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PREFACE

This report focuses attention on a growing issue facing the nation:  how 
to support and sustain those who are the cornerstone of our long-term 

care system—the dedicated families and informal caregivers of older people 
and adults with disabilities.  

This national study is the fi rst to examine publicly funded caregiver support 
programs throughout all 50 states. It focuses on caregiver support pro-
vided through the Older Americans Act’s National Family Caregiver Support 
Program (NFCSP), Aged/Disabled Medicaid waiver programs, and state-
funded programs.  

The report identifi es key fi ndings, describes state approaches to providing 
caregiver support services, offers state-by-state profi les, pinpoints chal-
lenges, and expands recognition of family caregiver needs as distinct from 
the needs of care receivers (i.e., older people and adults with disabilities).  
The report also identifi es emerging themes and the relationship of care-
giver support to other home and community-based programs.

Through this fi rst nationwide study of caregiver support services in the 
U.S., we hope to:

w inform policy discussions among federal and state leaders in care-
giving and long-term care throughout the nation; and 

w advance the public debate about the explicit provision of family 
support within the context of long-term care systems development.

This report builds on in-depth case studies of ten states’ caregiver support 
programs undertaken by FCA’s National Center on Caregiving in 2002 with 
funding from the U.S. Administration on Aging.  As such, it is designed to 
serve as a reference point for examining future progress and anticipating 
emerging issues that are likely to shape the future.  

   Lynn Friss Feinberg
    Sandra L. Newman
    Leslie Gray
    Karen N. Kolb
    National Center on Caregiving at
    Family Caregiver Alliance

    Wendy Fox-Grage
    National Conference of State Legislatures
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EXECUTIVE SUMMARY
Background
The need to strengthen families in their caregiving role, and to sustain 
them as the backbone of our long-term care system, is a central issue 
in our aging society. As more long-term care is provided at home and in 
the community, rather than through institutions, reliance on family and 
informal caregivers grows. The majority of adults in the U.S. who receive 
long-term care at home get all their care exclusively from unpaid family 
and friends (Thompson, 2004).

The federal government’s increased role in fi nancing services to caregivers 
of older people is evidenced by the National Family Caregiver Support 
Program (NFCSP) enacted under the Older Americans Act Amendments 
of 2000. Before passage of the NFCSP, state general revenues fi nanced 
explicit caregiver services in relatively few states. Some states have also 
covered respite care, an important benefi t for family caregivers, under their 
Medicaid home and community-based services (HCBS) waiver programs. 
Today, the NFCSP, Medicaid waivers and state-funded programs provide the 
bulk of public fi nancing to support family caregiving.

States approach the design of home and community-based programs, 
including those to support caregivers, in different ways. Some states view 
caregiver support as a component of programs that serve frail elders or 
adults with disabilities. Others see caregiver support as a separate program 
with distinct eligibility criteria: they seek to ensure the explicit recognition 
of family and informal caregivers as individuals with rights to their own 
services and supports. Despite the importance of state-administered 
programs in the everyday lives of families, we know relatively little about 
how these programs operate in the 50 states or the differences in their 
philosophy or structure.

Purpose of Study
This report profi les the experience of all 50 states and the District of 
Columbia since the passage of the NFCSP in providing publicly funded 
support services to family and informal caregivers of older people and 
adults with disabilities. The report arises from a two-year project to provide 
an understanding of the range and scope of federal and state-funded 
caregiver support programs in each of the 50 states and across states. 
The study was designed to take a broad focus; it examines policy choices 
and approaches to caregiver support through state agencies responsible 
for the administration of the NFCSP, Aged/Disabled Medicaid HCBS waiver 
programs, and state-funded programs that have either a caregiver-specifi c 
focus or include a family caregiving component in their service package. 
Through this fi rst 50-state study of caregiver support services in the U.S., 
we hope to inform policy discussions among federal and state leaders in 
caregiving and long-term care throughout the nation. 

Method
This study used the survey method, with written surveys and telephone 
interviews, to profi le federal and state caregiver support programs in 
the 50 states and the District of Columbia. We obtained supplemental 
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information from public documents, public agency and research databases, 
state websites and a literature review. We collected programmatic data 
from state program administrators for fi scal year 2003 and collected or 
obtained fi scal and legislative data for fi scal years 2001-2003.

We chose a three-part approach to data collection because of the range 
of information to be obtained and the national scope of the study. 
Family Caregiver Alliance’s (FCA) National Center on Caregiving staff 
fi elded Part 1 (written survey) and Part 2 (follow-up semi-structured 
telephone interviews) of the survey. Part 3 consisted of a fi scal and 
legislative analysis. The National Conference of State Legislatures, under                   
a subcontract with FCA, conducted that part of the study.

Responses to the Part 1 survey were received from 150 out of 154 
identifi ed state programs from all 50 states and the District of Columbia, 
representing a 97% response rate overall. We received responses 
from 69 state agencies and the District of Columbia, including all 51 
administrators of the NFCSP (100% response); 49 Aged/Disabled Medicaid 
waiver programs (94% response); and 50 state-funded programs (98% 
response). A total of 148 of the 150 (99%) initial state respondents 
participated in the Part 2 follow-up telephone interview. NFCSP program 
administrators in 43 states and the District of Columbia responded to the 
Part 3 fi scal survey. These administrators also completed Part 3 surveys for 
an additional 16 state-funded family caregiver programs.

Key Findings
Program Administration

w More than one in three (36%) states began providing support to care-
givers of older people for the fi rst time as a result of the federal funds 
through the NFCSP.

w Most caregiver support and home and community-based services 
(HCBS) programs are administered at the state level by State Units on 
Aging and are available statewide.

w Area Agencies on Aging (AAAs) are the most common agency to have 
administrative responsibility for local programs providing caregiver  
support.

w In 15 states all respondents agree that the state has a single entry 
point (SEP) for consumers, providing better access to all HCBS pro-
grams. In 11 of these states, the SEP includes access to caregiver  
support.

Funding

w State program administrators use a range of defi nitions and data col-
lection methods to track expenditures and caregiver service delivery, 
resulting in much variability across the states.

w Most state programs report multiple sources of funding, with the ma-
jority of funding coming from four main sources: state general funds, 
NFCSP, Aged/Disabled Medicaid HCBS waivers, and client contributions.

w Aged/Disabled Medicaid HCBS waiver programs are a signifi cant source 
of funds for services helping family caregivers of benefi ciaries, typically 
for respite care.

Eligibility and Assessment

w Client designation varies by funding source. Half the programs in this 
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survey recognize either the family or informal caregiver as the primary 
client (30%), or both the person with disability and the caregiver as 
the client population (21%).

w Programs use a range of criteria, including age, functional state and/or 
income to determine eligible populations, with most state-administered 
programs focused on care-receiver characteristics.

w Less than half of the programs in this study uniformly assess care-  
giver needs.

Services

w Programs offer an array of services to support family and informal 
caregivers.

w Respite is the service strategy most commonly offered to caregivers 
and is available in all 50 states and the District of Columbia, although 
the amount of respite to family members varies substantially from 
state to state and program to program within states.

w The NFCSP is emerging both as a key program to enhance the scope of 
services available to caregivers and as fuel for innovation.

w Access to program information or services varies by program type; 
even within the same state, caregivers may not fi nd the same package 
of services to be available.

Consumer Direction

w States and programs within states differ in the extent to which they of-
fer consumer-directed options to family members. The NFCSP appears 
to be speeding the adoption of consumer direction in family caregiving 
programs.

w Most states (all but six) pay families to provide care in at least one of 
their programs.

Systems Development

w About one-fourth of the states use a uniform assessment tool for all 
HCBS programs for the elderly and adults with disabilities; family care-
giving is a component in just fi ve states’ uniform assessments.

w The top barriers to coordinating caregiver support programs with other 
HCBS programs in the states are differing eligibility requirements and 
service complexity and fragmentation.

w Expanding Medicaid HCBS waivers, integrating long-term care services 
and implementing or expanding consumer-directed care are the top 
long-term care issues identifi ed by the states.

w States are beginning to establish task forces or commissions to exam-
ine family caregiving.

Other Issues

w State program administrators see the lack of resources to meet care-
giver needs in general and limited respite care options in particular as 
the top unmet needs of family caregivers in the states.

w About half the state programs offer training for staff who work with 
family caregivers.

w Three of the fi ve current training topics match those training and 
technical assistance areas almost all respondents say would benefi t 
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staff: best practices in service delivery, outreach/public awareness and 
caregiver assessment.

w States identify inadequate funding as the main challenge to implement-
ing caregiver support services.

w The major lesson learned by the states in providing family caregiver 
support is “one size does not fi t all” – so programs should increase the 
choices that families have.

w To strengthen caregiving programs, state offi cials recommend more 
innovation in program design to provide a broader array of services, 
better coordination and integration of caregiver support into HCBS, and 
more local collaboration.

w State legislatures, recognizing family caregivers’ role, are enacting laws 
to fund caregiver support services, expand family and medical leave, 
and include family caregiving in state long-term care efforts.

Conclusions
States play a large role in supporting family caregivers. This 50-state 
study of caregiver support services in the U.S. leads to the following main 
conclusions:

w There is both an increasing availability of publicly funded caregiver 
support services, as well as a great unevenness of services and service 
options for family caregivers across the states and within states. All 
states now provide some explicit caregiver support services as a result 
of the passage of the NFCSP in 2000. Yet, similar to HCBS, in general, 
the availability of caregiver support services varies greatly across the 
U.S. due to differences in philosophy, program eligibility criteria, fund-
ing, and approaches to design and administration of the services. At a 
practical level, such service gaps and variations can pose challenges for 
caregivers by limiting choices for needed support services that may not 
be available where they live. Service inequities may also place more 
pressure on already strained caregiving families and compromise the 
caregivers’ abilities to care for their loved one.

w The NFCSP is emerging as a key program to enhance the scope of 
caregiver support services and is fueling innovation in the states, but is 
inadequately funded. The modest level of NFCSP funding to the states 
($138.7 million in 2003) leaves gaps in caregiver support services 
that vary substantially from state to state. When compared to Aged/
Disabled Medicaid waiver funds spent on respite care alone, the NFCSP 
funding appears even more limited.

w While there is great variation among states and programs within states 
in their approach to caregiver assessment, there is broad recognition 
of the value of uniformly assessing caregiver needs and the importance 
of training and technical assistance in this area. Only fi ve states that 
use a uniform assessment tool for all HCBS programs for older people 
and adults with disabilities were found to include a family caregiving 
component as part of systematic assessment practice. Yet, systematic 
assessment of the caregiver’s needs as distinct from, but related to the 
needs of the care receiver, is central to systems change and to improv-
ing policy and practice in HCBS.

w States have mixed views on approaches to systems development, the 
importance of caregiver support services within home and community-
based care, and integrating family caregiving programs into HCBS. It 
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is not surprising that in a time of major organizational and systems 
change efforts, there may be different levels of understanding and 
perspectives of how states can and should accomplish the policy goal of 
reforming long-term care by expanding HCBS.

