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Overview of Respite for Adults and Children Grants 

Whether caring for a minor child or an aging parent, caring for a family member with a 

disability or long-term illness can be highly stressful and time consuming. In addition to the 

physical and emotional stress of providing care—sometimes 24 hours a day, 7 days a 

week—caregivers can experience financial difficulties due to loss of employment as well as 

marital and family difficulties. Because respite care can significantly reduce caregiver stress, 

it is the service most often requested by family caregivers to enable them to continue caring 

for a family member with a disability or long-term illness at home to prevent or delay an 

out-of-home placement. 

Currently, respite services can be covered by Medicaid only when provided under HCBS 

waiver programs, many of which have waiting lists. In FY 2003, CMS funded two types of 

Respite grants through the Systems Change Grants Program: Respite for Adults and Respite 

for Children. Respite for Adults grants were awarded to four states as listed in Exhibit 6-1. 

Exhibit 6-1. FY 2003 RFA Grantees 

California Ohio 

New York Rhode Island 

 

Respite for Children grants were awarded to six states as listed in Exhibit 6-2. 

Exhibit 6-2. FY 2003 RFC Grantees 

Alabama Michigan 

Arkansas Oregon 

Maryland Rhode Island 

 

The purpose of the Respite grants was to enable states to conduct studies to assess the 

feasibility of developing respite services for caregivers of a specific target group—such as 

elderly persons or children with developmental disabilities—through a Medicaid program or 

using other funding sources. In addition to conducting feasibility studies, Grantees were 

permitted to develop projects that could lead to a future Medicaid respite program. 

The remainder of this section provides brief summaries for each of the Respite Grantees, 

focused on the results of their study, their lessons learned, and their recommendations.  

 





 

 

Individual Respite for Adults Grant Summaries 

 





 

California 

Primary Purpose  

The grant’s primary purpose was to (1) develop recommendations for approaches the State 
can use to implement and evaluate a new respite benefit under Medi-Cal (the state Medicaid 
program) for informal caregivers of individuals with adult-onset cognitive impairment; and 
(2) to develop and disseminate a policy framework for ensuring that family caregivers are 
involved in the development of policies that affect them so that their needs will be 
recognized and addressed.  

The grant was awarded to the California Department of Mental Health, which subcontracted 
with the Family Caregiver Alliance to implement the grant. (Contractor staff are called grant 
staff.)  

Results 

The feasibility study, entitled The California Study on a New Respite Benefit for Caregivers 
of Adults with Cognitive Impairment, included a review of national Medicaid data on respite 
programs; a comprehensive analysis of California’s Medicaid-funded respite programs; and 
a literature review and interviews with experts on ethics, policy, and caregiving. This study 
informed the development of recommendations for expanding respite services throughout 
the State.  

Although the feasibility study included 15 recommendations, the 4 key policy 
recommendations that could be applicable in many states are the following: 

 Amend the State’s HCBS waivers to include respite services. 

 Improve information and data collection systems to enable them to collect the data 
needed to conduct a risk assessment of caregivers of persons with adult onset, cognitive 
impairments. The Health and Human Services Agency should require all appropriate 
state departments to commit to using a uniform, systematic data collection method 
when they are updating strategic or other internal plans.  

 Cover respite service, and conduct a risk assessment of family caregivers in all nursing 
home diversion projects. 

 Urge CMS to review Medicaid regulations to determine whether it is possible to increase 
states’ flexibility to support caregivers of Medicaid participants. 

Grant staff also developed a public policy framework to support family caregivers. They 
convened a small group of technical experts to discuss ethics and public policy related to 
family caregiving, and developed a policy framework for dissemination to policy makers, 
relevant state departments and advisory committees, advocates, and family caregivers. 
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Lessons Learned and Recommendations 

 Family caregivers must be included as key stakeholders in all long-term services and 
supports policy and planning discussions at the state level. 

 More uniform protocols for operating respite programs should be adopted, addressing 
service definitions, data collection, eligibility, and triggers for receiving service. 
Currently, they vary across Medicaid waiver programs.  

Products 

The Family Caregiver Alliance produced a final grant project report, The California Study on 
a New Respite Benefit for Caregivers of Adults with Cognitive Impairment, which includes 15 
recommendations for specific changes to state policies.  

In addition, the Department of Mental Health produced A Policy Framework to Support 
California’s Family Caregivers, which contains a set of principles and values to guide public 
policy development and implementation. Both reports will serve as a starting point for 
discussions about increasing support for family caregivers, in particular, increasing the 
availability of respite service. The reports can be obtained from the California Department of 
Mental Health, 1600 9th Street, Room 151, Sacramento CA 95814; (916) 654-3890; 
e-mail: dmh.dmh@dmh.ca.gov; website: http://www.dmh.cahwnet.gov/.  

 

http://www.dmh.cahwnet.gov/


 

New York 

Primary Purpose  

The grant’s primary purpose was to determine the feasibility of developing and 
implementing a model of respite care for caregivers of adults that supports both Medicaid 
eligible and non-Medicaid eligible individuals’ ability to remain in the community by 
lessening the emotional and physical hardships of their caregivers.  

The grant was awarded to the New York State Department of Health, which subcontracted 
with Navigant Consulting, Inc., to conduct the grant’s research activities. (This summary 
refers to Department and contractor staff as grant staff.) 

Results 

Grant staff conducted a comprehensive feasibility study to identify potential service delivery 
models for respite for adults. The study included review and analyses of current state 
policies, respite models in other states (including direct payment/voucher models), state 
statutes and regulations, and other relevant materials. They also facilitated five regional 
town hall meetings across the State for consumers, caregivers, providers, and government 
entities involved in providing long-term services and supports to obtain input on their 
concerns about respite care and the need for respite care across New York State. Grant staff 
also prepared a survey of consumers and caregivers to gather information regarding their 
needs, and 245 surveys were completed and returned. 

The final report recommended several self-directed respite service models, including an 
individual budget option, that warrant further evaluation. Department staff will assess 
operational policy considerations specific to New York that would need to be taken into 
account in developing and implementing any future respite initiatives. 

