, health care financing, medical homes, and helping them 

address problems with services and service denials. Staff also provided outreach to Native 
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American reservations, military bases, and refugee populations in North Dakota, and to 

faith-based organizations and 29 other organizations working with people who have 

disabilities. 

Referral services include those provided by FHIC staff and volunteers as well as formal 

processes set up with partners. For example, working with the Arizona Department of 

Health Services High-Risk Perinatal Program, Arizona’s Grantee—Raising Special Kids—

established a formal process for referring families statewide to the FHIC for resources and 

support after discharge from the hospital Newborn Intensive care Unit.  

Providing Education and Training 

In addition to providing educational materials through the methods described above, FHICs 

also provided education and training to both families and professionals through in-person 

meetings, workshops, conferences, support groups, and other gatherings. During the grant 

period, North Dakota’s FHIC staff were involved in 42 trainings with 1,343 individuals, and 

Kentucky’s FHIC offered six statewide training events, as well as local meetings, attended 

by 231 family members of CYSHCN. Staff report that as a result of the FHIC’s education and 

training activities, families are more knowledgeable about available services and supports, 

and have developed the self-assurance to ask for the services their children need and to 

direct these services. 

In Utah, FHIC staff made presentations about the needs of CYSHCN and their families to 

pediatric medical residents, advanced practice nursing students, and trainees in the Utah 

Regional Leadership Education in Neurodevelopment Disabilities program, which includes 

health care professionals from 13 different disciplines.  

To extend their training capabilities, Massachusetts’s FHIC staff uses a parent-helping-

parent model to mentor parents in different regions of the State to become a resource for 

other parents who are just beginning the process of navigating the complex health care 

system. Staff noted that families are more likely to follow up in applying for programs they 

learn about from other families who have successfully obtained services for their own 

children and who have first-hand knowledge of each program’s advantages and 

disadvantages. If a family decides not to apply for a service, it is an informed decision—

often as a result of a costs/benefits analysis based on materials and information provided by 

FHIC staff.  

North Carolina’s FHIC also developed a train-the-trainer education program called 

Navigating the Mental Health System targeted to the staff of organizations and agencies 

serving CYSHCN from culturally diverse and underserved families. Similarly, New Mexico’s 

FHIC staff recruited and trained 19 family members throughout the State to become 

volunteer Health Information Parent Specialists (HIPS), who assist other families in similar 
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situations and advocate for improved services for CYSHCN. The FHIC coordinator and family 

liaison provide ongoing technical support and assistance to the HIPS by e-mail and by 

telephone, and through monthly conference calls and consultations at the annual Parents 

Reaching Out conference. All HIPS are volunteers and are provided stipends to offset the 

cost of volunteering.  

Improving Programs and Policies for CYSHCN 

An important FHIC goal is to educate policy makers and program administrators so they 

understand how specific policies and program provisions affect CYSHCN and their families. 

FHIC staff achieve this goal through multiple activities in various venues. To ensure that 

family members are involved in these education efforts, FHICs recruit and train them about 

program and policy issues related to CYSHCN and help them to tell their personal stories. 

They also educate professionals about how to best include families in decision making about 

their CYSHCN. 

Partnering with other organizations in educational efforts is also important. Having a broad 

representation of constituents, including consumers, family members, advocacy groups, and 

providers spreads the workload and provides credibility and validity to advocacy efforts. By 

serving on the advisory boards and task forces of the North Dakota Disabilities Advocacy 

Consortium, FHIC staff formed partnerships with many organizations and agencies. The 

work of these partners and family members—many of whom received FHIC advocacy 

training—helped to convince the legislature to pass the legislation needed to create a 

Medicaid buy-in program as authorized by the Family Opportunity Act. North Dakota was 

the first of only four states to do so. 

The FHIC operated by Massachusetts Family Voices collaborates with numerous state and 

New England regional entities on many initiatives to improve services for CYSHCN, including 

(1) partnering with the state Department of Public Health/Office of Oral Health to address 

the oral health needs of CYSHCN, (2) participating in the Partnership for Health Care 

Excellence to ensure that efforts to reduce medical errors include a focus on CYSHCN, and 

(3) participating on a Central Massachusetts Medical Home Initiative that created a care 

coordination tool to be piloted with families of CYSHCN.  

Utah’s FHIC staff educated families about appeals processes and about public comment and 

hearing periods, which enabled families to become involved in effective advocacy for their 

children and to use their right to appeal Medicaid and other health care funding denials. As a 

result of various meetings with key stakeholders and Medicaid staff, the Medicaid agency 

agreed to send letters regarding service denial or reduction directly to the family as well as 

to the provider; doing so enables the family to gather additional information about medical 

necessity and to make a timely appeal. The FHIC also provided stories and data to advocacy 
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coalitions working to educate the Utah Legislative Medicaid Interim Committee on the 

children and families who will be affected by any cuts to the Medicaid program and on the 

need for implementation of the Family Opportunity Act.  

Lessons Learned 

Grantees cited a number of lessons learned throughout the grant period that may be helpful 

to organizations seeking to develop and operate FHICs in order to aid CYSHCN and their 

families.  

▪ Networking with the FTF grant programs in other states is an effective method for 
sharing best practices. 

▪ Leveraging resources by partnering with agencies and community organizations is 
important, as is “thinking outside the box” when identifying potential collaborators. 

▪ Involving family members in systems change initiatives raises their awareness about 
both existing and potential programs and enables them to participate in the decision-
making process. Participating on local and state committees, councils, and boards 
are also valuable methods for presenting the views and perspectives of families of 
CYSHCN when working with others to bring about systems change and to inform 
policy development. 

▪ It is critical that families contact their legislators to educate them and to share their 
stories in a variety of forums so that policy makers understand the impact of their 
decisions on CYSHCN.  

▪ Disseminating materials to a large number of stakeholders over the Internet is a very 
successful communications strategy, and monthly e-newsletters from the FHIC are 
an excellent method for providing information to families who are unable to 
participate in support group activities or attend meetings.  

Recommendations 

Grantees made several recommendations for states to better meet the needs of CYSHCN 

and their families. Although some recommendations were aimed at their own states, they 

are relevant for other states as well. 

State Policy  

▪ More consumer input is needed in the policies governing services and supports for 
people with disabilities. States should use multiple methods to solicit family input on 
services for CYSHCN, including family advisory councils, conference calls, and paper 
and online surveys. Ideally, each state agency that provides services to CYSHCN 
would hire a family member as a consultant.  
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▪ States need a single point of entry coupled with high-quality information in the 
system that serves CYSHCN.  

▪ Because many families and health care providers do not know about the Early and 
Periodic Screening, Diagnosis, and Treatment (EPSDT) program, more education 
about it—including requirements and services—is needed.  

▪ States need to have a Money Follows the Person policy. 

▪ North Dakota has set the income eligibility limit for the Medicaid buy-in program 
authorized by the Family Opportunity Act at 200 percent of the federal poverty level 
(FPL). It should be increased to 300 percent FPL as allowed by Congress. The income 
eligibility limit for the State Children’s Health Insurance Program, which is set at 140 
percent FPL, also needs to be increased.  

▪ Families have voiced major concerns about lack of access to health care services 
because they are underinsured or considered uninsurable. Many have incomes too 
high to qualify for Medicaid but inadequate to cover services to meet their child’s 
medical and developmental needs. To address these problems, all states should 
implement the Family Opportunity Act to create a Medicaid buy-in program for 
CYSHCN.  

▪ Even with North Dakota’s Medicaid buy-in program and its new Medically Fragile 
waiver, many children with disabilities and/or chronic illnesses are not eligible for 
any program. As a result, families incur enormous financial debt to obtain the 
services they need. To address this problem, the State should implement a Katie 
Beckett option in the State Medicaid program.27 

▪ States need to take steps to remove the many barriers that families of CYSHCN face: 
(1) waiver waiting lists and enrollment caps; (2) private insurance exclusions of 
needed services and insurance caps; and (3) ambiguous Medicaid regulations that 
result in denials of services such as private duty nursing, durable medical equipment, 
and medical nutrition, which are difficult for families and their providers to appeal.  

Federal Policy  

▪ SSI income eligibility levels that keep individuals with disabilities at the poverty level 
and unable to work need to be raised.  

▪ The financial eligibility level for a Medicaid buy-in program should be higher than 300 
percent of the federal poverty level.  

                                           
 
27 The Katie Beckett Program is a special eligibility process that allows certain children with long-term 

disabilities or complex medical needs, living at home with their families, to obtain Medicaid 
services. 
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▪ States should be mandated to involve consumers effectively, specifically CYSHCN 
and their families, in the development, monitoring, and evaluation of publicly funded 
health care programs.  

▪ A federal (not state-dependent) program is needed to enable families with CYSHCN 
and adults with special health care needs to purchase supplemental health care 
coverage as a wraparound for inadequate private insurance. Premiums should be 
based on a sliding income scale. 

▪ Medicaid waiver programs should give participants more control over their supports 
and services.  

▪ Congress and CMS should not make any changes that would negatively affect the 
EPSDT mandate.  

▪ Recommendations and reports are not sufficient to bring about systems change. To 
improve the service system for CYSHCN, a champion within state government is 
needed—someone who is willing to implement the recommendations and make the 
needed changes.  

 





 

 

Section Two. Individual FTF Grant Summaries 

 





 

Arizona 

Primary Purpose 

The grant’s primary purpose was to establish a Family to Family Health Information Center 
(FHIC) in order to (1) provide health care education and training for families of children and 
youth with special health care needs (CYSHCN); (2) promote and support self-advocacy for 
youth and families; (3) educate health care professionals about family-to-family supports 
and referral systems, and promote cultural competence; and (4) create or expand 
partnerships with state agencies and community organizations. 

The grant was awarded to Raising Special Kids (RSK), the Arizona chapter of Family Voices, 
a national network that advocates for health care services and provides information for 
families of CYSHCN. Raising Special Kids operates in partnership with the Arizona 
Department of Health Services, Office for Children with Special Health Care Needs. 