Issues for the Future
From this study, we can identify important issues for the future. Following 
are fi ve initial steps towards achieving a better caregiver support system 
across the nation:

1. Raise the funding level of the NFCSP to reduce gaps in caregiver sup-
port services and provide meaningful support to caregiving families.

2. Improve data collection and reporting under the NFCSP and other state 
programs that provide caregiver support services.

3. Strengthen and expand uniform assessment of caregiver needs in all 
HCBS programs that provide some component of caregiver support.

4. Conduct a national public awareness campaign on family caregiving.

5. Invest in innovation, promising practices and technical assistance.

This fi rst 50-state study on caregiving provides new insights into the 
ways states provide caregiver support services and their approaches to 
family caregiving issues in the context of HCBS. As such, it provides a 
starting point both to further examine and to track policy choices and state 
approaches to caregiver support, as well as changes over time. 
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In our aging society, the challenges of family care are an increasing 
reality of daily life for America’s families. An estimated 44.4 million 

Americans provide care for adult family members and friends who, because 
of disabling illnesses or conditions, cannot carry out basic activities of daily 
living, such as bathing, preparing meals or managing medications (National 
Alliance for Caregiving & AARP, 2004). In 2000, informal caregiving had 
an estimated national economic value of $257 billion per year, greatly 
exceeding the combined costs of nursing home care ($92 billion) and home 
health care ($32 billion) (Arno, 2002). 

Contrary to popular belief, most people who need long-term care 
depend on help from family and friends, not on paid service providers or 
institutions. The vast majority (78%) of adults in the U.S. who receive 
long-term care at home get all their care exclusively from unpaid family all their care exclusively from unpaid family all
and friends, mostly wives and adult daughters. Another 14 percent receive 
some combination of family care and paid assistance; only eight percent 
rely on formal care alone (Thompson, 2004). 

The need to strengthen families in their 
caregiving role, and to sustain them as the 
backbone of our long-term care system, is 
a central issue in our aging society. At both 
federal and state levels, debate is mounting 
about policy choices to support family and 
informal care and increase the capacity of 
families and friends to provide such care. 

Families often undertake caregiving willingly and as a source of great 
personal satisfaction. However, caregiving can exact a high cost. Families 
commonly face health risks, fi nancial burdens, emotional strain, mental 
health problems, workplace issues, retirement insecurity and lost 
opportunities. Research shows that support services effectively reduce the 
burden, strain and depression of caregiving responsibilities (Mittleman, 
Roth, Haley, & Zarit, 2004; Montgomery & Borgatta, 1989; Ostwald, 
Hepburn, Caron, Burns, & Mantell, 1999; Zarit, Stephens, Townsend, 
& Greene, 1998), allow family caregivers to remain in the workforce 
(Wagner, 2001), and can even delay the institutionalization of a loved one 
(Mittleman, Ferris, Shulman, Steinberg, & Levin, 1996). Keeping family 
caregivers healthy and able to provide care helps families remain together 
with their loved ones, thus avoiding more costly nursing homes. That is 
what most Americans value and want. 

In recent years, changes in our health care delivery system—including 
shorter hospital stays—have transferred cost and responsibility for ongoing 
care onto families. As more and more long-term care is provided through 
home and community-based service programs rather than institutions, 
reliance on family and informal caregivers grows. Health care worker 
shortages, a highly fragmented and confusing array of programs, and 
soaring health and long-term care costs all limit families’ access to helpful 
formal services such as in-home care or adult day services. We can expect 
the psychological and other costs of caregiving to rise as everyday care 
continues to shift to families.

INTRODUCTION

The need to strengthen families in their 
caregiving role, and to sustain them as the 
backbone of our long-term care system, is a 
central issue in our aging society.
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The federal government’s increased role in fi nancing caregiver support 
services to older people is evidenced by the National Family Caregiver 
Support Program (NFCSP) passed under the Older Americans Act (OAA) 
Amendments of 2000. States, however, still lead the effort to increase 
recognition of the caregiving role, and its demands, in order to strengthen 
and support families. Despite the importance of state-administered 
programs in the everyday lives of families, we know relatively little about 
how these programs operate in each of the 50 states, or how the programs 
differ in philosophy or structure. 

Background
States approach the design of home and community-based programs, 
including those to support caregivers, in different ways. Some states view 
caregiver support as part of their programs that serve frail elders or adults 
with disabilities. Others see caregiver support as a separate program with 
distinct eligibility criteria; they seek to ensure the explicit recognition 
of family and informal caregivers as individuals with rights to their own 
services and supports.

Family caregiver support in general, and respite care 
in particular, fi rst appeared in the statutes of several 
states in the 1970s, primarily focusing on family 
support for the developmentally disabled (Petty, 
1990). Most state-funded programs, particularly 
those targeting caregivers of persons with Alzheimer’s 
disease or other dementing illnesses, began in the 
mid-to-late 1980s (Feinberg & Pilisuk, 1999). Until 

recently, just a few states had created distinct caregiver support programs 
or included some degree of caregiver support services in their strategies 
for frail elders or adults with disabilities.

The availability, range and scope of publicly funded home and community-
based programs vary greatly across the U.S. (Kassner & Williams, 1997; 
Weiner, Tilly, & Alecxih, 2002). These programs have multiple funding 
sources and each source has its own terminology, eligibility criteria and 
services, often constraining systems development. States, therefore, face 
a challenge to administer and coordinate programs, develop integrated 
systems of care and improve access to services for older people or adults 
with disabilities, as well as their family caregivers (Feinberg & Pilisuk, 
1999; Mollica, 2003; Weiner et al., 2002). 

Before passage of the NFCSP in 2000, state general revenues paid for most 
publicly funded caregiver support services. However, some states have 
covered respite care, an important benefi t for family caregivers, under their 
Medicaid home and community-based services (HCBS) waiver programs. 
Today the NFCSP, Medicaid waivers and state-funded programs provide the 
bulk of public fi nancing for family caregiving. 

National Family Caregiver Support Program (NFCSP)
The NFCSP signifi es national recognition of and commitment to providing 
direct support services to caregivers. It is the fi rst major nationwide 
program initiative under the Older Americans Act since the 1970s (Lewin 
Group, 2002). Under broad federal guidelines, the NFCSP calls for the 
states, working in partnership with area agencies on aging (AAAs) and local 

The availability, range and scope of 
publicly funded home and community-
based programs vary greatly across 
the U.S.
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service providers, to develop multifaceted systems of support for family 
and informal caregivers within fi ve basic service categories: 

w information to caregivers about available services; 

w assistance to caregivers in gaining access to supportive services; 

w individual counseling, support groups and caregiver training to assist 
caregivers in making decisions and solving problems related to their 
roles;

w respite care to provide temporary relief for caregivers from their care 
responsibilities; 

w supplemental services (e.g., emergency response systems, home 
modifi cations), on a limited basis, to complement the care provided by 
caregivers.

Congress appropriated $125 million for the NFCSP in fi scal year 2001, 
$141.5 million for 2002 and $155.2 million for 2003. State Units on 
Aging (SUAs) receive over 90 percent of these funds, allocated through a 
congressionally mandated formula based on a proportionate share of the 
state’s over-70 population.1 Funds also support a National Innovations 
Program,2 the goal of which is to conduct activities of national signifi cance. 
Grants, awarded on a competitive basis, foster the development and 
testing of new approaches to supporting caregivers (Administration on 
Aging [AoA], 2004). 

Under the NFCSP, the states use federal funds to offer direct support 
services to family caregivers of persons age 60 and older.3 All income 
groups are eligible for services, but states must give priority to those 
providing care to older individuals in the greatest social or economic need 
with particular attention to low-income individuals.4 Functional eligibility 
criteria vary by type of service: individuals 60 years and older must have 
two or more limitations in activities of daily living (ADLs) (e.g., bathing, 
dressing) or a cognitive impairment for the caregiver to be eligible 
for respite or supplemental services. Other service categories (e.g., 
counseling, support groups) are available to family caregivers regardless of 
the care receiver’s functional status.

Medicaid Home and Community-Based Services (HCBS) 
Waiver Programs
Medicaid, mainly through its waiver programs, supplies the majority of 
public funding for home and community-based care. Financed by the 
federal government and the states, Medicaid, as an entitlement program, 
has an enormous impact on state budgets, with substantial implications 
for state policy overall and for state policy concerning family caregivers in 
particular (Feinberg, Newman, & Van Steenberg, 2002). 

Within broad federal guidelines, states have considerable fl exibility in 
determining who is eligible and what services to cover in their Medicaid 

1 Another portion, approximately $5 million in fi scal year 2001, $5.5 million in fi scal year 2002, 
and $6.2 million in fi scal year 2003, supported grants to Indian Tribal Organizations.
2 $6.2 million in fi scal year 2001, $6.8 million in fi scal year 2002, and $7.5 million in fi scal year 
2003.
3 States also have the fl exibility to reserve up to a maximum of 10% of their funding to provide 
support services to grandparents and relative caregivers of children age 18 and younger. 
4 Priority consideration for services is also given to older individuals providing care and support 
to persons 18 and under with mental retardation and related developmental disabilities.
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program (U.S. General Accounting Offi ce [GAO], 2002). While federal 
Medicaid services must address the benefi ciary’s needs, Medicaid HCBS 
waiver programs permit states to provide a wide variety of services 
not otherwise covered under Medicaid, including respite care and other 
caregiver support services such as education and training. Although 
Medicaid services focus directly on the benefi ciary, they indirectly sustain 
families in their caregiving role (Feinberg & Newman, in press). The 
federal government does not require states to maintain records on or 
report whether or not a waiver benefi ciary also receives help from a family 
member. 

To qualify for a waiver program, benefi ciaries must be at risk of institutional 
care and meet state residency and fi nancial requirements. Each state sets 
its own guidelines and defi nes the particular level of care required for a 
person to be nursing-home eligible, such as medical diagnosis or number of 
ADL limitations (Smith et al., 2000). Although Medicaid fi nancial eligibility 
criteria are quite restrictive (Kassner & Williams, 1997), Medicaid HCBS 
waiver programs allow benefi ciaries to have somewhat higher incomes, 
generally incomes at or below 300 percent of the federal Supplemental 
Security Income (SSI) level. 

HCBS waiver programs do not have to provide the same services to similar 
benefi ciaries across the state. Thus, states may target specifi c geographic 
areas or population groups (e.g., people with traumatic brain injuries, frail 
elders, people with developmental disabilities). A common waiver type, 
known as the “aged” or “aged/disabled” waiver program, provides services 
to aged or aged and disabled Medicaid benefi ciaries. 

Medicaid waiver expenditures have grown dramatically over the last decade 
as a share of Medicaid’s community-based service benefi ts, increasing from 
37 percent in 1992 to 67 percent in 2002 (Reester, Missmar, & Tumlinson, 
2004). In 2001, waiver programs for the aged and disabled population 
served over half of all waiver participants, but accounted for only 21 
percent of waiver program spending. In contrast, HCBS waivers for persons 
with mental retardation or developmental disabilities served 38 percent of 
total waiver participants and used almost three-quarters of total waiver 
funds in 2001 (Reester et al., 2004). 