Lessons Learned and Recommendations 

Any discussion of new initiatives in long-term services and supports requires input from the 
broadest possible range of stakeholders to ensure a balance of opinions, preferences, and 
recommendations. Rather than seeking stakeholder input on a general topic, presenting a 
specific model or multiple models to stakeholders for their consideration will help to obtain 
more targeted and constructive input. 

Products 

Navigant Consulting, Inc., prepared a report that analyzes the current availability of respite 
care for caregivers of adults in New York and discusses respite care models to meet 
anticipated caregiver needs. The report also contains recommendations for the State 
regarding new respite programs. The State will use the information presented in this report 
to inform efforts to balance the State’s long-term services and supports system.  
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Ohio 

Primary Purpose  

The grant’s primary purpose was to determine the feasibility of restructuring the State’s 
Medicaid waiver program for seniors—Pre-Admission Screening System Providing Options 
and Resources Today (PASSPORT)—to provide respite services for caregivers. The grant was 
awarded to the Ohio Department of Aging and was subcontracted to SCRIPPS Gerontology 
Center of Miami University for implementation. (Contractor staff will be referred to as grant 
staff.)  

Results 

The feasibility study found that although the PASSPORT waiver does not include a specific 
respite service, case managers have a respite strategy that they use when establishing 
service plans (i.e., they take into account how much informal support participants are 
receiving and increase services accordingly based on the informal caregiver’s unavailability 
for specific periods). For example, if a caregiver is unavailable for a week or more, the 
participant could use adult day services during this period. 

Because the majority of PASSPORT participants have at least one active caregiver and the 
average cost of serving a waiver participant is less than that of a nursing home, the study 
concluded that any additional investment in the respite strategy would save the State 
money, and proposed a plan to ensure the provision of respite in the program. The study 
report recommended several approaches, including (1) continuing the current “de facto” 
strategy but ensuring that it is used consistently so that all participants have access to 
services when their caregivers are unavailable; (2) providing institutional respite as a 
specific service; and (3) providing a flexible funding mechanism so participants can 
purchase what they need, including increased services when their regular caregiver is 
unavailable. 

When the Passport waiver was being renewed, the Grantee conducted focus groups to 
determine what service participants and their families would like added to the waiver. At 
that time, the State was considering adding institutional respite (i.e., authorizing a stay in a 
nursing home for a specific period when a caregiver is unavailable). However, focus groups 
revealed that participants placed a higher priority on nonmedical transportation and nursing 
facility transition services. They also wanted the State to raise the asset limit above the 
current $1,500 threshold. Based on this feedback, the State decided not to add institutional 
respite to the waiver, but instead added a service called “community transitions” (basically 
“goods and services”) that is restricted to individuals leaving nursing facilities who will be 
receiving waiver services. 

The State also decided to provide more training to case managers about the waiver’s de 
facto respite strategy, that is, ensuring that all case managers adopt an approach to service 
planning that involves informal caregivers, documents the hours of care they are providing, 
and includes provision for increased services during periods when informal caregivers are 
unavailable. The State’s goal is to ensure that case managers use a consistent approach so 
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that participants receive comparable services. This de facto respite strategy can help to 
prevent institutionalization because many waiver participants—particularly those with 
extensive needs—would be unable to live in their homes without informal caregivers.  

The State continues to use vouchers for small amounts (e.g., $200) in its Alzheimer’s 
Respite Program (funded with state funds), and counties use vouchers in their respite 
programs (funded through county property tax levies). 

Lessons Learned and Recommendations 

Conducting focus groups prior to waiver renewal to obtain participant and family input on 
the changes they would like to see provided the State with valuable insights about the 
services they value.  

Products 

The SCRIPPS Gerontology Center of Miami University completed a study entitled Real 
Choices: A Caregiver Respite Strategy for the State of Ohio. The report outlines options for 
adding respite services to the PASSPORT program. The report is available at 
http://www.units.muohio.edu/scripps/research/publications/Real_Choices.html.  

 

http://www.units.muohio.edu/scripps/research/publications/Real_Choices.html


 

Rhode Island 

Primary Purpose  

The grant’s primary purpose was to conduct a feasibility study to determine the most 
effective and efficient methods for providing respite care in the State’s waiver programs. 
Respite services are defined as short-term services that provide relief to allow the informal 
primary caregiver to continue at-home care for the recipient. 

The grant was awarded to the Department of Human Services, Center for Adult Health, and 
was subcontracted to Affiliated Computer Services, Inc., a company that provides health 
care management and administrative support to Rhode Island’s Department of Human 
Services Medicaid Program. (This summary refers to contractor staff as grant staff.)  

Results 

Grant staff conducted a comprehensive study of respite care to identify service needs, gaps, 
and barriers. The study included a literature review, data analysis, and the results of focus 
groups with program participants, their families, and other stakeholders (e.g., service 
providers, advocates, consumer advisory councils, and state policy makers).  

Grant staff and consultants determined the best ways to coordinate public and private 
resources to provide respite services. Although specific Medicaid savings could not be 
calculated, the focus group members confirmed unanimously that respite will enable them 
to continue caring for their family members at home.  

The Rhode Island Medicaid Department designed a respite care benefit and developed 
implementation tools (e.g., credentialing process, provider agreements).  

As a result of these activities, the Department of Elderly Affairs added respite as a new 
service in the Elderly waiver when it was renewed in June 2007. The Department also 
developed and implemented a quality monitoring function for respite as part of the waiver 
quality review process, and added website capacity to enable participants who direct their 
services to recruit workers. 

Lessons Learned and Recommendations 

Input from program participants and family caregivers provided important information and 
guidance for developing respite services in Rhode Island. Eight individuals participated in a 
focus group. Because caregivers often had difficulty attending focus group meetings, grant 
staff also conducted in-person interviews with 12 individuals in their homes. Although this 
was costly, the results were well worth the investment because input from program 
participants and family caregivers is critical to the success of a respite program. 

Products 

Grant staff produced a comprehensive report on the grant project that describes the 
feasibility of expanding respite services for Medicaid-eligible elderly persons and younger 
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adults with physical disabilities. The report includes a summary of research on other states’ 
programs. The report has been shared with state policy makers and will be used to improve 
access to respite services in the State’s Section 1915(c) waiver. 