Results 

▪ Raising Special Kids has established a statewide FHIC that is effective in connecting 
families of CYSHCN with available health care and community services and supports—in 
particular, families in underserved and rural areas. Information and training about all 
state and federal programs/agencies that finance or deliver services to CYSHCN in 
Arizona were developed, and families can now obtain these resources through a single 
organization. The FHIC secured funding to sustain the program and build on the grant 
initiatives through a 3-year grant from the federal Department of Human Services, 
Maternal and Child Health Bureau.  

▪ FHIC staff developed training workshops for families, support groups, and service 
providers, and technical assistance and training for RSK staff, state agencies, and 
medical professionals. FHIC staff also created a web page on the RSK website with 
information and links to resources for all of the groups listed above. By the end of the 
grant period, the FHIC had conducted 1,697 trainings and distributed 204,939 
newsletters and 21,468 handouts/information packets, and the website received 1.9 
million hits (http://www.raisingspecialkids.org/services/healthcareinfo.aspx). 

▪ FHIC staff worked with the Title V program’s Medical Home coordinator, the Maternal 
and Child Health Bureau, and the National Center for Parent-Professional Partnerships to 
redesign the training program for medical students and residents to emphasize family-
centered care, the medical home concept, and parent-professional partnership. 

▪ The FHIC formed partnerships with trade and professional associations, state agencies, 
and community organizations such as Independent Living Centers and faith-based 
organizations. These collaborations reduced barriers and improved access to health care 
services for families with CYSHCN by establishing  
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– a state interagency committee to study health care financing and insurance coverage 
options for CYSHCN, which submitted recommendations in a report to the governor; 
and 

– a collaboration with the Arizona Department of Health Services High-Risk Perinatal 
Program to establish a formal process for referring families statewide to the FHIC for 
resources and support after discharge from the hospital Newborn Intensive Care 
Unit.  

 In addition, FHIC representation generated greater responsiveness to the needs of 
CYSHCN in state policy making and program development in such areas as the State’s 
electronic health records system, emergency preparedness and disaster planning, and 
outreach for the State Children’s Health Insurance Program.  

▪ FHIC staff participated in a Community Development Initiative steering committee, 
which included representatives from the Governor’s Office and eight state agencies, to 
ensure family and youth representation in policy making and program development. The 
governor directed the state procurement office to develop a process for reimbursing 
families for their involvement. The FHIC will help to implement the Community 
Development Initiative by providing training, materials, and tools for family and youth 
leaders and by providing training and technical assistance to agencies.  

▪ FHIC staff and volunteer “cultural brokers” partnered with parent-led Community Action 
Teams in rural areas representing underserved populations (Hispanic, Native American, 
Asian and Pacific Islanders, and low-income) to deliver culturally appropriate information 
and training. 

▪ The FHIC website was improved by adding capability to deliver training and information 
through new technologies such as webinars and podcasts.  

Lessons Learned and Recommendations 

▪ It is important to leverage resources by partnering with agencies and community 
organizations, and to “think outside the box” when identifying potential collaborators. 

▪ The financial eligibility level for a Medicaid buy-in program should be higher than 300 
percent of the federal poverty level.  

▪ There should be a state mandate to effectively involve consumers, specifically CYSHCN 
and their families, in the development, monitoring, and evaluation of publicly funded 
health care service delivery programs.  

▪ There is a need for a federal (not state-dependent) program to enable families of 
CYSHCN (and adults with special health care needs) to purchase (via a sliding-scale fee) 
supplemental health care coverage as a wraparound for inadequate private insurance. 
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Products 

Educational Materials 

▪ FHIC staff developed a workshop course, Arizona’s Healthcare System Overview, which 
describes the state and federal programs that finance and deliver health care services 
for CYSHCN in Arizona. The course was designed to help families make informed choices 
among health care options and includes downloadable fact sheets and profiles of public 
and private health care systems. State agency staff and health care providers will use 
the course, modules of which have been translated into Spanish. The course was 
scheduled to be available on the state Department of Health Services’ distance education 
website in June 2009. An expanded module for families will be available on the Raising 
Special Kids website.  

▪ FHIC staff partnered with the Title V program to begin developing an interactive, 
Internet-based video game to help youth with special health care needs transition to 
adult health care systems.  

Reports 

FHIC staff prepared an analysis of insurance issues facing Arizona families of CYSHCN, such 
as coverage gaps, and submitted it to the governor in April 2008. The report included 
specific recommendations, some of which were under consideration until the state budget 
crisis arose and the governor left the state to join the Obama administration.  

 





 

Kentucky 

Primary Purpose  

The grant’s primary purpose was to establish a statewide Family to Family Health 
Information Center (FHIC) to empower families of children and youth with special health 
care needs (CYSHCN) to make sound choices about services and supports based on up-to-
date information. The FHIC’s purpose was to (1) develop and disseminate information about 
health care and home and community-based services to families of CYSHCN and service 
providers, (2) develop and provide health care education and training for families, and 
(3) promote the philosophy of self- and family-directed services through advocacy and self-
determination training. 

The grant (hereafter, the Family to Family Project) was awarded to The Arc of Kentucky, 
Inc., which collaborated with existing programs to prevent duplication of efforts.  

Results 

▪ The Family to Family Project established an information and referral system that 
connects families and CYSHCN to available health care and community services and 
supports via a central information center at The Arc of Kentucky office and a statewide 
peer-to-peer support network. Over the grant period, more than 15,000 families 
received or viewed information distributed through trainings, conferences, exhibits, 
direct mailings, the Internet, personal contacts, and visits to CYSHCN clinics. 

 In the grant’s final year, project staff partnered with the Department for Aging and 
Independent Living and the Department for Mental Health and Mental Retardation to 
reach additional families, particularly in rural areas of the State. Although trainings and 
events were geared toward aging caregivers, the audiences included siblings, parents of 
school-aged children, educators, providers, agency staff, and others. 

▪ Over the grant period, 231 family members of CYSHCN attended six statewide training 
events as well as local meetings. Individuals received information about community 
resources and how to obtain them in a timely manner. The trainings provided 
information about Medicaid waiver programs and the Early and Periodic Screening, 
Diagnosis, and Treatment (EPSDT) program, as well as specific areas of concern such as 
lack of insurance coverage and school-related issues. Mentors were trained to provide 
additional support to families.  

 Training was also provided for advisory council members and community resource 
coordinators. Participants were given an opportunity to receive additional trainings 
through The Arc's Advocates in Action Self-Determination Leadership Program. This 
cross-disability program trains individuals with disabilities, family members, and 
providers’ staff to become advocates and to work with state officials and legislators on 
their particular issues, such as choice of service providers and community resources 
available to CYSHCN.  
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 As a result of the Family to Family Project’s education and training initiative, individuals 
and family members have become more knowledgeable about available services and 
supports, and have become self-assured and empowered regarding what services to 
request and how to direct them. Many project participants are now serving on various 
statewide boards and commissions established by the governor to bring about systems 
change. Staff from the project also serve on the Long Term Living Advisory Council 
through the newly formed Department for Aging and Independent Living. 

▪ The Arc of Kentucky developed strong parent-professional partnerships through the 
Family to Family Project. These partnerships and the educational advocacy work of staff 
and project participants have contributed to systems improvements. For example, 
project staff and family members promoted the development and implementation of the 
Consumer Directed Option (CDO) in Kentucky's four waiver programs by serving on 
advisory boards. The program, which became available in 2008, allows those who 
choose the CDO to direct nonmedical services such as personal assistance.  

 Project staff and family members, encountering some resistance to the CDO from the 
Department for Medicaid Services and many providers, worked diligently to ensure that 
participants be allowed to purchase a wide range of “goods and services” (not covered 
initially in the CDO) to meet their needs. They will continue working with the 
Department for Medicaid Services and the Board of Nursing to change state policy so 
that individuals who direct their services will be allowed to train their workers to perform 
tasks that under state law are required to be performed by licensed nurses. Current 
state law permits individuals to perform such tasks themselves; if those unable to 
perform these tasks because of functional limitations were allowed to train their workers 
to do so, it would both address nursing shortages and reduce home care costs.  

 Project staff and family members were also involved in the Medicaid Simplification 
Workgroup that sent recommendations to the Cabinet for Health and Family Services to 
eliminate duplication in the system across the State’s waiver programs, and worked with 
the Department for Medicaid Services to decrease waiver participants’ cost-sharing 
liability. They also advocated for the Medicaid buy-in program that began in November 
2007 and the State’s new self-determination pilot, which is using the Section 1915(j) 
authority; 200 individuals were expected to participate in the pilot. 

▪ Materials developed through the project continue to assist children and families in the 
long-term services and supports system. Partnering agencies, such as Protection and 
Advocacy, also provided resource materials that have been made available to families. 
In addition, a listserv and a toll-free telephone number help families to network with one 
another on shared issues and concerns. The Arc of Kentucky maintains a database 
within this eList that enables its members to participate in discussions based on 
selection criteria, including type of disability and age range. 

Lessons Learned and Recommendations 

▪ Involving family members in systems change initiatives raises their awareness of 
existing programs as well as new opportunities, such as the CDO program and the self-
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determination pilot program, and enables them to participate in the decision-making 
process. Individuals and families need to contact their legislators to educate them about 
consumer issues and personal stories, and to promote self-directed options. 

▪ Networking with the FTF grant programs in other states is a valuable resource, as is 
working closely with programs within the Cabinet for Health and Family Services, a 
major source of services in Kentucky. 

▪ Giving waiver program participants more control over their supports and services needs 
to be a priority, as does addressing the issue of SSI income eligibility levels that keep 
individuals with disabilities at the poverty level and unable to work.  

Products 

Grant staff and partners developed many outreach and educational materials, including the 
following: 

▪ A project brochure, quarterly newsletters, application and registration forms for families 
to participate in the Family to Family network, and a series of Quick Reference Guides 
(e.g., Kentucky Children’s Health Insurance Program; EPSDT program; Assistive 
Technology). 

▪ A resource guide (Keepsake: A Family-to-Family Resource Guide to Services and 
Opportunities for Kentuckians with Special Health Care Needs and Their Families), to be 
used alongside the health care journal Visions: Individualizing My Life.  

▪ A resource manual developed for training events (Overview of Available Supports and 
Services: Planning Future Supports and Services for a Loved One with an Intellectual 
and/or Developmental Disability) and an estate planning manual. 