State-Funded Programs
State funds generally pay for the home and community-based service 
programs having the most fl exible eligibility criteria.5 These programs 
usually offer services that Medicaid will not cover or are more liberal and 
expand eligibility to people who do not qualify for Medicaid HCBS waivers, 
OAA services, or other programs (Summer, 2003). State-funded programs 
need not be bound by federal Medicaid and OAA regulations and can 
provide specifi c services (e.g., respite care) to distinct populations (e.g., 
family caregivers). One example is Connecticut’s state-funded Alzheimer’s 
Respite Care Program. Its eligibility requirements focus on the income and 
assets of the care receiver, who can be of any age; income cannot exceed 
$30,000 per year and assets cannot total more than $80,000. 

5 Note that in this report “home and community-based services” (or HCBS) refers to the ag-
gregate of programs that may be delivered in the home or community to support persons in 
need of long-term care and their caregivers. These programs include, but are not limited to, the 
programs funded through Medicaid HCBS waivers. 
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Impact of Recent Federal Initiatives on States
States’ efforts to support family caregivers, particularly with the added 
resources from the NFCSP, take place in the context of the federal 
government’s New Freedom Initiative. Established by executive order in 
2001, the initiative outlines a plan to assist states and local communities 
in responding to the U.S. Supreme Court’s decision in Olmstead v. L.C. In 
this landmark decision, the Court ruled that states must provide services 
in community, rather than institutional, settings for certain persons 
with disabilities who receive assistance in publicly funded programs 
(Rosenbaum, 2001). The New Freedom Initiative identifi es lack of family 
support as a major barrier to community living for persons with disabilities, 
underscoring the need for greater assistance to families and informal 
caregivers (U.S. Department of Health and Human Services, 2002). 
Support of caregiving families will be crucial in assisting frail elders and 
persons with disabilities to remain in or transition back to the community. 

Despite the NFCSP and Olmstead major policy developments, viewing Olmstead major policy developments, viewing Olmstead
family caregivers as a “consumer” or “client” population is a relatively 
new concept for many state program administrators. Recent case studies 
of 10 states (since passage of the NFCSP) found that providing explicit 
support for family caregivers under the NFCSP represented a sometimes 
challenging paradigm shift in philosophy and program operations. Some 
state administrators of the NFCSP, Aged/Disabled Medicaid waivers and 
state-funded programs identifi ed tension between serving the older 
person (i.e., care receiver), who is the traditional client in the long-term 
care system, and the new mandate of the NFCSP to address the family 
caregivers’ needs as distinct from but related to the needs of the care 
receiver (Feinberg et al., 2002). 

These 10 case studies also reveal that state administrators (directors of 
state units on aging and Medicaid waiver programs) believe that caregiver 
support can reduce the strain on Medicaid and other state-funded programs 
by keeping individuals in the home or community longer. A greater 
understanding of federal and state-funded caregiver support programs 
in and across the 50 states will help federal and state leaders react more 
effectively to emerging issues in implementing the NFCSP and state-funded 
programs, expanding Medicaid waivers and providing coordinated and 
quality services for people with disabilities and their family caregivers.

Purpose of Study
The report profi les the experience of all 50 states and the District of 
Columbia since the passage of the NFCSP in providing support services to 
family and informal caregivers of older people and adults with disabilities. 
It arises from a comprehensive two-year study designed to:

1) provide an understanding of the range and scope of federal and state-
funded caregiver support programs in each of the 50 states and across 
states; and 

2) assist the aging network and other program administrators in areas of 
program development and best practice, facilitating the implementation 
of the NFCSP and its coordination with other caregiver policy initiatives 
in the states.

We collected information from state agencies responsible for the 
administration of the NFCSP; Aged/Disabled Medicaid waiver programs; 
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and state-funded programs that either have a caregiver-specifi c focus or 
include a family caregiving component (e.g., respite care) in their home 
and community-based service offerings. The information obtained will 
be used to establish a searchable online database of caregiver support 
policies, programs and services in the 50 states and the District of 
Columbia. 

Organization of Report
Following a description of the study methodology, we summarize the key 
fi ndings, identify crosscutting themes, address issues for the future and 
present individual profi les for each of the 50 states and the District of 
Columbia. 

To identify the study’s major fi ndings: Review the key fi ndings section 
organized by these topics:

w program administration

w funding

w eligibility/assessment

w services

w consumer direction

w systems development

w other issues.

To fi nd data on a particular state: Review the state profi les, organized 
alphabetically by state. Each profi le includes:

w selected background characteristics (e.g., census data, caregiving and 
long-term care data) for the state and the U.S.

w data about the state’s home and community-based services as they 
relate to family caregiving 

w key program-level information about programs and services to support 
caregivers (i.e., administrative structure, funding and caseload, 
eligibility, assessment and consumer direction).

Sources of data for the state profi les, in addition to the survey responses, 
appear in the Data Documentation section on page 264 of this report.

To compare how programs within a state respond to key survey 
questions:  Review the data tables. These tables follow the state profi les 
section and highlight key descriptive information about programs within 
states. 

The appendices follow the data tables and include the survey instruments 
used in this study as well as a list of state programs participating in this 
50-state study. 

Throughout the report, the terms “respondents” “state program 
administrators” and “state offi cials” are used interchangeably to refer to 
the individuals interviewed for this study. The term “care receiver” is used 
to describe the frail elder or adult with disabilities. 
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This study used the survey method, with written surveys and telephone 
interviews, to profi le federal and state caregiver support programs in 

the 50 states and the District of Columbia. A national Advisory Committee 
of selected experts in the fi eld and stakeholders guided our efforts. We 
obtained supplemental information from public documents, public agency 
and research databases, state websites and a literature review. We 
collected programmatic data for fi scal year 2003 and collected or obtained 
fi scal and legislative data for fi scal years 2001-2003.

For purposes of the study, the term family caregiver includes care provided family caregiver includes care provided family caregiver
by relatives, friends or neighbors to persons 60 years or older or adults 
aged 18-59 with physical and/or adult-onset cognitive disabilities (e.g., 
Huntington’s disease, traumatic brain injury). The persons giving care could 
be primary or secondary caregivers, provide full or part-time help, and live 
with or separately from the person receiving care.

To be included in the 50-state study, a program had to be administered 
by the state and provide support services to family caregivers under:
(1) the Older Americans Act’s National Family Caregiver Support Program 
(NFCSP);(2) the Aged/Disabled Medicaid home and community-based 
services (HCBS) waivers; or (3) state general funds. State-funded 
programs could be caregiver-specifi c or have a family caregiver component 
(e.g., respite care) as part of a home and community-based program 
aimed at care receivers. 

State general fund programs with a “caregiver-specifi c” focus had these 
characteristics:

w primarily state funded and administered according to state rules

w provide one or more services (e.g., respite care, family counseling) 
explicitly to families or friends who care for older people or younger 
adults with disabilities in need of long-term care.

State-funded HCBS programs with a family caregiver component had these 
characteristics:

w primarily state funded and administered according to state rules 

w target older people or younger adults with disabilities with long-term 
care needs, and 

w provide one or more services (e.g., respite care, family counseling) to 
support family caregivers of the eligible population.

We did not attempt to detail all the publicly funded programs that states 
administer through which family caregivers may receive some support. 
Within the array of caregiver support services across the lifespan, we 
focused on programs for caregivers of the elderly and younger adults with 
physical and/or adult-onset cognitive disabilities. Consequently, this study 
did not look at some programs known to be important to family caregivers 
and people with disabilities, but beyond the study’s scope. We did not:

w survey programs serving the target populations of family caregivers 
of persons with developmental disabilities or grandparents raising 
grandchildren, or 

METHODS
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w examine programs in states funded by the federal Alzheimer’s Disease 
Demonstration Grants to States that were considered “stand alone” 
rather than integrated into a larger caregiver support program.

Identifi cation of Programs and State Contacts 
We identifi ed programs and state contacts to include in the study using the 
following process:

w based on a literature review, examination of state agency websites and 
discussions with the project’s Advisory Committee, created an initial 
list of state programs within the 50 states and the District of Columbia 
(January-March 2003). 

w compiled a list of key state contacts with knowledge and insights about 
their state’s program operations and practice, and an understanding of 
family caregiving issues (January–March 2003). 

w made calls to agency offi cials responsible for administering the NFCSP, 
Aged/Disabled Medicaid waivers and state-funded programs to inform 
them of the study, seek their participation, obtain their contact 
information and query the existence of any additional state-funded 
programs that met the study inclusion criteria (April–July 2003). 

In all, we identifi ed 154 programs in 71 state agencies in the 50 states 
and the District of Columbia, an average of three programs per state. 
We classifi ed each program based on its major source of funding and 
provisionally assigned it a code: 

w NFCSP (FC)

w Aged/Disabled Medicaid waivers (MC)

w state-funded programs with either a caregiver-specifi c focus, or HCBS 
programs with a caregiver component (SC).

Several state programs were reclassifi ed later, based on survey responses. 

Survey Development
The study’s national Advisory Committee and previous state studies 
conducted by Family Caregiver Alliance’s National Center on Caregiving 
(NCC) guided survey development. We chose a three-part approach 
because of the range of information to be collected and the national scope 
of the study. FCA’s NCC staff fi elded the fi rst two parts of the survey, 
focusing on programmatic information. Parts 1 and 2 of the 50-state 
survey were pre-tested with state offi cials in Alabama and Hawaii. For the 
third part, FCA’s NCC subcontracted with the National Conference of State 
Legislatures (NCSL). Part 3 was pretested in New Jersey and Pennsylvania.

w Part 1 was a written survey, developed so it could be completed 
in printed form or electronically, then returned by mail, fax or 
electronically. We mailed the written survey and cover letter to 
program offi cials and also sent them the same material via email with 
hyperlink access to the Web-based survey instrument. Respondents 
were asked to complete the survey for each identifi ed program that 
met the study inclusion criteria. The survey included 30 questions: 
29 fi xed-choice and one open-ended. The questions addressed 
program background, program eligibility/assessment process, program 
administration, services, consumer direction, systems development and 
other issues. (See Appendix A for a copy of the survey instrument). 
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w Part 2 was a semi-structured telephone interview with state 
respondents, conducted after receipt of their Part 1 written surveys. 
The Part 2 interview guide included 17 questions: three fi xed-
choice and 14 open-ended. Our aim in the Part 2 interview was to 
allow respondents as much freedom as possible in their responses. 
The interview guide had two sections, the fi rst (8 questions) asked 
specifi cally about the program; the second (9 questions) gathered 
impressions about family caregivers within the state, and about 
the state’s system of HCBS generally. Within the fi rst section, two 
questions applied only to NFCSP respondents. (See Appendix B for a 
copy of the interview guide). 

w Part 3 consisted of a fi scal and legislative analysis for the 50 states 
and the District of Columbia to identify and analyze new and expanded 
policies, programs and appropriations since the NFCSP’s passage in 
2000. FCA’s NCC selected the NCSL to collect and analyze these data 
because of NCSL’s relationships with the states and familiarity with 
their data. The NCSL developed the Part 3 instrument in consultation 
with project staff. It included eight questions addressing caseloads; 
federal, state, local, private, in-kind and other funding levels; funds 
used to meet the federally mandated match requirements under the 
NFCSP; state legislation related to family caregiving; and anticipated 
funding in future years for family caregiver programs. (See Appendix C 
for the Part 3 instrument). 