 

Individual Respite for Children Grant Summaries 

 





 

Alabama 

Primary Purpose  

The grant’s primary purpose was to determine the feasibility of developing and 
implementing a statewide respite care system for children with serious emotional 
disturbance (SED) and their families. The grant was awarded to the Alabama Department of 
Mental Health and Mental Retardation (hereafter, the Department). Alabama Family Ties, a 
nonprofit group, was a sub-Grantee. 

Results 

Alabama Family Ties and the Department collected information from consumers on their 
need for respite care. Results showed that 62 percent of families indicated they needed and 
would use respite care. In response, the Department drafted a definition of respite, 
developed criteria and billing rates for coverage of respite services, and made 
recommendations for certification standards.  

The Department implemented four pilot sites in the State for respite delivery through 
community mental health centers. Standards for training were established and approved, a 
training and certification system for respite care providers was developed, and the providers 
in the pilot sites were trained. The pilot sites are currently funded by the Department to 
serve a minimum of 15 children per year per site and are being monitored by the Respite 
Care Task Force through the evaluation process to determine the effectiveness of services. 
Staff from the Medicaid agency are members of the Respite Care Task Force, but the 
Agency has not yet amended the Medicaid State Plan to cover respite services.  

Lessons Learned and Recommendations 

 Family members were a driving force in maintaining momentum for the project. To 
encourage family participation, states should pay for their time to attend task force 
meetings in addition to providing a mileage and meal stipend.  

 The State should permanently expand the provision of children’s respite services by 
amending the Medicaid State Plan to include respite as a reimbursable service.  

Products 

 The Department collaborated with the Department of Human Resources to design a 
comprehensive training for respite care providers based on established practices, with 
the addition of specialized components in SED training, as well as a segment on 
developing support groups for families.  

 A Needs Assessment instrument was developed to survey the families and parents of 
children with serious emotional disturbance in Alabama. 
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 Grant staff prepared a report using statewide case management data to determine the 
number of residential treatments, in-home treatments, and outpatients, as well as costs 
of services by county and community mental health center. 

 



 

Arkansas 

Primary Purpose  

The grant’s primary purpose was to determine the feasibility of expanding the number of 
participants in Arkansas’s Title V Children’s Services respite program for children with 
special health care needs (CSHCN) from 132 to 275, and to increase self-reported consumer 
satisfaction with the program. The grant was awarded to the Arkansas Department of 
Human Services. The University of Arkansas for Medical Sciences/Partners for Inclusive 
Communities was a subcontractor on the grant. 

Results 

In the first year of the project, 2003, Medicaid funding for respite care through the Arkansas 
Title V Children’s Services program was sufficient to serve 275 families of CSHCN. However, 
because of multiple access barriers, only 132 families were served. 

Grant staff assessed the need for respite care and barriers to obtaining respite services by 
reviewing data from the Title V Respite program, conducting surveys and focus groups with 
families of CSHCN, and interviewing respite program administrators. Based on these 
activities, they recommended revised policies and procedures; developed projected use 
rates, cost projections, and cost savings resulting from program revisions; developed 
recommendations for further modifications based on an evaluation of the project; and 
identified funding sources for providing respite services. 

The State’s Nurse Practice Act, which required families to have a Registered Nurse (R.N.) 
approve all respite plans—whether or not medical care was needed—was identified as the 
chief barrier to participation in respite programs. As a result of the study’s conclusions and 
the efforts of other agencies, the legislature amended the Nurse Practice Act to allow 
families to delegate the care they provide to a person of their choosing without the need for 
R.N. approval.  

A complicated application process was identified as another barrier. By reducing the volume 
of paperwork required to apply for respite service and to document expenditures, more 
families were able to participate in the program. The number of families receiving services 
increased to 310 in 2007, with applications climbing markedly from 140 to 3,750.  

In response to families’ expressed needs, the program was expanded to include a broader 
range of family supports, allowing families to purchase additional services, such as 
equipment needed to care for the child at home, or to have the child or siblings attend 
summer camp or to take a family trip, thus helping the family to continue supporting the 
child in the family setting. Expanding the program in this manner increased satisfaction with 
the respite program.  

After the grant project’s first year, the Arkansas Medicaid program decided to eliminate 
funding for the Title V Respite program. However, the Title V Children’s Services director 
viewed the respite program as important to families and used Title V funds to continue 
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funding the program at the same level. Although continued funding is not guaranteed, the 
program is strongly committed to offering the service.  

Funding is clearly inadequate to meet the demand of 3,750 applications for 310 slots, and 
several families have expressed a need for more than $1,000 for respite/family support in a 
given year. The current level of support may be inadequate for many families to continue 
providing care in their homes. 

Lessons Learned and Recommendations 

 As the Title V program increased options for participants to direct respite care and family 
supports, both participation in and satisfaction with the program increased.  

 Funding should be increased to allow more families to receive respite services.  

 The supply of respite care providers with skills necessary to manage special health care 
needs is inadequate. Many families have difficulty finding respite caregivers with whom 
they are comfortable leaving their child. As a result, some families did not participate in 
the program, and others did not use their full allotment of care. The State should 
address the shortage of care providers by making respite care a service under the 
Medicaid State Plan and developing recruitment and training programs for respite 
workers. 

Products 

Grant staff developed a Resource Manual for Arkansas Respite that is designed for respite 
planners and includes a caregiver checklist as well as descriptions of programs in other 
states and contact information for the program directors. The manual is available from 
Partners for Inclusive Communities by calling (800) 342-2923.  

 



 

Maryland 

Primary Purpose  

The grant’s primary purpose was to conduct a feasibility study to inform the development of 
a model of respite care for Medicaid-eligible children under 18 with special health care 
needs, using a Medicaid-type delivery model. The grant was awarded to the Maryland 
Department of Health and Mental Hygiene, Mental Hygiene Administration. The Center for 
Health Program Development and Management at the University of Maryland, Baltimore 
County, was subcontracted to conduct the feasibility study. 