▪ A DVD entitled From the Heart, which depicts the experience of an individual moving to 
the community after 31 years in an intermediate care facility for persons with mental 
retardation, and of another individual with significant health care needs living in a three-
bedroom home in the community.  

 





 

Massachusetts 

Primary Purpose  

The grant’s primary purpose was to create a statewide, parent-run Family to Family Health 
Information Center (FHIC). The purpose of the FHIC is to help families of children and youth 
with special health care needs (CYSHCN)—in particular, traditionally underserved families—
to understand and navigate various health care systems to ensure that they obtain the 
services and supports for which they are eligible. In addition, the FHIC will expand the 
Grantee’s capacity to offer advocacy training and education, which is available through its 
Parent Training and Information Center, and to extend its current mission to include a focus 
on health care.  

The grant was awarded to Massachusetts Family Voices at the Federation for Children with 
Special Needs. Massachusetts Family Voices is a state chapter of Family Voices, a national, 
grassroots organization of parents and their professional partners brought together by a 
common concern for CYSHCN. The Federation for Children with Special Needs is a nonprofit 
agency that informs, educates, and empowers families of CYSHCN.  

Results 

▪ The Grantee established the FHIC to provide free information, workshops, and technical 
assistance about health care financing options, public benefits, services and supports, 
and referrals to programs designed to help CYSHCN remain in the community. In 
addition, the FHIC collaborates with other grassroots parent organizations throughout 
Massachusetts to create opportunities for parent-professional partnerships and to 
address barriers to health care. Additional funding for the FHIC was received through a 
3-year award from the federal Department of Human Services, Maternal and Child 
Health Bureau, to expand and enhance the services developed under the grant. 

▪ FHIC staff collaborated with state agencies and other projects and organizations to 
develop family-friendly training materials, and then provided detailed training to parents 
throughout the State about public benefits, eligibility, the application process, how to 
support other families through the application process, and what to do when applications 
are denied. Staff also provided training on advocacy strategies and activities that 
promote a family’s ability to take part in all levels of decision making, from participating 
on their child’s medical team to serving on committees and task forces.  

▪ Using a parent-helping-parent model, FHIC staff mentored parents to work in different 
regions of the State to become a resource for other parents who are just beginning the 
process of navigating the complex health care system. Families are more likely to follow 
up in applying for programs they learn about from other families who have successfully 
obtained services for their own children and who have first-hand knowledge of each 
program’s advantages and disadvantages. If a family decides not to apply for a service, 
it is an informed decision—often as a result of a costs/benefits analysis based on 
materials and information provided by FHIC staff.  
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▪ FHIC staff created a listserv that is a valuable forum for sharing resources and 
information, asking questions, and hearing from the collective expertise of the diverse 
and growing membership. FHIC staff have linked many of the Massachusetts grassroots, 
parent-run projects to the FHIC website at http://www.massfamilyvoices.org/Links.html, 
and participants from these projects are active members of the listserv.  

▪ The FHIC hosts a free annual conference for families of CYSHCN. This is a day of 
networking and learning, which includes information about legislative advocacy, the 
Children’s Mental Health Legislation, Title V programs, cultural competence, and family 
partnerships with primary care physicians.  

▪ The FHIC collaborates with numerous state and New England regional entities on many 
initiatives to support CYSHCN. Examples include, but are not limited to, (1) partnering 
with the state Department of Public Health/Office of Oral Health to address the oral 
health needs of CYSHCN; (2) participating in a Central Massachusetts Medical Home 
Initiative that created a care coordination tool to be piloted with families of CYSHCN; 
(3) participating in the Partnership for Health Care Excellence to ensure that efforts to 
reduce medical errors include a focus on CYSHCN; and (4) contributing to the Family 
TIES of Massachusetts and Autism Consortium resource directories.  

Lessons Learned and Recommendations 

▪ Massachusetts’s Health Reform legislation (Chapter 58: An Act Providing Access to 
Affordable, Quality, Accountable Health Care) expanded health insurance options for 
State residents, but the application for all programs is through the single Medical Benefit 
Request Form (MBR) used for all MassHealth (Medicaid) programs, which slows down the 
approval process. Additionally, it appears that many MassHealth customer service 
representatives do not have adequate training to answer questions from families of 
CYSHCN, because many were given incorrect information about program eligibility. 

 FHIC staff have prepared families to anticipate this problem by providing information to 
enable them to enroll in a more timely fashion in the Medicaid premium assistance and 
the Medicaid buy-in for families programs. However, it would be helpful if the State 
simplified the application process.  

▪ Because the State Department of Public Health (DPH) Title V program funds separate 
initiatives for parents, DPH initially felt it was unnecessary to partner with the FHIC. 
However, FHIC staff developed individual partnerships with Title V projects, which led to 
successful collaborations, such as parent trainings, sharing of resources, and broader 
participation in the project listserv. Thus, it would have been better had the FHIC and 
DPH developed a partnership earlier in the grant project and worked more closely to 
share information about each other’s programs and combine training opportunities.  

▪ Massachusetts state legislation mandates that the seven state agencies administering 
programs for persons with disabilities create annual family support plans that are 
developed with "substantial consultation" with their clients. FHIC staff interviewed 
liaisons from each agency about how they solicit consumer input, collated the results, 
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and created a summary of “best practices,” which they shared with each agency and 
with parents.  

 As a result of these interviews, FHIC staff recommended the following to the Executive 
Office of Health and Human Services for ensuring substantial consultation: (1) create a 
family advisory council and alternative ways to participate if families cannot attend 
council meetings in person, such as conference calls; and (2) conduct paper and online 
surveys. FHIC staff would also like to see each state disability agency hire a family 
member of a child with a disability as a consultant to the programs they offer.  

Products 

Outreach Materials 

FHIC staff developed and distributed brochures (in English, Spanish, and Portuguese) 
describing the FHIC’s services, as well as local, state, and federal health care information for 
families of CYSHCN, and materials designed for those with limited English proficiency.  

Educational Materials 

FHIC staff developed a Public Benefits Training Curriculum to educate families about the 
Massachusetts Medicaid system. The training materials focus on four programs, with 
particular attention to the program for which middle income families of children who meet 
the federal definition of disability could be eligible. Continued training will be funded by the 
new FHIC grant and will be updated periodically to reflect changes in premium structure and 
eligibility.  

FHIC staff also developed a resource brochure that describes single points of entry into 
systems that serve CYSHCN, tip sheets for families to expedite the MassHealth application 
process, brochures about various programs, and numerous informational and resource 
articles on a wide range of topics (e.g., the Family Opportunity Act, dual eligibility and 
Medicare Part D, the SCHIP reauthorization, mental health services).  

 





 

New Mexico 

Primary Purpose  

The grant’s primary purpose was to increase families’ ability to understand, choose, and 
obtain health care services and community supports for their children and youth with special 
health care needs (CYSHCN). The grant was used to fund educational and training activities 
and the development of family to family networks to provide mentors and resources for 
families of CYSHCN who are entering the health care system for the first time, or for those 
who are having difficulty navigating the system and obtaining information and services.  

The grant was awarded to Parents Reaching Out (PRO), a statewide nonprofit organization 
that works through a network of programs to promote informed decision making and 
advocacy and to provide education, resources, and networking opportunities for families to 
connect with and support each other. The organization’s mission is to support all families, 
including those who have children with disabilities and “hard-to-reach” families, such as 
Spanish-speaking families, homeless families, and very poor families.  

Results 

▪ Parents Reaching Out established a Family to Family Health Information Center (FHIC) 
that offers educational opportunities and consultation on how to access health care 
services and supports for CYSHCN. In particular, the FHIC helps families to understand 
their rights and become better informed about the SSI program, New Mexico’s Medicaid 
programs, private health insurance options, managed care providers, and transitioning 
adolescents to adult health care services.  

 The FHIC also offers consultation and training to health care professionals, and brings 
the family perspective to policy discussions through its work with local, state, and 
national advisory boards of agencies and service providers. For example, project staff 
and FHIC volunteers were involved in the multiyear effort to create the Mi Via self-
direction waiver option, and to enact hearing aid legislation to ensure that children who 
are deaf or hard of hearing receive hearing aids.  

▪ Project staff collaborated with the project Advisory Committee, Children’s Medical 
Services (Title V), and the state Department of Health, Long Term Services and Early 
Intervention Division, to develop training modules on the FHIC topics listed in the first 
bullet above, and provided workshops for families—including rural, underserved, and 
culturally/racially diverse families—and for health care professionals and other 
stakeholders. The workshops focused on eligibility requirements and ways to navigate 
and access each health care benefit program (e.g., by understanding available benefits, 
how to obtain referrals, and appeal and grievance procedures). 

▪ Project staff recruited and trained 19 family members throughout the State to become 
volunteer Health Information Parent Specialists (HIPS), who assist other families in 
similar situations and advocate for improved services for CYSHCN. The FHIC coordinator 
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and family liaison provide ongoing technical support and assistance to the HIPS by 
telephone and e-mail, and through monthly conference calls and consultations at the 
annual Parents Reaching Out conference. The HIPS are provided stipends to offset the 
cost of volunteering.  

▪ Project staff expanded the PRO resource center by developing, purchasing, cataloguing, 
warehousing, and disseminating relevant periodicals, fact sheets, and audio and video 
materials. All publications were written at a 6th grade reading level, to ensure 
understandability, and were translated into Spanish. These resources include information 
about Medicaid, SSI, waiver programs, state managed care providers, private insurers, 
community resources, health promotion, transportation, income support, access to 
respite care, quality issues, local health care providers, and consumer/family-directed 
care. They also expanded the PRO website to include these topics and added links to 
other relevant sites.  

▪ Project staff cross-trained staff from other PRO programs (Parent Training Information 
Center and Parent Information and Resource Center) to incorporate in the workshops 
that they offer throughout New Mexico information on Medicaid waivers and how to 
obtain basic benefits from the health care system. 

Lessons Learned and Recommendations 

It is critical that families share their stories in a variety of forums so that policy makers 
understand the impact of their decisions on CYSHCN. The FHIC intends to recruit and train 
families on program and policy issues related to CYSHCN and help them to develop their 
stories. The FHIC will also continue to educate professionals about how best to include 
families in decision making about their CYSHCN. 