Data Collection
We collected data using the following steps:

w sent written survey (Part 1) and cover letter to each identifi ed program 
to obtain background information on the program and services and 
identify emerging issues; and assisted, by telephone or e-mail, 
respondents who reported diffi culties with the Web-based format to 
complete survey on-line (July 2003)

w made up to two follow-up contacts with states by mail, e-mail and 
telephone to encourage participation (August-October 2003)

w entered Part 1 data received via paper into the Web-based application 
(October-December 2003)

w sent all Part 1 respondents the Part 2 interview guide (September-
October 2003)

w conducted semi-structured telephone interviews (Part 2) to 
explore more fully the program’s successes and challenges, and 
the relationship to other HCBS programs in the state (September-
December 2003)

w provided NCSL with list of Part 1 program contacts (September 2003)

w fi elded the fi scal and legislative survey (Part 3) by e-mail and postal 
mail (October-December 2003, by NCSL)

w sent second copy of Part 3 survey to non-responders (January-
February 2004, by NCSL)

w developed codebook and cleaned data (February–April 2004)

w made follow-up calls to state respondents, when necessary, to clarify 
data or responses for all three parts of the data collection (April–June 
2004)

w provided each respondent with a draft of their state’s profi le to verify 
the accuracy of the data included in this report (August 2004). 
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Part 1: Written Survey Response
Of the 154 identifi ed state programs, 150 responded to the written survey 
in all 50 states and the District of Columbia, representing a 97% response 
rate overall (See Appendix D). We received responses from 69 state 
agencies and the District of Columbia, including all 51 administrators of 
the NFCSP (100% response); 49 Aged/Disabled Medicaid waiver programs 
(94% response); and 50 state-funded programs (98% response). Over half 
(57%) of the respondents used the electronic format.

Part 2:  Follow-Up Telephone Interview Response
The telephone interviews lasted, on average, 34 minutes. When a 
respondent was responsible for more than one state program meeting 
the study criteria, one interview covered all qualifying programs. In some 
telephone interviews, multiple respondents representing a single program 
participated. 

Of the 150 respondents to the Part 1 survey, 148 (99%) participated in 
the Part 2 follow-up telephone interview. This response included all 51 
administrators of the NFCSP (100%); 48 of the 49 responding waiver 
programs (98%); and 49 of the 50 state-funded programs (98%). 

Part 3: Fiscal and Legislative Trend Analysis Response
NCSL decided to exclude Aged/Disabled Medicaid waiver programs 
from  the Part 3 survey. While Medicaid HCBS waivers are important 
funding sources for older people, persons with disabilities and their family 
caregivers, states deliver and pay for services based on the eligibility of the 
client. The federal government does not require states to track whether 
a waiver client is also served by a family caregiver. Given the size and 
scope of many of the HCBS waivers, NCSL determined that asking state 
offi cials to separate waiver clients according to the availability of a family 
caregiver would be very challenging for states and would likely result in 
inconsistent or incomplete data.  

In many cases, state program administrators for the NFCSP forwarded 
the surveys to fi scal counterparts within their agencies. NCSL researchers 
conducted follow-up telephone interviews when clarifi cation was needed. To 
augment survey data, NCSL also used its Health Policy Legislative Tracking 
Service, the National Association of State Units on Aging’s “Promoting 
Systemic Development of State Family Caregiver Support Programs: State 
Profi les” from 2002, as well as various online state resource documents.

Program administrators in 43 states and the District of Columbia responded 
to the Part 3 survey. Responses were received from 436 NFCSP program 
administrators (84%), and administrators also completed Part 3 surveys 
for an additional 16 state-funded family caregiver programs (32%). 

Data Analysis
We used SPSS for Windows, version 11.0, to analyze the data. Part 1 
and Part 2 data were analyzed by the total sample and separately by the 
three program types (i.e., NFCSP, Medicaid waivers and state general fund 
programs). We used descriptive statistics, including frequency distributions 
and cross-tabulations of selected questions, to characterize closed-ended 
questions. For selected questions that addressed state (rather than pro-

6 The 7 states that did not respond to the Part 3 survey were Alaska, Missouri, Ohio, Rhode 
Island, South Carolina, South Dakota and Wisconsin.
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gram) issues, we examined the responses from each of the respondents 
within a state for congruence. Congruence is defi ned as the level of 
agreement among the state respondents within a state in their perceptions 
or assessment of certain state-level questions in this study. For those 
questions in which respondents within a state disagreed, we report a “lack 
of agreement” on the state profi le. Any other reported state-level fi nding 
indicates all respondents within the state gave the same response.

The project team developed a set of codes to analyze questions with open-
ended responses. All questions with an “other” response were coded so 
that the “other” category included less than 15 percent of all responses 
for that question. These data were then re-entered into the Web-based 
application prior to data analysis by SPSS. 

For the Part 2 telephone interviews, the project team developed an 
initial codebook by question based on past surveys conducted by FCA. A 
qualitative, grounded theory (Glaser & Strauss, 1967) approach was used 
throughout analysis. The 148 interviews were divided into groups of 10 
interviews, and coded two times daily in two-hour periods for nine weeks. 
Coding teams consisted of two project staff, who each coded the same 
interview simultaneously, then had a short discussion of the interview and 
coding scheme to ensure coder reliability. 

To determine if any additional codes were necessary, 20 surveys were 
initially selected at random and analyzed. During this process, we clarifi ed, 
expanded or narrowed the codes. For data verifi cation, we reanalyzed the 
fi rst 30 interviews to insure that the data and codes refl ected any changes 
in the codebook. Upon completion of coding, we chose 15 surveys at 
random and analyzed them by question to ensure no themes were missed. 
We then calculated frequencies by program type and for the entire sample. 
We also incorporated data taken from other sources (e.g., legislative and 
bill information from the NCSL Health Policy Tracking Service) into the 
database used for the Part 1 and Part 2 data analyses. 

For Part 3, NCSL analyzed data using Microsoft Excel. Certain Part 3 data, 
specifi cally NFCSP expenditures and NFCSP caseloads, have not been 
analyzed and are not included in this report. We excluded caseload data 
from the analysis because of the wide variance of state data reported and 
the lack of comparable data. For example, some states reported caseloads 
using a duplicated count, others an unduplicated count. We excluded 
the NFCSP fi scal data collected based on variance in state fi scal years, 
carryover of funds from one year to the next, and different reporting and 
accounting systems. 

Fiscal information used in this report is based on data obtained from the 
following sources:

w for all years cited, we obtained federal allocations to the states for the 
NFCSP from the U.S. Administration on Aging

w we obtained expenditures for state-funded programs from either 
NCSL’s Part 3 survey or from the state program respondent during the 
data verifi cation process, where available  

w for fi scal years 2001 and 2002, we obtained Medicaid waiver data from 
CMS Form 372 for respite participants and expenditures, and total 
participants and expenditures. For fi scal year 2003, we obtained waiver 
data from CMS 64 quarterly reports of total expenditures for Aged/
Disabled waivers. (For full citations, please see page 264.)
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Program Administration 

To understand what is taking place in the states in administering 
caregiver programs, we posed a number of questions for analysis: Did 

the infusion of federal funds through the National Family Caregiver Support 
Program (NFCSP) enable any states to serve family caregivers for the fi rst 
time? How are states administering their caregiver support programs? 
Are local agencies involved in program administration? Is promoting a 
statewide identity for caregiver programs a priority in the states? Are intra-
state collaborations, including pooling of funds, occurring among agencies 
or programs? How have caregiver programs changed since 2001, when the 
NFCSP implementation started?

We explored the impact of the NFCSP on caregiver program growth by 
looking at the programs funded primarily through state general funds and 
identifying states that had no state-funded programs serving caregivers 
before the passage of NFCSP in 2000. 

More than one in three (36%) states began providing support 
to caregivers of older people for the fi rst time as a result of the 
federal funds through the National Family Caregiver Support 
Program.

w Before the NFCSP, 18 states and the District of Columbia had no state 
program primarily funded through state general funds that served 
family or informal caregivers—neither a caregiver-specifi c statewide 
program nor a caregiver component within a broader HCBS program 
(see Figure 1).

w In 32 states, 50 state-funded pro-
grams serving family and informal 
caregivers had predated the NFCSP. 
Usually these programs were part of 
state-funded home and community-
based services, where one or more 
components, e.g., respite, helped 
family caregivers of older people or 
adults with physical and/or adult-
onset cognitive disabilities such as 
Alzheimer’s disease. A few states had 
state-funded programs with a “care-
giver-specifi c” focus.

w Just seven state-funded programs, 
operating in six states (California, 
Nevada, Oklahoma, Oregon, Virginia 
and Washington), had recognized 
family caregivers as the explicit client 
population before the NFCSP. Another 
17 programs identifi ed both the care 
receiver and the family caregiver as 
the client population in the HCBS 
program (see Table 1).

KEY FINDINGS

States with some caregiver 
support services or program prior 
to NFCSP

No caregiver support program 
prior to NFCSP 

Figure 1. Eighteen States are Relatively “New” to Providing Support Services 
for Family Caregivers
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Most caregiver support and home and community-based services 
programs are administered at the state level by State Units on 
Aging and are available statewide.

States administer their caregiver support and HCBS programs in a variety 
of ways. 

w About two-thirds of the states7 (34) centralize administrative respon-
sibilities for caregiver support and HCBS programs in one state agency 
serving the elderly and their family caregivers, typically the SUA.

w The District of Columbia and 14 states8 administer caregiver support 
programs through two agencies: typically the SUA, which oversees 
the NFCSP and some state-funded programs, and the Medicaid agency, 
which oversees services within the Aged/Disabled HCBS waiver
program.

w Two states (California and Virginia) spread administrative responsibility 
for caregiver support and HCBS programs among three or more state 
agencies. 

Many SUAs also have responsibility for other state HCBS programs which 
often have a caregiving component as well. 

w In 31 states9, the SUA has lead responsibility for managing the Aged or 
the Aged/Disabled Medicaid waiver program. In 26 states10 the SUA ad-
ministers state-funded HCBS programs for older people and/or younger 
adults with disabilities.

w Three states (California, Maryland and Virginia) administer some state-
funded caregiver support programs outside either the SUA or the state 
Medicaid agency. 

w Virtually all (96%) the programs in this study operate statewide, pro-
viding access to caregivers in all regions of their state. Only six pro-
grams (2 Medicaid waivers, 4 state-funded) did not provide services 
statewide by 2003.