Results 

As part of the feasibility study, a review of state regulations that govern the provision of 
respite services was conducted, and a comprehensive listing of various Titles and Chapters 
that describe respite, as contained in the Code of Maryland Regulations (COMAR), was 
compiled and analyzed. Separate surveys polled providers of respite services and families of 
children with disabilities. The findings demonstrated a shortage of respite care resources for 
the State’s families. Available resources were fragmented—covered by several separate 
state and federal funding sources that have differing models, regulatory requirements, and 
eligibility criteria.  

A work group, composed of Maryland Caregivers Support Coordinating Council members 
and many other stakeholders and advocates knowledgeable about children’s respite services 
in Maryland, used the findings to develop a model that could be used as a basis for a 
demonstration project. Although children with serious emotional disturbance were the 
model’s target group, the model was designed to be expanded and/or replicated to cover all 
children with disabilities. 

In reviewing the regulations and designing a system that would meet the needs of a diverse 
target population, it became clear that services are often difficult to access because of 
multiple eligibility and statutory requirements. The model that was developed attempts to 
address some of the current challenges in the service delivery system by not only showing 
ways it could become more streamlined, but also by putting a greater emphasis on 
caregiver needs and outcomes.  

The model includes a system of levels based on the severity of disability, the cost of service 
delivery, and the potential for expanding the group that could be served if other financial 
options became available. The model assumes that a portion of the existing state respite 
funds will be used as the state match for a Medicaid waiver program and a smaller portion 
for individuals not eligible for the waiver program.11 The goal of the model is to create a 

                                           
 
11 The grant objective to develop a model as if it were a Medicaid service was a challenge because 

respite services were viewed as a support service rather than a therapeutic intervention and 
therefore not a stand-alone benefit allowable under the Medicaid State Plan. Although respite may 
be offered as a waiver service, waiver participants must meet institutional level-of-care eligibility 
criteria. 
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statewide program for respite services with a single point of entry for all eligible children 
with a disability. If the model were to be implemented, it would need to be further 
developed, and the State would need to address funding and sustainability, data 
management (including developing tools and measures that can be used across agencies), 
and system-level issues.  

Lessons Learned and Recommendations 

 Although it slows the process, it is essential that there be as much input and buy-in into 
efforts to bring about systems change as possible. Being inclusive promotes a greater 
awareness of the need for respite across systems and disability groups, a more 
concerted effort to support respite as a priority service, and avoidance of duplication of 
effort.  

 Under current regulations, Medicaid services must be directed solely at the eligible 
recipient. At the time the study was conducted, technical assistance providers and 
funding sources informed grant staff that because respite is primarily a support service 
to families, rather than a treatment service for children, it could not be billed through 
the Medicaid State Plan. This issue needs to be resolved because respite services benefit 
both program participants and their family caregivers. 

 The State should consider amending the Medicaid State Plan—as permitted under the 
Deficit Reduction Act of 2005—to offer home and community-based services, including 
respite, as a State Plan benefit. Although this option covers only individuals with 
incomes at or below 150 percent of the federal poverty level, it does permit states to 
provide services to individuals who do not meet the institutional level of care provided in 
a hospital, nursing home, or ICF-MR. However, the requirements outlined under the DRA 
for the content of the State Plan are complex, and the service cannot be limited to 
children. 

Products 

The Center for Health Program Development and Management prepared a report (Real 
Choice Systems Change Grants for Community Living: A Feasibility Study to Consider 
Respite Services for Children with Disabilities in Maryland) summarizing the findings and 
workings of the planning process that resulted in the demonstration model, while also 
making key recommendations for implementation. Complete reports of the regulation 
analysis and surveys, as well as documents supporting development of the model, are 
included in the report, which is available at http://www.dhr.state.md.us/oas/pdf/06feas.pdf. 

 

http://www.dhr.state.md.us/oas/pdf/06feas.pdf


 

Michigan 

Primary Purpose  

The grant’s primary purpose was to support the increase of Medicaid-funded respite care for 
children with developmental disabilities or serious emotional disturbance by (1) examining 
the feasibility of providing respite services as a Medicaid-covered mental health service, and 
(2) providing an implementation plan to phase in an array of respite services in Community 
Mental Health Service programs.  

The grant was awarded to the Michigan Department of Community Health, Division of 
Mental Health Services for Children and Families. Michigan Public Health Institute was a 
subcontractor on the grant. 

Results 

Grant staff conducted a needs assessment using surveys, interviews, and case studies to 
identify the options needed to provide a choice of respite services to families. Community 
Mental Health Service program administrators assisted them in researching the types and 
costs of respite services in various geographic locations in the State. Grant staff also 
identified needed modifications to the state data collection system to classify children with 
developmental disabilities as a specific population, and established processes for measuring 
caregiver well-being and children’s satisfaction with respite.  

The results of the needs assessment survey identified a level of need for respite services 
that far exceeds the ability of the Community Mental Health Service programs to meet 
them. However, because of Michigan’s ongoing fiscal crisis, the cost analysis and the 
recommendations developed through the needs assessment cannot be used effectively at 
this time to garner support for increasing resources for respite services.  

Nevertheless, although not a direct result of grant activity, respite is now a Medicaid-
covered mental health service in Michigan as a Section 1915(b)(3) waiver service—when 
medically necessary and identified through a person-centered planning process.  

Lessons Learned and Recommendations 

 The involvement of a stakeholder body that includes service users, advocacy 
organizations, and community mental health providers can greatly aid the creation of 
relevant, quality products that promote the use of respite services. 

 The Centers for Medicare & Medicaid Services should promote respite as a Medicaid-
covered service through the provision of information and technical assistance. 

Products 

 Grant staff produced A Family Guide to Respite, which provides information on the 
different types of respite care, how to obtain respite as a mental health service, and how 
to address health and safety issues with the respite care provider. A printed version of 
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the Guide was disseminated to agencies providing services to children with serious 
emotional disturbance and developmental disabilities; the Guide is also available on the 
Michigan Department of Community Health website 
(http://www.michigan.gov/documents/A_Family_Guide_to_Respite_139866_7.pdf). 

 The Family Support Workgroup of the Developmental Disabilities Council collaborated 
with grant staff to produce and distribute a respite brochure for service users that 
explains changes in funding for respite services. Respite Care for You and Your Family is 
available on the Family Support Workgroup website 
(http://www.bridges4kids.org/fswg/index.htm).  