Products 

Project staff created the outreach and educational materials listed below, all of which are 
available in both Spanish and English and are posted on the PRO website 
(http://www.parentsreachingout.org). 

▪ Fact sheets educate families on a wide range of topics and also serve an outreach 
function for the FHIC. The topics include Advocacy and Health Care; Developmental 
Disabilities waiver; Early and Periodic Screening, Diagnostic, and Treatment; Handling 
Medical Appointments; Health Insurance Portability and Accountability Act; Medicaid; Mi 
Via (the State’s new self-direction waiver option); Parents’ Questions for Their Child’s 
Doctor; Preparing Your Child for Visits to the Doctor; Preventing Medical Errors; SSI; 
Teen Scene: Communicating with Doctors or Health Care Providers; and Transition 
Health Care. 

▪ Know Your Options: A Comparison Guide for Home and Community-Based Waivers in 
New Mexico includes information about options and eligibility criteria to help families 
make informed decisions about services and supports for their CYSHCN. 
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▪ A Guidebook to Supplemental Security Income provides facts about the rights of children 
with disabilities. (The guidebook does not provide legal advice.) A resource section is 
included that lists agencies, other print materials, and websites that provide more 
information about SSI and Social Security Administration programs.  

▪ The New Mexico Developmental Disabilities (DD) Waiver Application Handbook provides 
information to help families begin completing the application paperwork, and the New 
Mexico Developmental Disabilities (DD) Waiver Allocation Handbook provides 
information about starting waiver services after receiving notice of an available funding 
slot on the DD waiver.  

▪ Telling Your Story is a workbook to help families gather their thoughts and experiences, 
prioritize their ideas, and be effective in communicating their family’s needs. The 
workbook also serves as a tool families can use to educate the public, policy makers, 
providers, and other families about issues important to CYSHCN, about family-centered 
services, and the policies and strategies that are working well for families. 

▪ The Book of Acronyms provides the full names of the most commonly used acronyms 
and abbreviations, with definitions for words that families may encounter as they 
navigate the health care system, and the early intervention, education, and special 
education systems. 

 





 

New York 

Primary Purpose  

The grant’s primary purpose was to increase understanding of and improve access to 
appropriate health care resources for children and youth with special health care needs 
(CYSHCN) by (1) developing educational materials and training for parents of CYSHCN, 
(2) building parents’ leadership and advocacy skills to enhance their capacity to improve 
health policies and practices, and (3) developing a network of Health Care Resource Parents 
to provide support and information to other parents of CYSHCN.  

The grant was awarded to Parent to Parent of New York State (NYS), a statewide network of 
14 offices staffed by regional coordinators (who are also parents of CYSHCN); the network 
also includes more than 1,200 volunteer parents. The organization works closely with the 
NYS Office of Mental Retardation and Developmental Disabilities, thereby giving parents a 
voice in service planning and implementation. 

Results 

▪ Parent to Parent of NYS was designated as a Family to Family Health Information Center 
(FHIC), which helps parents of CYSHCN keep their children at home and in community 
settings by ensuring that they have access to necessary support services. The FHIC also 
helps parents take an active role in their child’s medical care and treatment by providing 
information and training to help them become more knowledgeable about available 
services and supports and to develop partnerships with health care professionals.  

▪ FHIC staff established an Online Training Center to enable individuals to strengthen their 
advocacy skills at a pace and time that meets their needs and established a Health 
Information web page, which was accessed 5,745 times during the grant period 
(http://www.parenttoparentnys.org/Family2Family/familytofamily.html). They also 
served 182 families and trained 22 Health Care Resource Parents—those who have 
enhanced their knowledge about advocacy and access to health care and share this 
knowledge with other parents—on a range of topics.  

▪ An interactive online Medically Fragile Families Network was established to disseminate 
and share information regarding children who have complex medical needs and require 
skilled nursing care. This e-group is a place where parents can connect with and support 
one another across the State by posting questions and sharing resources, comments, 
and stories. By the end of the grant period, the group had 57 members. 

▪ Project staff developed a Health Care Record Keeping Notebook that parents can use to 
record their child’s medical history, health care providers’ contact information, phone 
conversations with medical professionals, insurance policies and correspondence, 
education/school documents, and other information relevant to their child. If the family 
moves or changes doctors, the family can share the notebook with the new doctor and 
other providers before official records are forwarded.  
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 The Notebook, which has been translated into Spanish, is available in all Parent to 
Parent of NYS offices and can be downloaded from the website. Individual training is 
available for parents who want to further their skills in using the Notebook. By the end 
of the grant period, the Notebook was accessed on the website more than 2,000 times, 
and 78 families were trained in its use. 

▪ Project staff developed and piloted an internal electronic record-keeping system for data 
gathering in the 14 regional offices, which was implemented statewide in 2008. They 
also developed and disseminated numerous fact sheets, tip sheets, articles, and 
booklets, which were distributed in hard copy through the regional offices; the materials 
were also accessed through the FHIC website more than 15,000 times during the grant 
period.  

▪ Project staff established a monthly Links Digest that offers active Internet links to 
information relevant to families of CYSHCN (e.g., advocacy, financing issues, and 
Section 504 legal requirements for schools to provide services related to health 
conditions). The Links Digest is distributed to more than 2,300 e-mail addresses. 

Lessons Learned and Recommendations 

▪ Using the Internet to disseminate materials to a large number of stakeholders has been 
a successful strategy. 

▪ The national coalition (e-group) of Family to Family Health Information Centers, which 
was developed with the technical support of the national Family Voices organization, is 
an excellent communication method, enabling FTF Grantees nationwide to share best 
practices. 

Products 

Parent to Parent of NYS added a section to its statewide brochure about the new FHIC, and 
developed tools that are used daily in the regional offices. These include the Health Care 
Record Keeping Notebook, the monthly Links Digest, and other print publications (in English 
and Spanish) that are also available online as follows: 

▪ Fact Sheets and Tip Sheets on various topics (e.g., Coping and Stress Reduction, Medical 
Prescription Tips, Financial Aid Fact Sheet) are available in pads of 50 sheets or as a 
download from http://www.parenttoparentnys.org. 

▪ Booklets include Advocating Through Letter Writing, Understanding Health Insurance, 
and Guide to Understanding Supports and Services Administered by the NYS Office of 
Mental Retardation and Developmental Disabilities. 

More than 206,000 printings of information and education materials were completed during 
the grant period.  
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FHIC staff developed four modules for the Online Training Center as follows: 

▪ Advocacy Skills and Techniques helps parents to advocate effectively for their child in 
the health care system by learning the steps necessary to advocate in person, on the 
phone, and in writing. 

▪ Health Care Record Keeping teaches the importance of having medical information in 
one easily accessible place and how it can help parents advocate for their child.  

▪ Home Medical Care teaches parents how to keep their home as a home and not a 
hospital and how to be an effective health care employer in the home. 

▪ Parent-Professional Collaboration teaches parents the elements of family-professional 
collaboration and how to work as a partner with professionals in order to have their 
child's needs understood and met. 

 





 

North Carolina 

Primary Purpose 

The grant’s primary purpose was to establish an information and referral system that 
effectively connects families of children and youth with special health care needs (CYSHCN) 
to available health care and community services and supports by (1) increasing the amount 
of information, education, and training available to these families; and (2) providing 
information, training, and technical assistance to organizations and agencies to enhance 
their capacity to serve CYSHCN and their families. 

The grant was awarded to The Exceptional Children’s Assistance Center (ECAC), a private 
nonprofit parent organization committed to improving the lives and education of all children 
through a special focus on children with disabilities. The ECAC is one of the oldest federally 
funded parent training and information centers in the country and has four geographically 
dispersed offices throughout the State, with more than 40 staff. 

Results 

▪ The Exceptional Children’s Assistance Center established a Family to Family Health 
Information Center (FHIC) as an ECAC project with a dedicated and knowledgeable staff. 
During the grant period, the FHIC had 10,421 contacts with families and professionals—
when responding to requests for information and through attendance at trainings, 
meetings, and conferences. The FHIC also developed relationships with Title V state 
agencies and other national, state, and local agencies serving families of CYSHCN. The 
FHIC will be sustained with funding from the federal Department of Human Services, 
Maternal and Child Health Bureau. 

▪ In the first year of the grant, project staff conducted statewide surveys, focus groups, 
and interviews with all stakeholders—including those representing urban, rural, and 
culturally diverse families—to identify the agencies and organizations currently providing 
information, education, or referral, and to categorize the types of information and 
services they provide. After identifying information gaps and prioritizing needed content 
areas, project staff developed basic information packets on a variety of topics. In 
addition to producing new materials, staff drew on available resources, particularly those 
provided by FHICs in other states, to develop the information packets.  

▪ Project staff conducted workshops for parents on a range of topics, such as mental 
health services, the medical home concept, and youth transitioning to adult health care, 
and developed a train-the-trainer education program called Navigating the Mental Health 
System, targeted to the staff of organizations and agencies serving CYSHCN from 
culturally diverse and underserved families.  

▪ During the second and third years of the grant, project staff conducted several trainings 
on a wide range of topics, including Health Consumer Rights and Related Laws; Publicly 
Funded Health Programs (e.g., Early and Periodic Screening, Diagnosis, and Treatment; 
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Medicaid; Medicare; SSI; Title V); Private Health Insurance; and Prescription Assistance 
Programs.  

 These trainings were conducted with members of the Special Needs Federation, the 
Family Advisory Council, and other statewide organizations. Most trainings for parents 
were held in conjunction with a local agency or support group, and agency staff 
participated in the training along with the parents. The staff at these agencies were then 
able to help parents who could not attend the training. This work helped to ensure that 
parents received consistent, accurate information.  

▪ Project staff added an FHIC project page (http://www.ecac-parentcenter.org) to the 
ECAC website where families could obtain fact sheets, monthly newsletters, check out 
books from the library, order free information packets (many available in Spanish), 
check on a workshop, or communicate with a staff member.  

▪ FHIC staff introduced the new center to staff who run the state Medicaid programs, but 
the Medicaid staff never asked FHIC staff to provide input about programs serving 
CYSHCN. To encourage a partnership, FHIC staff continue to approach the State’s 
Division of Medical Assistance and are always open to communication with them. FHIC 
staff have included several of the Division’s staff on the FHIC mailing lists and are 
working with a group that is supporting a Medicaid buy-in initiative for adults and for 
children. 