Overseeing caregiver programs merits special focus in most states and for 
most programs. According to more than three out of four (77%) program 
respondents, an organizational unit or a person specifi cally designated for 
caregiver programs or activities exists within their state agency. 

w All but three (94%) of the SUAs that administer the NFCSP designate 
a lead unit or staff for caregiver programs. (Michigan, New Jersey and 
Texas do not.)

7 Alaska, Arkansas, Connecticut, Delaware, Florida, Georgia, Indiana, Kansas, Kentucky, Maine, 
Massachusetts, Minnesota, Missouri, Montana, Nebraska, Nevada, New Hampshire, New Jersey, 
New York, North Dakota, Ohio, Oklahoma, Oregon, Pennsylvania, Rhode Island, South Carolina, 
South Dakota, Tennessee, Utah, Vermont, Washington, West Virginia, Wisconsin, Wyoming. 
8 Alabama (shares administrative responsibility with the SUA), Arizona, Colorado, District of 
Columbia, Hawaii, Iowa, Idaho, Illinois, Louisiana, Maryland, Michigan, Mississippi, New Mexico, 
North Carolina, Texas. 
9 Arkansas, California, Delaware, Florida, Georgia, Illinois, Indiana, Kansas, Maine, Maryland, 
Massachusetts, Minnesota, Missouri, Montana, Nevada, New Hampshire, New Jersey, North 
Dakota, Ohio, Oklahoma, Oregon, Pennsylvania, Rhode Island, South Dakota, Tennessee, Utah, 
Vermont, Washington, West Virginia, Wisconsin, Wyoming. 
10 Arizona, California, Connecticut, Florida, Hawaii, Idaho, Indiana, Kansas, Kentucky, Maine, 
Maryland, Massachusetts, Michigan, Minnesota, Nevada, New Jersey, New York, North Carolina, 
North Dakota, Oklahoma, Pennsylvania, Tennessee, Utah, Virginia, Washington, Wyoming.
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w The great majority (80%) of the state-funded programs and over half 
(57%) of the Aged/Disabled Medicaid waiver programs have an organi-
zational unit or person for caregiving programs within their agency as 
well. Most of the waiver programs with caregiver specialists (23 of 28) 
are administered by the SUA.

Among the 34 programs in 22 states that do not have a designated unit 
or person for caregiving, most are linked to the Aged/Disabled Medicaid 
waivers, a program targeted to the older person or adult with disabilities.

Area Agencies on Aging (AAAs) are the most common agency to 
have administrative responsibility for local programs providing 
caregiver support.

w AAAs have administrative responsibility for three-fi fths of the programs 
(92 of the 150, or 61%).

w Other local entities most frequently involved in administering the 
programs are nonprofi t agencies (16%), other government agencies 
(13%), county health departments (5%), county human/social services 
departments (3%), and private for-profi t agencies (2%).

w About one in six of the 150 programs (7 NFCSP, 12 Medicaid waivers 
and 7 state-funded programs), in 16 states, use the SUA as the ad-
ministrative entity. Nine states11 and the District of Columbia operate 
as single state planning and service areas without AAAs where the SUA 
administers all programs under the OAA, including the NFCSP.

w In 18 states the single state agency for Medicaid has local administra-
tive responsibility for some programs, covering fi ve state-funded and 
19 Medicaid waiver programs.

As to the priority placed on promoting a statewide identity for their 
caregiver support program, state program administrators divide fairly 
evenly in their responses. About one-third (35%) see statewide identity as 
a “high” priority, slightly fewer (32%) rate it as a “medium” priority, and 
one-third (33%) assign it a “low” priority. This variation is consistent across 
program type. 

w All program respondents from seven states (Alabama, Delaware, Mas-
sachusetts, Pennsylvania, Rhode Island, South Dakota, and Vermont) 
report that their state agencies place a “high” priority on promoting a 
statewide identity for caregiver support programs. All seven states also 
designate a specifi c unit or person for caregiving programs, allowing for 
a focused and consistent effort in promoting caregiver support services.

About one-third (34%) of all state programs report collaboration initiatives 
and pool funding for joint activities. The top three joint efforts are 
outreach/advertising/marketing (74%), education and training (44%), and 
toll-free telephone numbers (40%) to improve access to the program.

State NFCSP programs have transitioned from program develop-
ment to delivering more services to caregivers.

As shown in Figure 2, NFCSPs report that in 2003, as compared to 
2001, they were offering more services to caregivers (57%) and serving 

11Alaska, Delaware, District of Columbia, Nevada, New Hampshire, North Dakota, Rhode Island, 
South Dakota, Wyoming.
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more caregivers (22%), having transitioned from start-up and program 
development in 2001 to implementation of more programs and services in 
2003 (the year of this survey). One-third (33%) of the NFCSPs say their 
staff has an increased awareness of caregiver needs, and one in fi ve (20%) 
report greater public awareness of the NFCSP. Eight states (16%) report 
spending their funds more effectively and six states (12%) say they are 
integrating the caregiver program into their state’s system of HCBS. 

In 15 states all respondents agree that the state has a single 
entry point (SEP) for consumers, providing better access to all 
HCBS programs. In 11 of these states, the SEP includes access to 
caregiver support. 

Some states have created SEP systems to help individuals and their 
families fi nd and simplify access to the most appropriate long-term care 
and supportive services for their needs. Broadly, these organizations 
carry out a range of functions that include, but are not limited to, 
information and assistance, screening, assessment, care planning, 
service authorization, monitoring and reassessment using one or more 
funding sources. These functions may be combined in a single agency or 
split among agencies (Mollica & Gillespie, 2003). We asked all program 
respondents (i.e., NFCSP, Medicaid waivers and state-funded programs) 
whether or not their state has a SEP for all HCBS programs. 

The presence of SEPs varies across the states, as do the perceptions of 
program administrators, in some states, as to whether their state has 
a SEP and, if so, whether it provides access to all HCBS programs and 
includes access to caregiver support. 

w In 19 states and the District of Columbia all respondents agree that 
they do not operate SEPs.

w Respondents from 68 programs (45%) in 31 states report SEPs, includ-
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ing 57 respondents from 27 states who say the SEP includes access to 
the state’s caregiver support program. However, in more than half of 
these states (16) respondents within the state disagree.

w In just 15 states do all respondents within that state say that the state 
has a SEP for all HCBS programs.

w In these 15 states, respondents from all but four agree that the SEP for 
all HCBS includes access to caregiver programs. Only administrators 
in Arkansas, Colorado, Maine and Nevada vary in their opinions as to 
whether their state’s SEP provides access to caregiver support.

Figure 3 shows the states that reported SEPs for all HCBS programs. It also 
indicates which state’s 
SEPs provide access to 
caregiver support. 

The organization that 
most frequently functions 
as the SEP is the AAA 
(56%). The other SEP 
options are state agency 
fi eld offi ces (e.g., Medicaid 
agency, SUA) (22%), 
county health or human 
service departments 
(13%), community-
based nonprofi t agencies 
(10%), other government 
agencies (e.g., social 
services) (10%), other 
organizations (e.g., home 
health agency (7%) and 
private for-profi t agencies 
(4%). 

= States whose SEP includes access to caregiver support

= States whose SEP does not include access to caregiver support
    
= States don’t operate SEP
    
= States don’t operate SEP
    

Figure 3. States Are Beginning to Utilize Single Entry Points (SEP) for All HCBS Programs 
and Include Access to Caregiver Support Programs
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Funding

Caregiver support services are fi nanced through a variety of public 
and private funding sources. In this study, we wanted to gain an 

understanding of the sources and amount of federal and state funding for 
caregiver support in the 50 states since the enactment of the NFCSP. We 
also wanted to identify general trends and issues in spending by the state-
administered programs. We expected these trends would provide insight 
into broader spending patterns for caregiver support.

In all programs included in this study (i.e., NFCSP, Medicaid waivers, state-
funded), states have enormous fl exibility in determining what services are 
provided to best meet locally identifi ed needs, how they are delivered, 
and how services and expenditures are reported. However, this fl exibility 
at the state level poses challenges: without comparable data, cross-state 
comparisons cannot be made and we cannot obtain a clear picture of 
spending, across all the states, for caregiver support services.

During the study period, the NFCSP, in particular, was in a developmental 
stage: states have been identifying needs, building programs and 
services, and creating reporting systems to meet the new client mandate 
under the OAA. Data are available on the federal allocations to the 
states, but variance in fi scal years among the states and in treatment of 
carryover funds results in inconsistent reporting of actual state program 
expenditures. Beginning in FY 2005, states will use a new version of the 
National Aging Program Information System (NAPIS). As part of NAPIS, 
SUAs will complete utilization and expenditure profi les for the NFCSP to 
provide more consistent programmatic and expenditure data across the 
states.

State program administrators use a range of defi nitions and data 
collection methods to track expenditures and caregiver service 
delivery, resulting in much variability across the states.

Due to data limitations, we could not obtain consistent and accurate 
information on expenditures (and persons served) for programs providing 
caregiver support services. Indeed, many states have no uniform system 
in use across their own state’s HCBS programs. Thus it was not possible to 
consistently identify total funding (or the total number of families served) 
for programs in this study. On the other hand, study respondents give us 
insights into the sources of funding, how these vary across states and how 
the sources and funding levels are changing over time, especially with the 
advent of the NFCSP. In addition, data reported for the Medicaid waiver 
programs allow us to see expenditure trends for one service of signifi cant 
help to caregivers, respite.

Most states rely on multiple sources of funding to provide caregiver 
support services.

We asked state program administrators to identify the major sources of 
public funding that their program receives for fi scal year 2003. Most state 
programs report multiple sources of funding, with the majority of funding 
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coming from four main sources: State 
general funds; NFCSP; Aged/Disabled 
Medicaid HCBS waivers; and client 
contributions. Figure 4 shows the range 
of funding sources.

State general revenues are a source 
of funding for the majority (57%) of 
programs in this study. State general 
funds allow states to develop programs 
that are generally not constrained by 
federal rules and regulations. States 
also use their general revenues to 
match federal funds (NFCSP or Medicaid 
waiver programs). Some “over-match” 
by supplying more state money than 
required for federal funding.

w In California, Florida, New Jersey and Pennsylvania state coffers have 
signifi cantly funded caregiver support programs.

In this study, some state-funded programs provided expenditure data 
for fi scal years 2001-2003. In all, 22 of the 50 state-funded programs 
in 14 states12 (44% of programs of this type in these states) provided 
expenditure data, with the most complete data for fi scal years 2002 and 
2003. These identifi ed expenditures represent less than half of the state-
funded programs in this study. Based on previous research (Feinberg 
& Pilisuk, 1999; Feinberg et al., 2002), as well as data limitations and 
reporting variances, these expenditures clearly under-report the amount of 
state funding for caregiver support across all states. (See State Profi les for 
expenditure data).

w These 22 state-funded programs (a combination of explicit caregiver 
support programs and HCBS programs with a caregiver component) 
expended approximately $132.4 million in state general funds in fi scal 
year 2002 and $128.5 million in fi scal year 2003. 