 Grant staff developed a Field Guide to Respite as a tool to assist community mental 
health service providers in assessing and developing a quality respite program that 
meets the needs of the community.  

 

http://www.bridges4kids.org/fswg/index.htm
http://www.michigan.gov/documents/A_Family_Guide_to_Respite_139866_7.pdf


 

Oregon 

Primary Purpose  

The grant’s primary purpose was to conduct a feasibility study to determine whether 
Medicaid funding could be used to expand and improve existing respite care services for 
children with developmental disabilities. The grant was awarded to the Oregon Department 
of Human Services (DHS), Division of Seniors and People with Disabilities (SPD). The 
Human Services Research Institute (HSRI) was subcontracted to implement the grant. 

Results 

As part of the feasibility study, grant staff undertook activities that included (1) a review of 
state and national written materials, state and county data, and Oregon Administrative 
Rules; (2) family forums and face-to-face and telephone interviews with developmental 
disabilities program staff and case managers; (3) a statewide e-mail survey of organizations 
that serve children with developmental disabilities; and (4) a roundtable discussion with 
stakeholders and two structured discussion meetings with DHS and SPD staff.  

As the study progressed, it became apparent that it was difficult to examine respite services 
without considering them in the larger context of family support programs. As a result, 
study efforts broadened to consider larger issues pertaining to the Family Support and 
Lifespan Respite programs—and the role that Medicaid could play in helping to finance these 
programs—and to Oregon’s two Medicaid Model waivers: the Children’s Intensive In-home 
Supports waiver and the Medically Fragile Children’s waiver.12 

As a result of the study’s findings and recommendations, which are included in a final report 
prepared by HSRI, state executive and administrative staff agreed to (1) implement policy 
changes to increase access to respite and other in-home support services; (2) increase the 
capacity of counties and regional offices to provide respite; and (3) increase training and 
technical assistance for—as well as oversight of—service coordinators working with families 
whose children are enrolled in family support services. 

The State reviewed the option under the Deficit Reduction Act of 2005 to list respite services 
as a permitted service in the Medicaid State Plan but decided not to use this option because 
obtaining a third Model waiver would best meet the State’s needs at this time. The State 
has received CMS approval for a Model waiver to support children who have intensive 
physical health needs but are not technology dependent, including children who were 
already enrolled in family support and receiving substantial state resources. The Model 
waiver now serves these children with Medicaid funds which, combined with other budget 

                                           
 
12 These waivers provide intensive supports to children who are technology dependent or require 

intensive behavioral supports, respectively; the federal match for services provided through these 
waivers is about 60 percent. However, each waiver is limited to serving only 200 children at any 
one time and has strict eligibility criteria that screen out all but those with the most intensive 
service needs. Also, neither waiver supports children who have intensive physical health needs 
unless they also are technology dependent. 
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strategies and a modification of Oregon Administrative Rules, has enabled the State to 
reach more children and families with the limited funds available for respite care.  

Lessons Learned and Recommendations 

The willingness to adapt grant activities to respond to changes in federal and state policy 
during the grant period resulted in a more successful project and a greater commitment to 
future changes. 

Products 

The Human Services Research Institute prepared a formal report, In Support of Children 
with Developmental Disabilities and Their Families: Policy Options and Recommendations, 
that documents the activities, findings, and recommendations associated with the grant 
project. The report is available on the Home and Community-Based Services Clearinghouse 
website (http://www.hcbs.org/moreInfo.php/doc/1934). 

 

http://www.hcbs.org/moreInfo.php/doc/1934


 

Rhode Island 

Primary Purpose  

The grant’s primary purpose was to examine how Rhode Island could extend its current 
provision of respite services to children with developmental and other disabilities to a wider 
population of Children with Special Health Care Needs (CSHCN) and their caregivers. The 
grant was awarded to the Rhode Island Department of Human Services.  

Results 

Grant staff conducted a comprehensive needs assessment to determine the nature, scope, 
and magnitude of the need for respite care for families of CSHCN. The assessment included 
(1) a survey of parents currently receiving respite services under an existing Mental 
Retardation/Developmental Disabilities (MR/DD) waiver and through a state-funded respite 
program; and (2) a series of stakeholder meetings with advocates, families, and 
professionals to gather information both on the unmet need for respite and on what worked 
and did not work in the existing provision of respite services.  

Grant staff also assessed the current provision of respite services by public and private 
agencies, identified state legislation and Medicaid State Plan amendments or waivers 
needed to implement a broader respite care program, and drafted an implementation and 
evaluation plan. It was determined that the best strategy for providing respite as a Medicaid 
service was through a Section 1915(c) waiver.  

The Grantee submitted three Respite for Children waiver requests, which CMS approved in 
May 2007. Three separate waiver requests were submitted to meet CMS guidelines 
stipulating that waivers must be an alternative to a specific type of institution. The three 
waivers included one for children who needed a hospital or nursing home level of care, one 
for children who needed a psychiatric hospital level of care, and one for children who 
needed a level of care provided in an Intermediate Care Facility for the Mentally Retarded 
(ICF/MR).  

Each of these waivers provides a single service: respite. Once a child is enrolled in one of 
the three, the process and procedures for receiving respite are the same, and so the three 
waivers together are considered to constitute a single respite program. (A small number of 
children continue to receive respite under the MR/DD waiver.) Once enrolled, the child’s 
parent/guardian is assessed for the amount of respite needed by one of the four certified 
Comprehensive Evaluation, Diagnosis, Assessment, Referral, and Reevaluation (CEDARR) 
Family Centers.  

Previously, only about 100 families of CSHCN had been approved to receive state-funded 
respite care, and no new families could be added because of state budget constraints. 
Through the three waivers, the new respite care program can serve up to 400 children at 
any time.  
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Grant staff developed respite care agency certification standards, and five agencies had 
been certified by the end of the grant period. Because waiver quality assurance and safety 
requirements are included in the certification standards, quality has been significantly 
improved in the new respite program. All respite services are provided under the terms of 
an approved Respite Service and Safety Plan, which is developed by the family and the 
certified respite agency. The new program also features an online worker registry that can 
assist families in identifying and recruiting respite workers. 