Lessons Learned and Recommendations 

▪ For families unable to participate in support group activities or attend meetings, monthly 
e-newsletters from the FHIC are an excellent method for providing information. FHIC 
staff are also developing contacts through faith-based groups and schools to reach 
additional families (e.g., those without access to a computer).  

▪ The State needs to implement a Medicaid buy-in program for CYSHCN. 

Products 

Project staff developed brochures, fact sheets, PowerPoint presentations, and packets of 
information (most of which is in Spanish and English) that include the following topics: 
Children’s Special Health Services, Health Care Advocacy for Parents, Health Care 
Transition, Health Consumer Rights and Related Laws, Health Insurance Overview, Low 
Cost/Free Clinics Prescription Assistance Programs, Medicaid waiver programs, Medical 
Home, Navigating and Negotiating Child/Adolescent Mental Health and Developmental 
Disabilities Services, and Public Health Programs. 

The FHIC also publishes a monthly electronic newsletter called The Beacon that provides 
parents with website links, resources, information, and activities related to health care for 
CYSHCN. The newsletter, distributed to more than 2,000 families as well as professionals 
serving families of CYSHCN, generates many calls to the FHIC for additional information. 

 

http://www.ecac-parentcenter.org/


 

North Dakota 

Primary Purpose 

The grant’s primary purpose was to develop a Family to Family Health Information Center 
(FHIC) to provide assistance to families in obtaining the full range of services and supports 
for their children and youth with special health care needs (CYSHCN) by (1) ensuring that 
all families of CYSHCN have access to the information, resources, and training they need to 
be knowledgeable and effective navigators of their child’s system of care and to make 
informed decisions about services and supports; and (2) improving and increasing education 
and training opportunities to enable families of CYSHCN to advocate for programs and 
policies that are responsive to their needs. 

The grant was awarded to Family Voices of North Dakota (FVND), a statewide nonprofit 
grassroots advocacy network of families and professionals dedicated to obtaining family-
centered, comprehensive, coordinated, and culturally competent care for all CYSHCN. FVND 
promotes the inclusion of families as decision makers at all levels of health care and 
supports essential partnerships between families and professionals. 

Results 

▪ A Family to Family Health Information Center was established within Family Voices of 
North Dakota to provide information, training, and support networks that families and 
their children need to access health care services. The FHIC will continue its activities 
with funding from the federal Department of Human Services (Maternal and Child Health 
Bureau) and the North Dakota Department of Health (Title V, Children’s Special 
Services). 

▪ The FHIC maintains a toll-free line 24/7, and during the grant period, staff assisted 929 
parents and 627 professionals, by providing information about community resources, 
health care financing, legislation, medical home, service denials, problems with services, 
early screening and early intervention services, youth in transition, and more. 

 Beyond providing individual assistance to families and professionals, staff provided 
education, training, and support to both family members and professionals through 
meetings, workshops, conferences, support groups, and other gatherings. During the 
grant period, staff were involved in 607 activities across the State with more than 
15,000 participants, which included 42 trainings with 1,343 individuals. All meetings and 
materials incorporated culturally relevant information and representation. 

 Staff also provided outreach to Native American reservations, military bases, and 
refugee populations in North Dakota, and to faith-based organizations and 29 other 
organizations working with people who have disabilities.  

▪ FHIC staff partnered with many organizations and agencies across the State, including 
other CMS grantees, by serving on the North Dakota Disabilities Advocacy Consortium’s 
advisory boards and task forces. As a result of these partnerships, and advocacy by 
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families, many of whom received FHIC training, North Dakota became the first state to 
pass the legislation needed to implement the Medicaid buy-in program authorized by the 
Family Opportunity Act. Families also advocated for a new Section 1115 demonstration 
waiver for children, for which the State has applied, that will cover up to 15 medically 
fragile children. 

▪ Staff developed a survey to provide information on how families view the health care 
system for CYSHCN in North Dakota in order to identify what is working and what needs 
improvement. Information from this survey was disseminated to all agencies and service 
providers and was also distributed to Medicaid work groups and to the interim 
committee of legislators studying CYSHCN.  

Lessons Learned and Recommendations 

▪ North Dakota has set the income eligibility limit for the Medicaid buy-in program at 200 
percent of the federal poverty level (FPL). This needs to be increased to 300 percent FPL 
as allowed by Congress. The income eligibility limit for the State Children’s Health 
Insurance Program, which is set at 140 percent FPL, also needs to be increased.  

▪ Congress and CMS should not make any changes that would negatively affect the Early 
and Periodic Screening, Diagnosis, and Treatment (EPSDT) mandate. 

▪ Because many families and health care providers do not know about the EPSDT 
program, more education about it—including requirements and services—is needed.  

▪ Even with the Medicaid buy-in program and the new Medically Fragile waiver, many 
children with disabilities and/or chronic illnesses are not eligible for any program, in part 
due to eligibility criteria or because they do not have a cognitive disability. As a result, 
families incur enormous financial debt to obtain the services they need. To address this 
problem, the State should implement a Katie Beckett option in the State Medicaid 
program, which the FHICs believe would improve coverage for children with special 
health care needs.  

Products 

▪ Project staff developed numerous outreach and educational materials on many topics, 
including, but not limited to, Cultural Diversity, Family-Centered Care and Family 
Involvement, Understanding the Individuals with Disabilities Education Act, Medical 
Homes, Parent Leadership and Coordination, Parent-Professional Collaboration, Public 
Policy Advocacy, Record Keeping, Transition to Adult Care, and Understanding Medicaid. 
The materials are available on CD, on the website (http://www.fvnd.org) and also in 
print for those who do not have computer access. 

▪ The FHIC developed and is disseminating a weekly electronic newsletter to help families, 
and the professionals working with them, to better understand issues and resources 
related to health care for CYSHCN. By the end of the grant period, 2,245 individuals 
across the State were receiving the e-newsletter.  
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▪ A North Dakota Families Stories booklet was created with more than 30 family stories 
about health care systems, what works and what is not working, in order to demonstrate 
the need for the Family Opportunities Act. 

 





 

Utah 

Primary Purpose 

The grant’s primary purpose was to establish a Family to Family Health Information Center 
(FHIC) that will (1) increase access to health care services by providing information and 
education to families of children and youth with special health care needs (CYSHCN) and 
also to existing information and referral programs, service providers, and other 
stakeholders; and (2) develop new family advocacy and interagency relationships and 
strengthen existing ties with community-based, local, state, and national organizations. 

The grant was awarded to Utah Family Voices at the Utah Parent Center, an award-winning, 
federally funded nonprofit Parent Training and Information Center that helps CYSHCN to live 
productive lives as included members of their community by providing accurate information, 
empathetic peer support, valuable training, and effective advocacy based on a philosophy of 
parents helping parents. 

Results 

▪ The Grantee established a Family to Family Health Information Center that provides 
information to a wide range of people about a variety of health topics through meetings, 
websites, listservs, newsletters, handouts, and presentations. FHIC activities will 
continue with funding from the federal Department of Human Services, Maternal and 
Child Health Bureau. 

▪ FHIC staff made presentations about the needs of CYSHCN and their families to pediatric 
medical residents, advanced practice nursing students, and trainees in the Utah Regional 
Leadership Education in Neurodevelopment Disabilities program, which includes health 
care professionals from 13 different disciplines.  

▪ FHIC staff provided assistance to both families and professionals by e-mail and 
telephone, and through workshops and conferences. During the grant period, families 
requested help to (1) find payment for medical care, (2) learn about early intervention 
services, (3) find another parent with whom to talk, (4) work with public agencies, and 
(5) find resources. Professionals received assistance in locating resources and also 
participated in activities that provided the family’s perspective. 

 In addition, FHIC staff facilitated and attended individual case conferences for families 
whose child has multiple complex needs that require coordination across several care 
systems. The average time spent with these particular families was 7 hours per month, 
and included individual consultation with the family, home visits, meetings with key 
agency staff, case study presentations, creative problem solving, and research.  

▪ FHIC staff provided education to families about the appeals process and about public 
comment and hearing periods, which has resulted in families becoming involved in 
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effective advocacy for their children and knowing how to use their right to appeal 
Medicaid and other health care funding denials.  

 A positive change that occurred in July 2007, as a result of various meetings with key 
stakeholders and Medicaid staff, was an agreement by Medicaid to send letters of service 
denial or reduction directly to the family as well as to the provider; doing so enables the 
family to gather additional information about medical necessity and to make a timely 
appeal.  

 The FHIC also provided stories and data to advocacy coalitions working to educate the 
Utah Legislative Medicaid Interim Committee on the children and families that will be 
affected by any cuts to the Medicaid program and on the need for implementation of the 
Family Opportunity Act.  

▪ FHIC staff developed The Utah Care Notebook as an organizing tool for families who 
have CYSHCN. The Notebook is available in English and Spanish and helps families keep 
track of important health care information, prepare for appointments, list providers’ and 
community organizations’ contact information, and file and share their child’s health 
history. The FHIC received requests from pediatric medical residents for the Notebook 
and also shared it with other resource centers for them to use as a template when 
developing a similar tool. 

▪ FHIC staff partnered with the Utah Department of Health, Oral Health program, to 
administer a survey to families of CYSHCN to identify barriers to dental care. Surveys 
were also administered to dental providers throughout the State to assess their 
willingness to treat CYSHCN, as well as Medicaid-eligible children generally. 

 Education for both providers and families—and the successful advocacy efforts to 
increase Medicaid reimbursement rates to dentists—resulted in the addition of dental 
providers’ names to a resource directory developed through the grant of medical, dental, 
and other health care providers willing to treat Medicaid-eligible children.  

▪ FHIC staff partnered with the Emergency Medical Services for Children and the Utah 
Collaborative Medical Home project to develop an Emergency Information Form that will 
identify CYSHCN in an emergency or natural disaster situation. The form went online in 
March 2007 to help start a database for emergency personnel to locate individuals with 
special health care needs.  