The NFCSP (Title III-E) is the funding source that state offi cials cite The NFCSP (Title III-E) is the funding source that state offi cials cite The NFCSP
second most frequently (by 37% of study respondents). Through this 
relatively new funding source, explicit family caregiver support services 
now operate in all 50 states and the District of Columbia. Where caregiver 
support programs existed before the NFCSP, these funds expand the range 
and scope of services to families. In the other states, the NFCSP serves 
as the major funding source for a range of caregiver support services not 
available previously.

w Federal data on the NFCSP show the AoA provided the 50 states and 
the District of Columbia with about $110.9 million in fi scal year 2001, 
$126.6 million in 2002 and $138.7 million in 2003. 

w In fi scal year 2003, federal funding varied from a high of $13.9 million 
in California and $11.1 in Florida to a low of $705,756 in 11 states13

and the District of Columbia. 

12 California, Connecticut, Florida, Maine, Michigan, Minnesota, Nevada, New Jersey, North 
Carolina, North Dakota, Pennsylvania, Texas, Washington, Wisconsin.
13 Alaska, Delaware, District of Columbia, Hawaii, Idaho, Montana, New Hampshire, North 
Dakota, South Dakota, Rhode Island, Vermont, Wyoming.

Figure 4. Major Sources of 
Program Funding, FY 2003

# of programs 
receiving funding 
from this source*

% of programs 
receiving funding 
from this source

State General Fund 86 57%
NFCSP 55 37%
Medicaid HCBS Waiver 49 33%
Client Contribution 36 24%
Tobacco Settlement Fund 11 7%
Local/County Fund 10 7%
AD** Grants to States 7 5%
Social Services Block Grant 5 3%
(Title XX)
Lottery Fund 3 2%
Private Foundation 2 1%
Other Sources 20 13%

Note. Many programs identifi ed more than one source of funding. *N = 150. 
**AD = Alzheimer’s disease.
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w Between fi scal years 2001 and 2003, the NFCSP federal allocations to 
the states increased 25 percent. (See State Profi les for allocation data).

Aged/Disabled Medicaid HCBS waiver programs are a signifi cant 
source of funds for services that help family caregivers of benefi ciaries, 
typically for respite care. 

w According to data reported to the Centers for Medicare and Medicaid 
Services (CMS), the Aged/Disabled 1915(c) waivers provided an esti-
mated $84.5 million for respite care alone in FY 2001.14

w Respite care expenditures under these waivers grew to $101.4 million 
(a 20% increase) in fi scal year 2002, the most recent year for which 
these data are available. (See State Profi les for expenditure data).15

Client contributions are a funding source for about one-fourth (24%) 
of program respondents. These funds are more likely to contribute some 
support to state-funded programs (36%) or the NFCSPs (28%) rather than 
those offered through Medicaid waivers (8%). 

Tobacco settlement funds, study respondents report, support 11 
programs in seven states16 including four Medicaid waivers, six state-
funded programs and one state NFCSP. These monies have typically been 
used to expand services to more older people or adults with disabilities or 
to support specifi c services, such as respite care for family caregivers.

State offi cials report several other funding sources:

w Revenue from state lotteries supports two Pennsylvania programs (OP-
TIONS and NFCSP) and West Virginia’s Aged/Disabled Medicaid waiver. 

w Casino revenue contributes to New Jersey’s state-funded Adult Day  
Services Program for Persons with Alzheimer’s Disease or Related    
Dementias.

w Escheat17 monies benefi t Michigan’s State/Escheat Respite program.

w Arizona and Wyoming use federal OAA Title III-B social services funds 
for state-funded programs (Non-Medical Home and Community Based 
Services Program in Arizona and Community Based In-Home Services 
Program in Wyoming).

w Alaska’s Innovative Respite Program uses Mental Health Trust Authority 
authorized receipts.

14 Source: CMS Form 372 (Annual Report on HCBS Waivers), with data analysis performed by 
Kitchener, M., Ng., T. & Harrington, C., UCSF Department of Social and Behavioral Sciences, 
2004.
15 Source: CMS Form 372 (Annual Report on HCBS Waivers), with data analysis performed by 
CMS Center for Medicaid and State Operations, 2004.
16 Medicaid waivers in Georgia, Iowa, Nevada and Pennsylvania; state-funded programs in Florida 
(RELIEF and Community Care for the Elderly), Nevada (Independent Living Grant), Michigan 
(Caregiver Respite Program), Nebraska (Respite Subsidy Across the Lifespan), Pennsylvania 
(BRIDGE program); and the Pennsylvania NFCSP.
17 “Escheat” refers to unclaimed reimbursements or payments made by Blue Cross/Blue Shield 
for insurance in Michigan. The unclaimed payments revert back to the state and the funds are 
then set aside for designated health-related programs.
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Although most states experienced severe budget crises 
between 2001 and 2003, funding levels for family caregiver 
programs generally held their own—either increased or 
remained about the same.

Program administrators in Alabama, Arizona, Connecticut, Delaware, the 
District of Columbia and Florida (for the NFCSP), and Iowa, Massachusetts, 
Montana, New Mexico, Oklahoma, Pennsylvania, Utah, Virginia, Washing-
ton, West Virginia and Wyoming (for the state-funded program in general 
or the state respite program in particular) report either stable funding or 
slight increases between fi scal years 2002 and 2003 and project increases 
for fi scal year 2004. For many, modest increases in federal NFCSP alloca-
tions account for the growth. Program respondents also expect to see an 
increase in demand for services from family and informal caregivers due to 
budget pressures on other aging and disability supportive services.
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Eligibility criteria determine who will have access to caregiver support, 
further defi ne service priorities, and vary by source of program funding. 

Most HCBS programs focus solely on the functional limitations of frail 
elders or persons with disabilities. The programs usually do not address 
the “family unit” together as the client system, the range of informal 
caregivers’ needs or the complexity of caregiving responsibilities (Feinberg 
et al., 2002; Levine, C., Reinhard, S., Feinberg, L. F., Albert, S., & Hart, A., 
2004). 

State offi cials generally defi ne family caregiving programs as those that 
specifi cally serve families who are providing care to a relative. Although 
states vary, they typically do not consider programs targeted to serve 
an older person or younger adult with disabilities as caregiver support 
programs, even if they provide important and often signifi cant benefi ts to 
families.

Who Is the Program Client?
Client designation varies by funding source, with half of the 
programs in this survey recognizing either the family or informal 
caregiver as the primary client (30%), or bothboth the person with 
disability and the caregiver as the client population (21%).

A program’s client designation impacts eligibility and shapes how program 
services are confi gured and delivered. As shown in Table 1 and Figure 5, 
the three types of programs examined in this study (i.e., NFCSP, Medicaid 
waiver and state-funded) differ considerably in whom they see to be 
program clients.

w Across all three types of programs, half the respondents (74 or 50%) 
say they consider the person with disease/disability (i.e., the care re-
ceiver) the client.

w All but one of the Medicaid HCBS waiver 
programs (48 out of 49) identifi ed the 
individual with disability as the client, 
as did more than half of state-funded 
programs (52%) and one state NFCSP 
(Virginia). 

Among programs focused on the care 
receiver, a sizeable proportion (44%) can-
not say whether or not their clients have 
a family caregiver because they do not 
collect these data.

We found that the family or informal 
caregiver is the primary client in nearly one-
third (30%) of the programs studied (44 
programs in 38 states and the District of 

“The aging network now recognizes the family caregiver as a valued 
consumer in need of support services in their own right. Other HCBS 
programs don’t yet share this philosophy.” 
     --Medicaid waiver respondent
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Columbia). “I think we ‘get’ it now,” says one state NFCSP administrator, “I think we ‘get’ it now,” says one state NFCSP administrator, “I think we ‘get’ it now,”
“but that was one of the biggest challenges and one of the lessons learned. 
The focus [of the program] is the caregiver, the client is the caregiver, and 
the recipient is the caregiver too. That is quite a switch from how we think, 
especially in the HCBS world.”

w NFCSPs make up the great majority of programs (37 out of 44; 84%) 
designating the caregiver as primary client. They have an explicit 
requirement under the OAA to serve caregivers of older people. Nev-
ertheless, a sizeable number of NFCSPs (those in 13 states18) view 
both the family caregiver and the person with disease/disability as the 
primary client group.

w Only a few state-funded programs (seven in six states19) identify the 
family caregiver as their primary client. These programs typically have 
explicit state mandates to serve family and informal caregivers. 

Overall, 31 programs in 23 states (21%) including New Hampshire’s 
Medicaid waiver program and 17 of the 50 state-funded programs in this 
study, take a more “family centered” approach to service eligibility and 
consider both the person with a disability (i.e., the care receiver) and the 
caregiver to be clients. 

Eligibility Criteria
The programs in this study serve a range of disease/disability groups. 
Eligible populations most commonly include persons 60 years and older 
with physical disabilities (79%) and/or persons 60+ with Alzheimer’s 

disease or a related 
cognitive impairment 
(73%). Younger adults 
(i.e., age 18-64) with 
physical disabilities are 
eligible for more than 
one-third (38%) of the 
programs, generally 
Medicaid HCBS waiver 
(52%) or state-funded 
(49%) programs. 
State-funded programs 
in only nine states20

focus solely on persons 
with dementia.

18
Arizona, Connecticut, Florida, Hawaii, Idaho, Missouri, Montana, New Mexico, Nevada, New 

York, Pennsylvania, Rhode Island, Texas.
19

California (Caregiver Resource Centers); Nevada (Community-Based Caregiving Training); 
Oklahoma (Respite Resource Network); Oregon (Lifespan Respite Care); Virginia (Caregiver 
Grant Program); and Washington (Family Caregiver Support Program; Respite Care Services). 
20

Alaska, California, Florida, Kentucky, Maine, New Jersey, Ohio, Pennsylvania, Texas.

         18 +       60 +     65 +              None           Other
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Figure 6. State Programs with Age Eligibility Criteria (N = 150)
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Programs use a range of criteria, including age, functional status 
and/or income to determine eligible populations, with most state- 
administered programs focused on care-receiver characteristics. 
  
Age: As shown in Figure 6 the vast majority of programs have age 
eligibility criteria for care receivers (85%) and fewer have age criteria for 
the caregiver (52%). Not surprisingly, given the OAA mandate, NFCSPs 
were the most likely of all program types to serve caregivers of persons 
age 60 and older. 

w The most common age requirement for care receivers are age 60+ (68 
programs; 45%) and age 18+ (36 programs; 24%). 

w The most common age requirement for caregivers is 18+ (53 
programs; 36%); just a few programs require the caregiver to be age 
60 or older (6 programs, 4%). 

Functional Status: Most programs use some type of criteria related to the 
functional status or diagnostic category of the care receiver to determine 
program eligibility. As shown in Table 2, functional eligibility requirements 
vary by source of funding and type of service. 