To create a pool of respite workers to support families in their recruitment efforts, the 
respite agencies are required to undertake specific recruitment activities, which include the 
following: public relations efforts that increase the visibility of the need for respite; and 
specific targeted recruitment efforts to groups such as retired teachers, retired state 
employees trained to work with CSHCN, currently employed individuals trained to work with 
CSHCN who may want part-time work, classroom aides already employed in school 
systems; parents of disabled children who might be willing to offer support to other families, 
or parents whose children with special needs are now older and living independently; and 
college students. The new program features an online worker registry that can assist 
families in identifying and recruiting respite workers.  

The Grantee partnered with an existing multistate online Direct Support Worker registry 
(http://www.rewardingwork.org/) to support families in locating trained respite workers as 
well as to develop materials to recruit potential respite workers. These materials included 
brochures and posters describing Direct Support work in general, and Respite Care 
specifically, and directed interested parties to the Rewarding Work website in order to 
register as available workers.  

Because respite is designed to maximize the control and choice families have over the 
specifics of service delivery, the program uses a participant-directed approach, which 
assumes that the family is able to take on the primary responsibility of identifying a respite 
worker, developing a plan for use of the family’s allocated respite hours, providing child-
specific and home-specific training to the respite worker, and managing the paperwork to 
ensure that the worker is paid. The Department of Human Services conducted trainings for 
both the newly certified respite agencies and for the CEDARR Family Centers to assist 
families in learning about and applying for the program. 

Lessons Learned and Recommendations 

 Respite should also be provided as a non-waiver service to enable families whose 
children do not meet the waiver requirement of an institutional level of care to be 
approved to receive respite services. (The state-funded respite program has ended.) 

 If resources allow and it is demonstrated that the provision of respite can help prevent 
the need for more expensive services such as short-term institutional care or outpatient 
services, the Rhode Island Department of Human Services would recommend that the 
State consider adding respite as a Medicaid State Plan service, subject to appropriate 
oversight and monitoring.  
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Products 

Grant staff produced brochures and posters on the workplace registry, and developed 
training materials for families, respite agencies, and CEDARR Family Centers. They also 
developed respite agency certification standards, which are available on the Department’s 
website (http://www.dhs.ri.gov/dhs/famchild/respite_cert_standards.pdf). 

 

 

http://www.dhs.ri.gov/dhs/famchild/respite_cert_standards.pdf




 

Overview of Community-Based 
Treatment Alternatives for Children Grants 

Medicaid provides inpatient psychiatric services for individuals under age 21 in hospitals and 

extends this benefit to children in Psychiatric Residential Treatment Facilities (PRTFs). PRTFs 

are defined in 42 CFR Section (§) 483.452 as “a facility other than a hospital that provides 

psychiatric services to individuals under age 21, in an inpatient setting.” Over the last 

decade, PRTFs have become the primary providers for children with serious emotional 

disturbance (SED) requiring an institutional level of care.  

However, PRTFs are not recognized as institutions under §1915(c) of the Social Security 

Act, as are hospitals, nursing facilities, and intermediate care facilities for persons with 

mental retardation. Thus, states cannot offer §1915(c) waiver services as an alternative to 

PRTFs, which would enable children to remain at home with their families. Currently, federal 

policy allows home and community-based services to be provided as an alternative to PRTFs 

only under a §1115 research and demonstration waiver.  

In 2002, CMS considered proposing a statutory change to §1915(c) of the Social Security 

Act to designate PRTFs as institutions. When the change was not made, CMS then 

considered creating a demonstration program that would allow states to offer §1915(c) 

waiver services as an alternative to PRTFs, which also did not happen. 

Consequently, in FY 2003, CMS decided to fund Community-Based Treatment Alternatives 

for Children (CTAC) grants through the Systems Change Grants Program. The primary 

purpose of the grants was to help states determine whether it would be feasible to operate 

a §1915(c) waiver program if PRTFs were considered institutions (i.e., to determine whether 

states would have the infrastructure and services needed to make such programs work and 

be able to meet cost neutrality requirements). 

In addition to conducting feasibility studies, grants could be used to develop infrastructure 

for any future projects providing community-based treatment alternatives for children with 

SED who would otherwise require care in a PRTF. Grants were awarded to six states as 

listed in Exhibit 6-3. 

Exhibit 6-3. FY 2003 CTAC Grantees 

Illinois Mississippi 

Maryland  Missouri 

Massachusetts Texas  
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In 2005—during the CTAC grants’ second year—Congress passed the Deficit Reduction Act, 

which authorized the Community Alternatives to Psychiatric Residential Treatment Facilities 

Demonstration Grant Program to help states provide community-based service alternatives 

to PRTFs for children. In response, several of the CTAC Grantees used their grants to help 

them develop applications for a Community Alternatives to PRTF demonstration grant. In 

2006, CMS awarded $218 million in demonstration grants to 10 states, including 2 of the 

CTAC Grantees: Maryland and Mississippi.  

The PRTF grants will be used to develop demonstration programs that provide services 

under a §1915(c) waiver as alternatives to PRTFs. For purposes of the demonstration, PRTFs 

will be deemed to be facilities specified in §1915(c) of the Social Security Act. The 

demonstration may target individuals who are not otherwise eligible for any Medicaid-

funded, community-based services or supports. At the conclusion of the demonstration 

programs, states will have the option of continuing to provide home and community-based 

alternatives to PRTFs for participants in the demonstration under a §1915(c) waiver until 

these children and youth are discharged. 

These 5-year demonstration grants will assist states in their efforts to adopt strategic 

approaches for improving quality as they work to maintain and improve each child’s 

functional level in the community. The demonstration will also test the cost-effectiveness of 

providing home and community-based care as compared with the cost of institutional care. 

The remainder of this section provides brief summaries for each of the CTAC Grantees, 

focused on the results of their study, their lessons learned, and their recommendations.  