Lessons Learned and Recommendations 

▪ Participating on local and state committees, councils, and boards is a valuable method 
for presenting the views and perspectives of families of CYSHCN when working with 
others to bring about systems change and to inform policy development. Also, having a 
broad representation of constituents, including consumers, advocacy groups, and 
providers spreads the workload and provides credibility and validity to advocacy efforts.  
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▪ Families have voiced major concerns about lack of access to health care services 
because they are underinsured or considered uninsurable. Many have incomes too high 
to qualify for Medicaid but not enough to cover services to meet their child’s medical and 
developmental needs. Implementation of the Medicaid buy-in option authorized by the 
Family Opportunity Act would solve this problem.  

▪ States need to take steps to remove the many service barriers faced by families of 
CYSHCN: (1) waiver waiting lists and enrollment caps; (2) private insurance exclusions 
of needed services and insurance caps; and (3) ambiguous Medicaid regulations that 
result in denials of services such as private duty nursing, durable medical equipment, 
and medical nutrition, which are difficult for families and their providers to appeal.  

Products 

Project staff produced brochures, PowerPoint presentations, fact sheets, and informational 
packets that continue to be updated regularly. Topics include, but are not limited to, the 
following: Disability Resource Books, Effective Communication and Advocacy Skills, 
Emergency Preparedness, Family Centered Care in the Medical Home, Getting and Keeping 
Health Insurance in Utah, Health Care Transition, Hospice and Palliative Care for Children, 
and Justifying Medical Necessity.  

Staff also developed a biweekly electronic newsletter that reaches more than 3,000 parents 
and professionals—a number that continues to increase. The newsletter gives information 
on upcoming events, resources, public policy, and other relevant information that affects 
families of CYSHCN. 

 





 

West Virginia 

Primary Purpose 

The grant’s primary purpose was to (1) establish an information and referral system that is 
effective in connecting families of children and youth with special health care needs 
(CYSHCN) to available health care and community services and supports, (2) educate 
families about health care options, (3) promote the philosophy of self- and family-directed 
services and supports, and (4) collaborate with other organizations. 

The grant was awarded to West Virginia Parent Training and Information, Inc., a nonprofit 
agency that operates the statewide federally funded Parent Training and Information Center 
to promote partnerships among parents and professionals and to empower parents of 
CYSHCN in their roles as decision makers and advocates for their children. 

Results 

▪ The Grantee established the People’s Advocacy Information and Resource Services 
(PAIRS) Center to serve as a source of health care information for families of CYSHCN, 
and to promote a greater awareness of the need to advocate for services. Despite the 
grant project’s many achievements, an application for continued funding was 
unsuccessful, and the PAIRS Center was unable to continue its activities when the grant 
ended. Another Family to Family funding application has been submitted and is currently 
under consideration.  

▪ PAIRS staff created a project website with a “chat room” facility and implemented a 
statewide toll-free information line staffed by parents of CYSHCN. The project also 
indirectly provided support to more than 1,000 individuals through listserv activities. 

▪ PAIRS staff developed and provided training on self-directed supports, obtaining services 
in the community, and promoting positive health options for CYSHCN to more than 500 
family members across the State in conjunction with other activities already occurring in 
the community (e.g., health fairs and conferences).  

▪ PAIRS staff provided information on national models of community-based options to 
local, regional, and state health care organizations, including the three medical schools 
and the West Virginia Chapter of the American Academy of Pediatrics, and also provided 
training to staff at West Virginia Advocates and 135 staff at the Harrison County Special 
Education Department. 

▪ PAIRS collaborated with Family Leadership First to establish peer-to-peer networks in 
communities across the State, and with Northern West Virginia Center for Independent 
Living, West Virginia Center for Excellence in Disabilities, and ADAPT West Virginia to 
promote the philosophy of self-directed services.  
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▪ There was a shift in strategy about halfway through the grant period when project staff 
realized that it was just as important to take action as it was to train people in self-
determination. This shift created the activities and enduring changes listed below. 

– PAIRS staff organized public meetings to promote a Money Follows the Person (MFP) 
policy and participated in the design of the Transition Initiative, a state alternative to 
the MFP initiative (when the state did not receive a federal MFP grant). PAIRS staff 
provided information to the Governor's office and the Olmstead office to assist in the 
establishment of this program. 

– PAIRS and ADAPT West Virginia developed and distributed fact sheets to individuals 
and family members across the State regarding the changes to the mental 
retardation/developmental disabilities (MR/DD) waiver and how the new assessment 
process may affect individuals’ supports. 

– PAIRS collaborated with the West Virginia University School of Journalism to create a 
5-minute video (Fighting to Breathe) and succeeded in having a registry developed 
to keep track of people who have to leave the State because of the lack of ventilator/ 
respirator services.  

– PAIRS helped to ensure that consumers were represented on the West Virginia 
Medical Services Fund Advisory Council. 

Lessons Learned and Recommendations 

▪ Recommendations and reports are insufficient to bring about systems change. To 
improve the service system for CYSHCN, a champion within state government is needed: 
someone who is willing to implement the recommendations and make the needed 
changes. 

▪ More consumer input is needed in the policies governing services and supports for 
people with disabilities, and families need to learn to be advocates for their CYSHCN. 

▪ Because the State’s MFP grant application was declined, West Virginia implemented a 
Transition Initiative. Although this is an important step, it is not sufficient. The State 
needs an MFP policy. 

Products 

▪ More than 2,000 copies of a flyer describing the PAIRS project were distributed 
statewide, and numerous 1-page handouts were created on topics ranging from the 
MR/DD waiver to proposals to redesign Medicaid policy regarding out-of-state care for 
people using ventilators and respirators.  

▪ A 5-minute documentary on people who need ventilator/respirator services trying to live 
in their communities was developed and distributed.  

▪ A series of technical papers were submitted to the Governor's office regarding both the 
proposed MFP policy and the Aged and Disabled waiver program. 
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Section One. Overview 

Medicaid beneficiaries are generally unable to accumulate meaningful savings, which 

presents a major barrier to optimal community participation. Medicaid beneficiaries (and 

parents of minor children) who direct an individual budget that allows them to purchase 

goods, services, and supports to meet their needs and enhance their independence, have 

expressed the desire to save for major purchases that would enhance their quality of life. 

However, such savings are considered assets that could result in a loss of eligibility for 

Medicaid, Supplemental Security Income (SSI), Social Security Disability Income (SSDI), or 

any other federal assistance program. 

The Administration’s FY 2005 budget included a proposal to establish the Living with 

Independence, Freedom, and Equality (LIFE) Account Savings Program. One type of LIFE 

Account under consideration when the Systems Change LIFE Account Feasibility and 

Demonstration grants were awarded would give Medicaid beneficiaries in self-direction 

programs the option to do the following: (1) retain a portion of savings from their self-

directed home and community-based services individual budgets at year end, (2) save 

earnings from employment, and (3) accept limited contributions from others. 

The purpose of the LIFE Account Feasibility and Demonstration grants was to provide funds 

to states to conduct studies to assess the feasibility of implementing LIFE Account Savings 

Programs within which eligible Medicaid participants can build savings without affecting their 

eligibility or benefit levels for Medicaid, SSI, SSDI, or other federal assistance programs. 

CMS offered these grants with the understanding that federal enabling legislation is needed 

to implement a LIFE Account Savings Program as originally proposed. 

New Hampshire and Wisconsin received LIFE grants. The primary goal for both Grantees 

was to complete a feasibility study and implementation plan for a LIFE Account Savings 

Program. The Grantees were restricted to developing a modified LIFE Account program that 

works under existing law. A major focus of their studies was to identify the eligible 

population and assess their interest in Life Accounts, their ability to save, and barriers to 

saving. Another focus was to identify barriers to expanding self-directed services options 

with individual budgets, which provide the basis for accumulating savings. 

Section Two contains summaries of each Grantee’s major accomplishments, enduring 

changes, challenges, and lessons learned/recommendations.  

 





 

 

Section Two. Individual LIFE Grant Summaries 

 





 

New Hampshire 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop a feasibility study for and a plan to create a 
Living with Independence, Freedom, and Equality (LIFE) Accounts savings program. The 
grant had eight major goals: (1) to assess possible demand, potential and actual ability to 
save, and barriers to saving for individuals and families who self-direct Medicaid long-term 
services and supports; (2) to survey individuals who direct their services to determine 
interest in LIFE accounts and produce a report; (3) to use the survey findings to inform 
development of a LIFE accounts feasibility study and implementation plan and host a 
conference to solicit feedback on these plans; (4) to develop an implementation plan for a 
sustainable LIFE Accounts savings program; (5) to host policy forums and presentations to 
educate project staff and stakeholders on relevant policy and program issues (e.g., 
Individual Development Accounts, Section [§] 1115 and 1915[c] waivers, §1902[r][2]); 
(6) to develop a web-based training module on self-directed services and related savings 
and asset-building vehicles; (7) to develop marketing materials and supporting information 
templates and fact sheets for a train-the-trainer module; and (8) to develop and 
disseminate a monograph describing work under the New Hampshire LIFE Account grant. 

The grant was awarded to the University of New Hampshire, Institute on Disability (IOD). 
The Center of Community Economic Development and Disability at Southern New 
Hampshire University, a member of the UNH-IOD University Center of Excellence, 
coordinated the project and was responsible for the outputs and outcomes of the project. 

Results  

To determine the feasibility of developing LIFE accounts, grant staff and project partners 
developed a LIFE account feasibility assessment and potential implementation plan based on 
an analysis of tax, Social Security Administration, and asset-building policies as well as 
program design activities. The analysis found that several different vehicles either increase 
resources available for savings or increase assets through savings (i.e., Individual 
Development Accounts, the Earned Income Tax Credit, Plans for Achieving Self-Support, 
and Employability Accounts for Medicaid Buy-In programs). However, these vehicles are 
often restricted to specific target groups and preclude participation without a source of 
earned income.  

To determine how many individuals would be currently eligible to participate in a LIFE 
Account savings program and to gauge their interest, grant staff contracted with the Center 
for Community Economic Development and Disability to conduct a survey using a 
convenience sample to identify the proportion of persons directing their own services who 
would be interested in a LIFE account.  