The most common functional requirements for eligibility are based on the 
status of the care receiver: 

w nursing home eligible (50 programs21, 33%)  

w limitations in two ADLs (33 programs, 22%)  

w diagnosed with Alzheimer’s disease or a related cognitive impairment 
(28 programs, 19%)  

w a few programs (16, 11%) report no functional status requirements.

Income: Like functional status and age, states vary widely in fi nancial 
eligibility requirements depending on funding source and type of service 
provided. Most publicly funded programs restrict the income eligibility of 
the care receiver to target those most in need. 

w A total of 61 of 146 (42%) programs responding report no income 
requirements for their program. These are the NFCSPs (79%) and 
state-funded programs (21%). 

w Programs with fi nancial requirements typically look at the care 
receiver’s income and/or assets. Although amounts allowed vary 
widely, SSI-eligilibility is the most common.

Assessment
Less than half of the programs in this study uniformly assess 
caregiver needs. 

Caregiver assessments may establish eligibility for explicit caregiver 
programs or for support services from broader HCBS programs. Few state 
programs uniformly assess the family caregiver’s well-being and his or her 
own service needs, even though understanding the role, multiple stressors 
and particular situation of the family caregiver is viewed as essential to 

21
90% of the Aged/Disabled Medicaid waiver programs.
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any care plan developed for the care receiver (Baxter, 2000; Feinberg, 
2004; Gaugler, Kane, & Langlois, 2000).  “Caregivers need a formalized 
assessment system,” advocated one Medicaid waiver respondent. assessment system,” advocated one Medicaid waiver respondent. assessment system,” “They 
need a tool that asks them what theythey need, that is unifi ed and formalized they need, that is unifi ed and formalized they
and can be used across the health care continuum.”

As shown in Table 3, about half of the state administrators (49%, 74 
programs) say they assess needs, in some way, of both the older adult 
or person with disabilities and the family caregiver. This approach to dual 
assessment is much more common among the NFCSPs (82%), compared 
to Medicaid waiver (22%) or state-funded programs (42%) (see Figure 7). 

Medicaid waiver and state-funded 
programs most commonly assess 
only the person with disease or 
disability (in 78% of waiver and 
52% of state-funded programs). In 
all, 68 programs (45%), including 
four NFCSPs (Iowa, Louisiana, New 
Hampshire and Virginia), report 
they assess only the person with 
disease or disability. 

Eight22 programs (5%) in seven 
states and the District of Columbia 
assess only the family caregiver’s 
needs.

Despite the variation among 
programs in their assessment 

targets, there is broad recognition of the value of uniformity in program 
assessment instruments. The more established the program, the more 
likely it is to use a uniform tool. Among all 150 programs surveyed, the 
majority (69%; 104 programs) use a statewide, uniform assessment tool 
in their program, rather than instruments that differ from one locality to 
another. Moreover, programs with a uniform assessment process often 
include the family caregiver’s situation in their assessment.

w Almost all Medicaid waivers (94%) report using a uniform tool, as 
compared to state-funded programs (64%) and the NFCSPs (51%). 

w More than two-thirds (68%; 71 programs) of the 104 programs with a 
uniform assessment tool say they assess the family caregiver’s needs 
and situation, too. 

Still, fewer than half (47%) of all state administrators in this survey say 
their state program uniformly assesses the family caregiver’s needs and 
situation in addition to the care receiver. The programs that most typically 
utilize a uniform assessment process for the care receiver but do not 
conduct a caregiver assessment are the Medicaid HCBS waivers (44%). 
“We don’t have caregiver issues built into the assessment process,” 
comments one Medicaid waiver respondent. “This would be a whole new 
way of thinking about support and services.”

22
NFCSPs in Alaska, District of Columbia, Maine, Minnesota, and North Dakota; state-funded 

programs in California (Caregiver Resource Centers); Nevada (Community-Based Caregiving 
Training); and Oklahoma (Oklahoma Respite Resource Network). 

Caregiver

Care Receiver

Both

NFCSP
(n = 50)

Medicaid Waiver
(n = 49)

State-funded
Program
(n = 51)

Figure 7. Who Is Assessed? (N = 150)

Pe
rc

en
t

10%
8%

82%

78%

22%

6%

52%

42%

100%

75%

50%

25%

0%



25

Key Findings

As shown in Figures 8 and 9, client 
designation appears to infl uence assessment 
policies. Programs that are “caregiver-
specifi c” or view both the care receiver and 
the family caregiver as their clients, generally 
assess both members of the dyad to better 
understand the care situation.

w Among the 44 programs (37 NFCSPs 
and 7 state-funded) that consider the 
family caregiver the client (Figure 8), 
eight programs (18%) assess the family 
or informal caregiver only and 32 (73%) 
assess both the caregiver and the care 
receiver. 

w Of the 31 programs that consider both 
the care receiver and the family caregiver 
as clients (Figure 9), the great majority 
(81%, 25 programs) assess both family 
members.

Table 3, shows how the domains used 
to assess a family caregiver’s needs and 
situation vary greatly among states and 
programs. Figure 10 illustrates the top fi ve 
areas found in uniform assessment tools used 
by programs to assess caregivers.

w For the NFCSPs, the top fi ve areas 
of caregiver assessment are: “ability 
to provide care” (76%); “basic 
demographics” (71%); “caregiver 
strain” (67%); “care frequency”; and “caregiver physical health” and 
“caregiver depression” (57% each).

w For the Medicaid waiver programs, the 
top fi ve areas of caregiver assessment 
are: “willingness to provide care” (92%); 
“ability to provide care” (88%); “care 
frequency” (84%); “caregiver strain” 
(72%); and “care duration” and “physical 
health” (56% each).

w For the state-funded programs, the top 
fi ve areas of caregiver assessment are: 
“ability to provide care” (80%); “caregiver 
strain” (76%); “basic demographics” 
(64%); and “caregiver physical health”, 
“care frequency” and “caregiver 
depression” (56% each).

In their responses, state offi cials frequently 
observe that the Medicaid waiver assessment 
of caregivers focuses on whether or not the 
family caregiver is willing and available to 
provide care to the individual, not on the caregiver’s own particular needs 
and support.

Assess care receiver only

Assess caregiver & care receiver

Figure 9. Assessment in Programs with Both Family Caregiver 
and Care Receiver as Main Client (n = 31)
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Figure 10. Caregiver Assessment: Top 5 Areas Addressed (n = 71)
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Family members and friends may have different needs and preferences 
at different times during their caregiving experience. A variety of 

services can bolster them in providing care to a loved one. We asked   
state program administrators to identify each service that their program 
provides specifi cally to family caregivers. The programs in this survey offer 
a broad array of services that either directly or indirectly assist caregivers. 
Table 4 shows which of 18 services each program in this survey provides  
to caregivers.

Defi nitions for services vary across programs and across states. Because 
service categories, names and availability fl uctuate, they challenge efforts 
to track and classify them. At a practical level, these variations make it 
more diffi cult for a caregiver to access needed help. For example, under 
the NFCSP, states can provide the service category of “supplemental 
services”, as defi ned by the state, to complement the care provided by 
caregivers. By defi nition, supplemental services are intended to benefi t 
caregivers and be fl exible enhancements to the caregiver support programs 
(Lewin Group, 2002). Services can include home modifi cations, assistive 
technology, emergency alarm response systems, consumable supplies, or 
any service or service option as defi ned by the state. Neither the Medicaid 
waiver nor the state-funded programs have such a broad service category. 

Similarly, defi nitions of the term “respite” vary widely from program to 
program. As one state-funded program respondent said, “Respite means 
different things to different people.” Some program administrators view 
respite as a specifi c service; others view it as an outcome of providing 
other out-of-home or in-home services, such as personal care or 
homemaker/chore services. Some state-funded and Medicaid waiver 
programs consider in-home services such as homemaker/chore and 
personal care to be “respite” for the family caregiver, even though it is 
often not tracked as such and this care directly benefi ts the older person  
or adult with disabilities.

Caregiver Support Services
Figure 11 illustrates the types of services provided by programs in this 
study to support family and informal caregivers. Figure 12 shows the 
percentage of state programs surveyed by program type providing selected 
caregiver support services. 

“There is a growing recognition within the policy arena of the importance of 
caregiver support services as a preventive service. The more you provide 
in terms of services and infrastructure for caregiver support, the better off 
the state will be in future expenditures.” 
      --Medicaid waiver respondent

“Respite is frequently identifi ed as the number one need, but once 
the family caregiver starts having regular respite, there is usually the 
recognition that they need information, support and links to other services 
and supports.” 
      --State-funded program respondent 

Services
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State-administered programs offer an array of services to support 
family and informal caregivers; respite care tops the list.

w At least half of all programs in this survey 
(76 out of 150 programs) provide one or 
more of the following eight services: respite 
care (95%), information and assistance 
(69%), education and training (62%), care 
management/family consultation (58%), 
homemaker/chore/personal care (58%), 
assistive technology/emergency response 
systems (54%), individual and/or family 
counseling (52%), and home modifi cations 
(51%). 

w Most, but not all, programs in this survey of-
fer multiple services to caregivers, generally 
respite care and one or more other services. 
In 14 programs23 in ten states (six state-
funded programs; eight Medicaid waivers) 
respite care is the only service identifi ed 
specifi cally for family caregivers. 

The NFCSP is emerging both as a key 
program to enhance the scope of services 
available to caregivers and fueling 
innovation. 

Many services now available to support caregivers come mainly through 
the NFCSPs, as shown below.

w Caregiver education and train-
ing is offered by nearly two 
out of three (62%) programs 
surveyed. Education and train-
ing can include conferences or 
classes covering a broad range 
of topics of interest to family 
caregivers, or can teach care-
givers “hands-on” skills and 
knowledge to improve confi -
dence and competence in the 
caregiving role (e.g., training 
for lifting or bathing a per-
son, techniques for managing 
behavioral problems, methods 
of coping with stress). Care-
giver education and training is 
much more commonly offered 
by the NFCSPs (94%) than the state-funded (56%) or Medicaid waiver 
programs (35%). 

23State-funded programs (California’s Adult Day Health Care, Michigan’s State/Escheat Respite, 
Nebraska’s Respite Subsidy Across the Lifespan, Oklahoma’s Respite Resource Network, 
Washington’s Respite Care Services and Wyoming’s Community-Based In-Home Services 
Program). Medicaid waivers in Arkansas, California, Illinois, Nebraska, Oklahoma, Texas, 
Vermont and Wyoming.