 

Individual CTAC Grant Summaries 
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Illinois 

Primary Purpose  

The grant’s primary purpose was to examine the feasibility of developing a Medicaid Section 
(§) 1915(c) home and community-based services waiver program as an alternative to 
residential treatment currently funded under the State’s Individual Care Grant (ICG) 
program, which supports care for children with serious emotional disturbance (SED). The 
grant was awarded to the Illinois Department of Human Services.  

Results 

Because psychiatric residential treatment facilities are not considered institutions for the 
purpose of providing home and community-based services for children with SED as an 
alternative through a §1915(c) waiver, the State analyzed whether a §1915(c) waiver could 
serve as an alternative to inpatient psychiatric hospital services. In Illinois, the annual cost 
for youth with psychiatric diagnoses severe enough to qualify them for an Individual Care 
Grant is $34,595. Given that inpatient hospital stays in Illinois are generally short, and 
longer-term institutionalization occurs in residential treatment facilities, the State concluded 
that it would not be possible to meet the cost-neutrality requirements of a §1915(c) waiver.  

The State considered applying for a psychiatric residential treatment facility (PRTF) 
demonstration grant, but the grant program required that only PRTFs be used to satisfy the 
cost-neutrality requirement of the demonstration grant. Because Illinois serves children with 
serious emotional disturbance in facilities without the PRTF certification, the State was 
unable to apply for a grant.  

Even though the State was unable to use a §1915(c) waiver to serve children with SED, the 
knowledge it gained through the Community-based Treatments Alternatives for Children 
(CTAC) grant activities informed several recommendations for strengthening the State’s ICG 
program for children with SED, all of which were enacted. For example, a case coordinator 
is now available for every family with an Individual Care Grant to help them obtain supports 
for their child. Additionally, the ICG program now covers the costs of a therapeutic 
recreation program for youth in residential placements who are on weekend home passes, 
allowing for better reintegration into community-based care. 

Recommendation 

Congress should amend §1915(c) of the Social Security Act to allow residential treatment 
facilities for children with serious emotional disturbance and psychiatric residential 
treatment facilities to be considered institutions so that children with SED can be served in 
§1915(c) waiver programs. 

Products 

The CTAC governance council produced a report describing the grant’s activities and the 
results of the feasibility study.  
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Maryland 

Primary Purpose  

The grant’s primary purpose was to examine the feasibility of developing a wraparound 
model of home and community-based services (HCBS) that could be funded through 
Medicaid, to provide a level of care for children with serious emotional disturbance (SED) 
comparable to that provided in psychiatric residential treatment facilities (PRTFs). If 
feasible, the State would develop an implementation and evaluation plan for the 
demonstration.  

The grant was awarded to the Maryland Department of Health and Mental Hygiene, Mental 
Hygiene Administration. The grant was subcontracted to the University of Maryland School 
of Medicine, Center for Mental Health Services Research, to implement the grant.  

Results 

Grant staff conducted a study, which determined that the HCBS wraparound model was 
feasible and provided information on how to develop and implement such a model, which 
would include outpatient mental health therapies, respite care, and in-home support 
services for youth and their families. The information was given to the State Departments of 
Education, Juvenile Services, Human Resources, Health and Mental Hygiene, and the 
Governor’s Office for Children.  

The study’s findings guided the State’s application for a CMS-funded psychiatric residential 
treatment facility demonstration grant and in December 2006 the state was awarded the 
grant to extend HCBS wraparound services to youth who meet the criteria for admission to 
a PRTF and are Medicaid eligible.  

Recommendation 

Congress should amend Section (§) 1915(c) of the Social Security Act to allow psychiatric 
residential treatment facilities for children with serious emotional disturbance to be 
considered institutions so that these children can receive home and community-based 
services through §1915(c) waivers.  

Products 

None. 

 





 

6-37 

Massachusetts 

Primary Purpose  

The grant’s primary purpose was to evaluate the feasibility of using a Section (§) 1915(c) 
waiver to provide community-based treatment alternatives for children with serious 
emotional disturbance (SED). The study included a review of other states’ §1915(c) waiver 
programs for this target population.  

The grant was awarded to the State’s Executive Office of Health and Human Services. The 
University of Massachusetts Medical School, Center for Health Policy & Research, was a 
subcontractor on the grant. (Subcontractor staff are referred to as grant staff.) 

Results 

Grant staff conducted an analysis of current service and reimbursement options and 
relevant Medicaid laws governing services for children with SED, in particular, those 
receiving care through the State’s Coordinated Family Focused Care (CFFC) program, to 
determine which services could be eligible for federal financial participation through a 
§1915(c) waiver program. (When the State applied for the Community-based Treatment 
Alternatives for Children [CTAC] grant, there was a discussion at the federal level about a 
possible statutory change that would allow psychiatric residential treatment facilities 
[PRTFs] to be considered an institutional level of care for purposes of determining eligibility 
for services under a §1915(c) waiver for certain targeted groups. However, the statutory 
change was never made.) 

Grant staff also interviewed staff in states with §1915(c) waivers for children with SED and 
states that use the Rehabilitation option to serve this population.  

The feasibility study determined that if PRTFs were considered to be institutions under 
§1915(c) of the Social Security Act, only a subset of CFFC participants might meet the level-
of-care criteria for §1915(c) waiver services.  

Lessons Learned and Recommendations 

• The success of §1915(c) waiver programs for children with SED would depend largely on 
the availability of qualified mental health providers in the community.  

• When considering whether to develop a §1915(c) waiver for children with SED, states 
should carefully balance the administrative costs of a waiver with the cost of providing 
waiver services for a relatively small number of waiver-eligible children with SED.  

Products 

The Grantee produced a report and corresponding presentation that describes grant 
activities, including findings and lessons learned from five states and a detailed analysis of 
the §1915(c) waiver as a feasible service delivery option for serving children with SED. 





 

6-39 

Mississippi 

Primary Purpose  

The grant’s primary purpose was to conduct a study to determine the feasibility of 
developing a Section (§) 1915(c) waiver program to provide home and community-based 
services (HCBS) for children with serious emotional disturbance (SED) who have a history of 
placement in psychiatric residential treatment facilities (PRTFs) or who are at immediate risk 
of being placed in a PRTF. The grant’s ultimate goal was to win a 5-year Community 
Alternatives to PRTF demonstration grant, authorized by the Deficit Reduction Act of 2005. 