The original plan for the survey project was to obtain access to individual Medicaid data 
from the Department of Human Services for self-directing consumers, but this was not 
possible for several reasons. First, the state Institutional Review Board (IRB) presented 
many obstacles to linking data from the Medicaid program and survey respondents. After 
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three attempts to obtain approval from the state IRB, the grant project director, in 
conjunction with the CMS project officer, decided instead to proceed with a convenience 
sample through Other Qualified Agencies (OQAs).  

Second, three of the largest agencies administering self-direction programs participated in 
the survey via direct mail to their clients. However, because consent to participate in the 
survey was required, and consent was not provided prior to survey implementation, project 
staff did not have access to telephone records to make repeated requests for participation. 
Community partners assisted with participation recruitment as best they could, but the 
response rate remained low, at 16 percent among participating agencies. 

Later in the project cycle, other OQAs were asked to participate in the study but reported 
that they had few clients currently directing their services. At least two other larger 
agencies declined to participate in the survey because two other research studies targeting 
the same population were being conducted at the same time and the agencies reported that 
clients were “overwhelmed” by the invitations and the time demands. 

According to Medicaid eligibility and claims data, as well as administrative data sets at the 
Bureaus of Elderly and Adult Services and Developmental Services, approximately 900 
Medicaid participants were directing their own services in New Hampshire at the time the 
consumer survey was administered. Because individual data from the Medicaid program 
were unavailable, it was not possible to determine the specific demographic characteristics 
of the respondents, beyond which program they were in. 

As a result of all these issues, only 94 persons responded. Approximately 79 percent 
indicated a desire to participate in a LIFE account savings program if one were to become 
available. Participants in Home Supports, the Developmental Disabilities waiver, and the 
Acquired Brain Disorder waiver indicated the highest interest, whereas those in the Elderly 
and Chronically Ill waiver indicated less interest. 

Among those who responded, 39 percent indicated interest in saving for a vacation, 
whereas 34 percent would save for home modifications, and 36 percent for home 
ownership. Savings from Social Security benefits (54 percent), Medicaid (49 percent), and 
contributions from friends and/or family members (47 percent) were identified as the top 
three sources for saving in LIFE Accounts.  

Despite interest in the concept, in a budget-constrained environment many stakeholders 
found it difficult to justify providing funds for personal savings in LIFE Accounts that would 
otherwise go to provide services, thereby reducing the availability of service dollars to 
support other individuals and families who are on waiting lists for services. 

However, in keeping with the original CMS intent of LIFE Accounts, for “people to own LIFE 
accounts without disqualifying them from Social Security and Medicaid benefits,” the major 
barrier is the absence of federal enabling legislation to ensure that neither resources in or 
income from the LIFE Accounts will be counted in determining eligibility for SSI, SSDI, or 
any federal assistance program. Without such legislation, the only way to implement a LIFE 
account in the State is to increase Medicaid asset limits. Given the State’s significant budget 
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deficit, it is unlikely that the legislature will increase Medicaid asset limits because doing so 
would increase Medicaid enrollment. Grant staff will continue to advocate for the LIFE 
Account model when the economic and political climate improves enough to make them 
politically palatable. 

Because it is not possible to implement LIFE accounts under current federal and state law, 
grant staff revised the grant implementation plan to focus instead on educating persons 
with disabilities who qualify for Medicaid and Social Security benefits, including those who 
direct their services, about current saving options, such as Individual Development 
Accounts, Family Self-Sufficiency programs, Medicaid Buy-In savings provisions, and other 
means to maximize household incomes and work incentives. Grant staff developed multiple 
education and technical materials to inform consumers and professionals about existing 
work incentives and asset-building resources. They also conducted statewide forums to 
distribute these materials and to increase access to asset-building opportunities.  

In regard to increasing the number of individuals who self-direct all of their Medicaid, 
community-based, long-term supports to increase the number of participants who could use 
a LIFE account, the analysis identified several barriers. First, Medicaid participants report 
that their self-directed budgets do not always allow for payment of adequate compensation 
and fringe benefit packages to retain qualified and responsive workers. Because of 
inadequate pay and fringe benefits for direct care workers, many consumers find it difficult 
to locate and retain qualified workers. 

Second, many local agencies that provide developmental disabilities services support self-
direction in principle but report various rationales for not actively working to expand the 
number of people directing their services (e.g., additional administrative costs for self-
direction programs and Medicaid accountability requirements for the purchase of services 
and supplies). These rationales are sometimes based on misinformation, a lack of 
knowledge, or just a reluctance to change long-standing service delivery patterns. In 
addition, despite state policies that support self-directed services, Medicaid participants are 
not always aware of the options to direct their services, and some agencies are more 
actively engaged than others in providing this information. Thus, more education and 
training are needed. 

Individuals interviewed during the grant project suggested recommendations to address 
workforce barriers. Consumers, providers, self-advocates, and state staff all agreed that 
workforce issues should be addressed through recruitment strategies, job sharing, 
networking, and providing benefits to direct care and personal support workers. As reported 
by consumers, workers often have to provide services to two or three individuals in order to 
constitute full time, but even though they work full time, they are not necessarily eligible for 
benefits because the individuals they work for are in different programs.  

Carefully designed policies and procedures are needed to expand self-direction in ways that 
maintain participant autonomy, increase flexibility in hiring and scheduling workers, and 
enable the provision of health insurance and other benefits to workers. Doing so will help to 
increase workforce reliability and retention. 
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Additionally, consumers report that shift differentials need to be established for work on 
weekends, holidays, evenings, and during major inclement weather such as snowstorms, 
when reliable help is hard to find. Finally, developing a professional service that would 
recruit workers, field consumer calls to request workers, and maintain an active registry of 
workers searchable by specific characteristics could greatly facilitate self-direction. 

Lessons Learned and Recommendations 

▪ All Medicaid participants need savings to provide financial security. The targeting of LIFE 
accounts only for those who direct their services is not equitable. Future legislation 
regarding LIFE accounts should target all Medicaid participants.  

 Also, future legislation should provide tax incentives for third parties to contribute to 
LIFE accounts. Currently, friends and relatives can contribute to Special Needs Trusts 
and Pooled Trusts for beneficiaries with disabilities. However, these trusts are not tax 
advantaged, and many people do not have trusts simply because they do not have the 
resources to put aside for a loved one. Tax-advantaged savings accounts would allow 
third parties to save money on a beneficiary’s behalf and receive a tax credit for making 
deposits for an individual with a disability to purchase goods or services, consistent with 
the LIFE accounts concept and other asset-building programs. 

▪ Disability advocates, organizations supporting individuals with disabilities, Independent 
Living Centers, and federal and state administrators should work to leverage resources 
and partnerships in the asset-building arena, including Individual Development Account 
partners, Volunteer Income Tax Assistance sites, AARP tax aide clinics, local asset-
building coalitions, and work incentives specialties such as Plans for Achieving Self-
Support, Impairment-Related Work Expenses, and Medicaid Buy-In programs.  

 They can do this by promoting policies and projects at the state and national levels that 
will provide savings options, and linking and simplifying programs that serve different 
populations (e.g., people with disabilities or poor people generally) and increase the use 
of existing work incentive and asset-building programs. 

▪ CMS should fund more grants focused on asset building, which should also be a key 
component of the Medicaid Infrastructure grants. 

▪ In the absence of federal legislation to allow LIFE accounts, other federal and state 
policy changes would increase Medicaid participants’ ability to retain more income and 
resources to meet community living expenses. These include the following:  

– New Hampshire should change its 209(b) status to increase asset limits from $1,500 
to $2,500, so that Medicaid’s asset limits will not be more restrictive than SSI 
requirements.  

– The State should determine whether using the §1915(j) State Plan authority would 
facilitate the provision of Medicaid-reimbursable “goods and services” in participant-
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directed budgets, such as assistive technology and home modifications in waiver 
programs.  

– Congress should amend the Social Security Act to allow other uses for Individual 
Development Accounts. Currently, only first-time home ownership, business, or 
college savings are allowable in SSI and Medicaid programs. 

– Congress should increase the 5-year time limit in the Assets for Independence 
program, which are designed to motivate savings participation for asset 
accumulation purposes, including home ownership, college attendance, and business 
development. People with disabilities have difficulty meeting the 5-year limit because 
of minimal discretionary income from earnings, and also because of health-related 
factors that have a negative impact on their employment status (e.g., individuals 
with serious mental illness and other conditions characterized by exacerbations and 
remissions). The time limit needs to be increased to recognize the special 
circumstances of the disability population. 

– HUD should amend its policy on escrow accounts to include not only individuals with 
Section 8 housing vouchers but all individuals who reside in subsidized housing. The 
escrow option allows individuals who qualify for Section 8 vouchers to save toward 
goods and services needed to become more financially self-sufficient. When 
individuals are in 811 housing units, or other subsidized housing, they often have to 
wait a very long time before becoming eligible for a Section 8 voucher, which 
precludes their participation in the escrow option.  

– CMS should allow Ticket to Work reimbursements to provide a match for LIFE 
accounts. Payments from the Ticket to Work, rather than going exclusively to 
Employment Networks, and Vocational Providers, should be used to provide 
incentives for consumers to become more financially independent through work. By 
providing incentives for personal savings through earned income, the Ticket to Work 
program could match earning contributions to savings, similar to that of the IDA, so 
that individuals can fulfill their asset goals, while also reinforcing gainful employment 
outcomes. 

Key Products  

Educational Materials 

▪ The Center for Community Economic Development and Disability developed multiple 
education and technical materials to inform consumers and professionals about LIFE 
accounts.  

▪ Grant staff developed materials to educate consumers and professionals on savings 
methods: a BudgetWise newsletter; and a brochure series called Resources, 
Employment, Assets, and Learning (REAL) Opportunities, which includes individual 
brochures entitled Making Financial Connections; Taking Your Credit; Your Money, Your 
Choices; Building a Strong Future; and Back to Work.  
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▪ Grant staff also developed the Economic Opportunity for Persons with Disabilities 
Resource Maps to raise awareness among consumers and local professional 
organizations and to assist in finding financial security or social services. 

▪ The project developed policy briefs for consumers and professional organizations on tax 
policy, Medicaid policy, asset building, the state policy landscape, and self-directed 
services. 