The grant was awarded to the Mississippi Division of Medicaid. Mississippi Families as Allies 
for Children’s Mental Health and Vanderbilt University were subcontractors. 

Results 

The feasibility study determined that the State’s existing service system would be able to 
handle the operation of a §1915(c) HCBS waiver for children with SED and that the cost 
neutrality requirement could be met. The study’s findings, along with findings from focus 
groups conducted by the Mississippi Families as Allies for Children’s Mental Health, guided 
the State’s application for a §1915(c) waiver and an application for a Community 
Alternatives to PRTF demonstration grant, and a corresponding implementation plan.  

The State was awarded the demonstration grant in December 2006.  

Recommendation 

Section 1915(c) of the Social Security Act should be amended to allow PRTFs to be 
considered institutions. Currently, federal policy allows HCBS to be provided only as an 
alternative to PRTFs under a §1115 research and demonstration waiver or under the 
Community Alternatives to Psychiatric Residential Treatment Facilities Demonstration Grant 
Program.  

Products 

 Mississippi Families as Allies for Children’s Mental Health produced a report that 
presented the findings of focus groups with caregivers. The focus groups were conducted 
to gather information on gaps and needs in a community-based treatment system. 

 Vanderbilt University conducted an extensive literature review to help grant staff 
examine the use of residential treatment: characteristics of those served, positive and 
negative outcomes, and any limitations associated with PRTFs. The University also 
prepared (1) a general summary of data on Medicaid-eligible children and adolescents 
served in PRTFs, and (2) a report describing children and adolescents served in PRTFs 
during the FY 2002–FY 2004 period, based on state Medicaid enrollment and claims data. 

 





 

Missouri 

Primary Purpose  

The grant’s primary purpose was to conduct a study to determine the feasibility of 
developing and implementing a comprehensive system of community services and supports 
under a Section (§) 1915(c) waiver for children with serious emotional disturbance (SED) 
who would otherwise require care in a psychiatric residential treatment facility. 

The grant was awarded to the Missouri Department of Mental Health.  

Results 

The State will not be able to implement the comprehensive system described above because 
it has determined that it cannot meet the cost-neutrality requirements of a §1915(c) 
waiver. 

Lessons Learned and Recommendations 

 HIPAA requirements regarding the sharing of personal health care information made it 
difficult to create a children’s data warehouse. The State has elected to pursue a system 
that will focus on aggregate data supplied by state agencies to inform policy and budget 
development.  

 CMS should amend the recent guidance regarding cost-neutrality for §1915(c) waivers, 
which severely restricts the costs that may be used (i.e., only inpatient hospital 
services) to offset the cost of home and community-based services. This requirement 
makes it difficult for states to achieve the cost-neutrality needed to provide psychiatric 
waiver services in the community to youth under age 21.  

 CMS should strengthen the Early and Periodic Screening, Diagnosis, and Treatment 
(EPSDT) screening requirements related to children’s mental health needs by increasing 
the indicators of mental health and substance abuse issues or by mandating that 
physicians assess these issues. 

 Congress should amend Medicaid law to allow coverage for services in Institutions for 
Mental Diseases.  

Products 

Grant staff produced a report: Children in State Custody Solely for Mental Health Needs and 
More Comprehensive Strategies for System of Care Development. It includes an analysis of 
state expenditures for children’s services, including expenditures per child before and after 
entering state custody. The report also outlines the pros and cons of expanding the State 
Plan rehabilitation option, pursuing a §1915(c) or a §1115 waiver, and implementing the 
Voluntary Placement Option under Title IVE within the State. This document provides a 
blueprint for the development of additional children’s community-based mental health 
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services and makes recommendations to the State to expand home and community-based 
services for children with SED.  



 

Texas 

Primary Purpose  

The grant’s primary purpose was to explore the feasibility of providing community-based 
treatment for children with severe emotional disturbance (SED) who are at risk of entering 
psychiatric hospitals for treatment. 

The grant was awarded to the Texas Health and Human Services Commission. 
CommunityTIES of America, Inc., was a subcontractor on the grant.  

Results 

Results of the feasibility study showed that the State could consider implementing a Section 
(§) 1915(c) waiver to provide a flexible array of services and supports for children with SED 
as an alternative to inpatient psychiatric care. The State subsequently applied for a 
psychiatric residential treatment facility (PRTF) waiver demonstration grant program but did 
not receive one.  

The Commission, in collaboration with the Department of State Health Services (DSHS), 
developed and submitted a §1915(c) waiver application in June 2008 to the Centers for 
Medicare & Medicaid Services. If approved, Youth Empowerment Services, the new waiver 
program, will provide home and community-based services (HCBS) for children with SED as 
an alternative to a hospital level of care. The waiver program was developed by DSHS with 
the assistance of a contractor to determine its cost neutrality.  

Lessons Learned and Recommendations 

Section 1915(c) waivers are potentially valuable strategies for providing home and 
community-based services to children with severe emotional disturbance, particularly in 
states where children have long stays in Medicaid-funded psychiatric inpatient facilities 
and/or high recidivism rates due to a lack of community services and supports. 

However, the §1915(c) waiver authority was not designed to serve individuals with mental 
health needs. Developing a §1915(c) waiver program requires much time, effort, and 
stakeholder involvement to ensure that it will meet the needs of children with severe 
emotional disturbance. States considering whether to use a §1915(c) waiver program for 
this population need to develop the infrastructure to provides services and supports through 
the waiver. If the waiver will be implemented in the mental health system, its staff will need 
to develop the appropriate expertise to design and administer the waiver program.  

Products 

The Grantee and its subcontractor, CommunityTIES, Inc., produced three reports: (1) A 
Feasibility Study of Options for Children with Serious Emotional Disturbances; (2) an 
Implementation Report for the §1915(c) HCBS waiver option; and (3) a Final Report that 
summarizes the first two reports. These reports analyze how a waiver would operate and 
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provide an overview of data on the current costs of institutional services. Together the 
reports provide stakeholders and policy makers with good basic information and a common 
point of reference for discussions regarding future program development.  
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