▪ The Center for Community Economic Development and Disability developed a web-based 
training module, Making Financial Connections (http://www.snhu.edu/ccedd), to educate 
consumers about savings opportunities. The module has four parts: Your Money, Your 
Choices; Taking Your Credit; Back to Work; and Building a Strong Future. The web-
based training module includes technical materials that relate to each of the module’s 
components. These materials include Social Security Work Incentives, Savings and 
Budgeting, Asset Building, and Tax Credits.  

Reports 

The Center for Community Economic Development and Disability developed a monograph, 
LIFE: Results from New Hampshire’s LIFE Account Feasibility Study and Implementation 
Plan, which includes results from the key informant interviews, focus groups, and consumer 
survey. It also includes the technical briefs with recommendations for tax policy, state policy 
landscape, Medicaid policy, and asset development.  

 

http://www.snhu.edu/ccedd


 

Wisconsin 

Primary Purpose and Major Goals  

The grant’s primary purpose was to develop a feasibility study and implementation plan for 
a Wisconsin Living with Independence, Freedom, and Equality (LIFE) Accounts savings 
program. The grant had two major goals: (1) to identify an eligible population to participate 
in a future LIFE Accounts savings program; and (2) to develop and implement a consumer 
survey and consumer focus groups to determine interest in program participation and to 
identify barriers to employment, increasing savings, and financial independence. 

The grant was awarded to the Wisconsin Department of Health and Family Services.  

Results 

CMS required that only individuals who meet the Social Security Act (SSA) definition of 
disability be eligible for LIFE accounts, but the State’s database was not set up to identify 
individuals with only SSA-defined disabilities.  

To determine the number and demographics of the State’s population that would be 
currently eligible to participate in a LIFE Accounts savings program and to gauge their 
interest in doing so, grant staff identified 5,913 persons in Wisconsin who were eligible as 
Medicaid waiver participants in the Brain Injury waiver, Community Integration Program, 
the Community Options Program, the Wisconsin Partnership Program, or Family Care; 3,657 
of these participants direct their services.  

A contractor sent surveys to 5,913 participants; 1,523 responded and 718 of these direct 
their services; 54.7 were female with an average age of 57; the average male respondent 
was age 47. Nearly two-thirds of respondents (62.3 percent) expressed an interest in 
establishing a LIFE Account were the option available. Interest in LIFE Accounts was 
expressed to a greater extent among respondents who were able to complete the survey 
without assistance. 

The survey found that the most popular options for saving were to deposit money from 
monthly benefit checks and a portion of the money remaining from their Medicaid budget. 
The most common items that people would like to save for include a vacation, home 
modifications, devices to improve communication, dental care, and a home.  

Participants identified the following barriers to saving: low income, the complex interactions 
among the rules of different benefit programs, and a lack of readily available and easily 
understandable information about the rules regarding Medicaid asset/income limits.  

The Department planned to develop a feasibility study and implementation plan for a new 
LIFE accounts program that would allow consumers to save 50 percent of total annual 
savings in their self-directed budget in an individual LIFE account. However, with the 
statewide expansion of the State’s managed long-term services and supports program 
(Family Care), the Department decided early in the grant period that savings would not be 
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allowed to accrue to the individual as Family Care expanded, and grant staff were unable to 
develop a LIFE Account program with features that differed from those of Family Care. To 
alter state policy, increased time and funding would have been necessary. 

Subsequently, a contractor conducted eight consumer focus groups around the State to 
identify potential methods for increasing savings for people with disabilities in the absence 
of LIFE accounts. Given participants’ very low incomes, they noted that they would have 
minimal savings, and meaningful savings could accrue only if matched through an Individual 
Development Account (for those who work). The focus group findings are being used in a 
new project under the State’s Medicaid Infrastructure grant, Asset Development and Self-
Sufficiency Project, which was awarded for 2009. 

In regard to increasing the number of individuals who self-direct all of their Medicaid 
community-based long-term supports in order to increase the number of participants who 
could use a LIFE account, grant staff noted that there were no major barriers to doing so. 
As noted above, Wisconsin is expanding its managed long-term services and supports 
program statewide, and this program allows and encourages self-direction of services. 
Though expansion has been slowed because of budget deficits, it is ongoing, and Family 
Care will eventually replace many of the existing waiver programs. 

Lessons Learned and Recommendations 

▪ State officials should review state program policies regarding self-direction and advocate 
more strongly for self-directing participants to be able to use savings from their 
individual budgets to purchase items that increase their independence and community 
access. 

▪ States should provide incentives for participants to have Independence Accounts under 
Medicaid buy-in programs. Independence Accounts are essentially LIFE Accounts, and 
individuals in buy-in programs have work incentives and a greater ability to accrue 
savings from their earnings. At the time of enrollment in the Wisconsin Medicaid Buy-In 
program, an independence account can be designated if it is valued at less than 
$15,000. 

 However, currently in Wisconsin, Independence Accounts are not portable across 
Medicaid programs, so if participants have to stop working and remain eligible for 
Medicaid under a different eligibility category, they will need to spend down the assets 
they saved. 

▪ States should amend their State Plans to raise Medicaid asset limits and increase asset 
disregards as permitted under federal law. Current limits ($2,000 for an individual and 
$3,000 for a couple or family) have not been increased in more than a decade. Allowing 
Medicaid participants to have more assets would give them greater financial security, 
independence, and flexibility to meet their needs. 

▪ If CMS plans to fund further initiatives related to LIFE Accounts, it should create a LIFE 
account waiver demonstration to allow funds from participant-directed budgets to be 
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used to increase participants’ access to the community and to enhance their 
independence.  

Key Products  

Reports 

▪ A contractor developed a report describing the survey methods and results: Living with 
Independence, Freedom, and Equality (LIFE) Account Savings Program Demonstration 
Project Survey. 

▪ A contractor developed a report describing the focus group methods and results: Living 
with Independence, Freedom, and Equality (LIFE) Account Savings Program Focus Group 
Project Summary. 

 



 

Appendix 
 

Real Choice Systems Change Grants for Community Living  
Reports on the FY 2004 Grantees 

I. Formative Research Reports 

Real Choice Systems Change Grant Program: Fourth Year Report  

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. The report summarizes findings from the Year Two annual reports of 

48 FY 2003 Grantees, the Year One annual reports of 42 FY 2004 Grantees, and the Year 

Two and Year One annual reports of the 9 FY 2003 and 10 FY 2004 Family to Family Health 

Care Information Center Grantees, respectively. Data from the 16 FY 2003 Feasibility 

Grantees’ Year Two annual reports were also analyzed and included. The report describes 

grant activities in three major long-term care (LTC) systems areas: (1) access to long-term 

services and supports; (2) services, supports, and housing; and (3) administrative and 

monitoring infrastructure. For each of the focus areas, the report describes Grantees’ 

accomplishments, illustrates the challenges, and discusses consumers’ roles in the 

implementation and evaluation of activities. Available at: 

http://www.hcbs.org/moreInfo.php/doc/1668. 

Real Choice Systems Change Grant Program: Fifth Year Report 

This report describes the 52 FY 2004 Grantees’ accomplishments and progress, using 

information provided by the Grantees during the reporting period October 1, 2005, to 

September 30, 2006. The report summarizes findings from the Year Two annual reports in 

three major long-term care systems areas: (1) access to long-term services and supports; 

(2) services, supports, and housing; and (3) administrative and monitoring infrastructure. 

The report also provides illustrative examples of the challenges Grantees have faced as they 

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

these activities. Available at: http://www.hcbs.org/moreInfo.php/doc/1935. 
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II. Topic Papers 

Real Choice Systems Change Grant Program: Activities and 
Accomplishments of the Family to Family Health Care Information and 
Education Center Grantees 

This paper describes the activities of the 19 Grantees funded in FY 2003 and FY 2004 by 

CMS and 6 Grantees funded in FY 2002 by the Maternal and Child Health Bureau. Family to 

Family Health Information Centers assist families of children with special health care needs. 

This paper describes grant implementation challenges and accomplishments, and provides 

information that states and stakeholders will find useful when planning or implementing 

similar initiatives. Available at: http://www.hcbs.org/moreInfo.php/doc/1570. 

Real Choice Systems Change Grant Program: Improving Quality 
Assurance/Quality Improvement (QA/QI) Systems for Home and 
Community-Based Services: Experience of the FY 2003 and FY 2004 
Grantees 

The purpose of this report is to inform the efforts of states that are trying to develop and 

improve QA/QI systems by describing and analyzing how selected Systems Change 

Grantees went through this process. Nine out of the 28 states with QA/QI grants were 

selected for detailed analyses for this report, which focused on their efforts in six areas: 

administrative technology and information technology, designing service standards, 

discovery, remediation, workforce, and the provision of public information. Available at: 

http://www.hcbs.org/moreInfo.php/doc/2397. 

Real Choice Systems Change Grant Program: Initiatives of the FY 2004 
Mental Health Systems Transformation Grantees 

This publication describes the activities of the 12 Grantees that received Mental Health 

Systems Transformation grants in FY 2004. These grants focused on increasing the use of 

evidence-based and recovery-oriented practices in states’ mental health services systems. 

The report discusses the challenges Grantees faced and how they addressed them, and 

describes their accomplishments and the enduring systems improvements they made. The 

report provides information that will be useful for states and stakeholders planning, 

implementing, or expanding similar initiatives. Available at: 

http://www.hcbs.org/moreInfo.php/doc/2674. 
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III. Summaries 

Summaries of the Systems Change Grants for Community Living—FY 2004 
Grantees 

This document provides a 6- to 8-page summary of the grant applications for each FY 2004 

Research and Development Grantee.28 The 39 grants are grouped in the following 

categories: Mental Health Systems Transformation, Quality Assurance and Quality 

Improvement in Home and Community-Based Services, Integrating Long-Term Supports 

with Affordable Housing, Rebalancing Initiative, Portals from EPSDT to Adult Supports, and 

Comprehensive Systems Reform. Available at: 

http://www.hcbs.org/moreInfo.php/doc/1224.  

 

 

 
 
28 Michigan’s Mental Health Systems Transformation Grant is not included in the Summaries because 

the grant had not yet been awarded at the time the Summaries were prepared. 

http://www.hcbs.org/moreInfo.php/doc/1224
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