Figure 11. Types of Caregiver Support 
Services Provided by State Programs

Program 
responses*

n   %**    

Respite Care 143 95%
Information & Assistance 102 69%
Education & Training 93 62%
Care Management/Family Consultations 87 58%
Homemaker/Chore/Personal Care 86 58%
Assistive Technology/Emergency Response 80 54%
Counseling (individual and/or family) 77 52%

Home Modifi cations 76 51%
Support Groups 71 48%
Transportation 66 44%
Consumable Supplies 51 34%
Legal/Financial Consultations 48 32%
Family Meetings 39 26%
Other Services 22 15%
Cash Grant 20 13%
eHealth Applications (excluding read-only 

websites)
10 7%

Note. *N=150. **Percentages are based on total number
 of responses.
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Figure 12. Selected Services Provided to Caregivers, by Program Type
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w Care management or Care management or Care management family consultations are covered by well over half 
(58%) the programs in this study, and are considerably more common 
among the NFCSPs (84%), as compared to the Medicaid waiver (47%) 
or state-funded programs (42%). These services assist families in 
making a care plan, identifying and arranging needed services, locating 
other resources, and assisting caregivers with both everyday and long-
term choices and decisions.

w Individual and/or family counseling to address specifi c caregiving 
needs and psychological well-being are offered by over half (52%) of 
the programs surveyed. Counseling is twice as likely to be a covered 
service under the NFCSP as compared to the other programs in 
the study (NFCSP, 80%; state-funded, 38%; and Medicaid waiver 
programs, 35%). 

w Caregiver support groups are available through fewer than half (48%) 
of the programs. Support groups are provided by almost all the NFCSPs 
(90%). Support groups are especially uncommon among Medicaid 
waivers (15%) and offered by a little over one-third of the state-funded 
programs (36%). 

In several emerging, or innovative, service areas the NFCSP is leading    
the way:  

w Family meetings, offered by only 26 percent of programs in this study, 
help resolve caregiving issues and improve communication among 
family members about diffi cult subjects. NFCSPs are twice as likely to 
offer this service (43%) as compared to the state-funded (18%) or 
Medicaid waiver programs (17%). 

w Cash grants to purchase goods (e.g., incontinence products, ramps, 
grab bars) and/or services (e.g., respite care) help offset the often 
high costs of providing care and, for some, may enable the family 
to continue to provide care. Cash grants are available through only 
20 of the programs surveyed (13%) in 18 states and the District of 
Columbia, mostly through the “supplemental services” category of the 
NFCSPs. The NFCSPs are at least twice as likely to offer this option 
as are the other programs in this study (24% NFCSP, versus 12% of 
state-funded programs and just 4% of waiver programs, i.e., those in 
Alabama and Minnesota). 

w eHealth applications (e.g., telemedicine, interactive websites) include 
information and services delivered or enhanced through the Internet 
and related technologies. Although this offering for family caregivers 
is still rare (by just 10 programs24 in eight states overall), NFCSPs 
account for more than half. 

Respite Care 
Respite care addresses one of the most pressing needs identifi ed by 
caregiving families. Although some programs consider “respite” to be a 
broad concept that includes almost anything if it improves the caregiver’s 
quality of life (Feinberg & Pilisuk, 1999), respite care is generally defi ned 
as temporary, short-term help provided to the care receiver that enables 
caregivers to take a break.

24 NFCSPs (Arkansas, Idaho, Maine, Missouri, New York and Oregon); state-funded programs 
(California Caregiver Resource Centers, Minnesota Alternative Care Program) and Medicaid 
waivers (Minnesota, Oregon).
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In this survey, we found that respite is offered in 
varying degrees, by all types of programs and in 
all 50 states. It is provided under the NFCSP; as 
a state–funded, single purpose program; as part 
of state-funded HCBS multi-component programs; 
and also as a specifi c benefi t under Medicaid HCBS 
waiver programs. In the NFCSP, respite is a specifi c 
part of the core package of services to caregivers. In 
Medicaid waiver and state-funded HCBS programs, 
however, respite may not be an explicitly covered 
benefi t or service. Administrators of these programs 
often see respite as a by-product of other in-home 
(e.g., homemaker/chore/personal care) or out-of-home services (e.g., 
adult day services). Some say that cash grants to care receivers to 
purchase in-home services or home modifi cations, for example, provide 
respite and relief for the family caregiver, although their purpose is to 
benefi t the care receiver. 

Respite is the service strategy most commonly offered to support 
caregivers and is available in all 50 states, although the amount of 
respite to family members varies substantially from state to state 
and program to program within states.

w Nearly all (95%) of the programs in this survey (143 out of 150) report 
providing respite care, regardless of funding source. 

w All states and the District of Columbia (100%) offer respite care to 
caregivers under the NFCSP. 

w All but four states25 report including respite as an explicit service under 
their Aged/Disabled Medicaid HCBS waiver.

w In two states, Tennessee and Nevada, a state-funded HCBS program 
does not offer respite or other in-home services. 

As shown in Table 5, respite care takes many forms. The most common 
types of respite offered in the state programs surveyed are in-home 
respite, adult day services and overnight respite in a facility. Figure 13 
shows the prevalence of various types of respite service options available 
in the states. 

w The great majority (71%) of the programs offering respite assistance 
do not require that the caregiver live with the care receiver, enabling 
adult children or other relatives to qualify for respite services even if 
they live in separate households. 

w This broader eligibility criteria exists more often in the NFCSPs (80%) 
and the state-funded programs (75%), than in the Medicaid waiver 
programs (58%) (see Table 5). 

To control costs and distribute services equitably, given limited program 
budgets, programs cap cost or service utilization. We were particularly 
interested in better understanding how caps are used for respite care in the 
states and who decides how to formulate the caps. 

w Sixty-six programs (46%) in 38 states and the District of Columbia that 
offer respite assistance utilize a respite cap of some type to contain 

25The Aged/Disabled Medicaid HCBS waiver programs in Alaska, Kentucky and New York did not 
respond to this survey. The waiver programs that do not report including respite as an explicit 
service are located in Louisiana, Rhode Island, Washington and West Virginia, although the 
waiver in Louisiana includes homemaker/chore/personal care that can provide some respite to 
family caregivers. 

Figure 13. States Offer a Variety of 
Types of Respite Care

Program 
responses*

n   %**    
In-home 136 91%
Adult Day Services 131 87%
Overnight in Facility 113 75%
Weekend/Camp 86 57%
Other 17 11%

Note. *N=150. **Percentages are based on total number
 of responses.
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costs. Considerable variation exists within the limits imposed. In a 
majority of these programs (49 out of 66; 74%), the respite cap is 
applied uniformly across each program site, with Medicaid waiver 
(96%) and state-funded programs (88%) most likely and the NFC-
SPs least likely (48%) to do so.

w In nearly two-thirds (62%) of these 66 programs, the administer-
ing state agency decides how to formulate the cap. Medicaid waivers 
(91%) and state-funded programs (71%) are much more likely than 
the NFCSPs (33%) to set policy through the state agency. 

w Less than one-third (30%) of the respite caps overall are set by local 
administering agencies. However, where the NFCSP has a cap for re-
spite, the majority (59%) rely on their AAAs to set it. In contrast, a 
minority of state-funded (18%) and Medicaid waiver programs (5%) 
let the local agency do this.

w Half (50%) of the programs with a respite cap utilize a cost cap. 
Nearly as many (47%) use a utilization cap, typically a ceiling on the 
number of allowable hours of respite per year.

w Caps vary widely. Some use monthly limits, while others calculate 
caps on an annual basis. 

� In the NFCSPs, most capped programs (19, 70%) 
refer to dollars, not utilization. The caps range from 
$250-$500 per year (Colorado) to $4,000 per year 
(District of Columbia) and average $1,300 per year.

� Medicaid waiver programs more often use a utiliza-
tion cap, with these ranging from 168 hours per 
year (Maryland) to 6,480 hours per year (South 
Dakota) and averaging 937 hours annually.

� State-funded programs are slightly more likely to 
use cost (59%) than utilization (41%) caps. These 
caps range from $1,500 per year         (Nebraska’s 
Lifespan Respite) to $7,200 per year (New Jersey’s 
Assistance for Community Caregiving) and average 
$3,844 annually. The average utilization cap across 
state-funded programs was 300 hours per year.

w Among the programs reporting dollar amounts for their respite caps, 
Colorado’s Family Caregiver Support Program has the lowest ($250-
$500 per year) and New Jersey’s Enhanced Community Options 
(ECO) Medicaid waiver program the highest ($1,000 per month). 
The variation in the 29 programs reporting the amount of their re-
spite caps is shown in Figure 14.

Figure 14. Use and Amount of Respite Cost 
Caps by State Programs

Number of 
Programs

None 73
$100 - $200/mo 1
$501 - $600/mo 3
$1,000/mo 1
< $500/yr 3
$501  - $1,000/yr 7
$1,001 - $2,000/yr 5
$2,000 - $3,000/yr 1
$3,001 - $4,000/yr 6
> $4,000/yr 1
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Access to Information and Services
Access to program information or services varies by program type; 
even within the same state, caregivers typically do not fi nd the 
same package of services to be available. 

Fragmented services, confusing service delivery systems, and inaccessible 
information about community resources can compromise the family 
member’s ability to care for their relative and adversely affect the 
caregiver’s own health and quality of life. We asked state program 
administrators to describe the best way for a caregiver to access their 
program either for information or for services. As shown in Figure 15, over 
half (53%) of the program respondents, regardless of type of program, 
point to the local AAA. Nearly half (49%) indicate the state’s toll-free 
telephone number. Programs in this survey suggest various ways for 
caregivers to access information or services:

w for the NFCSP, offi cials cite fi rst the local AAA (69%), then the state’s 
toll-free telephone number (55%)

w for the Medicaid waivers, respondents see the top method to be the lo-
cal administrative toll-free number (40% each)

w for state-funded programs, respondents say to call the toll-free number 
or the local AAA (51%)

w relatively few program administrators mention the Web as a way to 
access programs (31%, state-funded; 25%, NFCSP; 13%, Medicaid 
waiver).

We asked respondents whether or not all family caregivers in their state 
have access to the same package of services within their program. In about 
half (49%) the programs, respondents said “No.” The NFCSPs were the 
least likely of all three program types to respond affi rmatively; more than 
three out of four (77%) report that caregivers in their state don’t have 
access to the same program services, followed by state-funded programs 
(44%) and the Medicaid waivers (18%). 

w Under the NFCSP, only 21 
states26 (42%) report that all 
of their state’s AAAs offer each 
of the fi ve specifi ed service 
components (information, as-
sistance, counseling/support 
groups/education and train-
ing, respite and supplemental 
services). 

26Alabama, Connecticut, Florida, Georgia, Hawaii, Kentucky, Louisiana, Massachusetts, Maryland, 
Maine, Michigan, New Hampshire, New York, Ohio, Pennsylvania, South Dakota, Tennessee, 
Texas, Utah, Washington, Wyoming. Note: 4 states (Alaska, Delaware, Rhode Island, Wisconsin) 
and the District of Columbia responded “not applicable.” All but Wisconsin do not have AAAs; the 
state or district acts as the single planning and service area. 
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Figure 15. Caregivers Can Access State Programs in a Variety of Ways (N = 148)

Note. *Area Agency of Aging.
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Consumer Direction

The philosophy and practice of “consumer direction” is an emerging 
trend in HCBS programs. Consumer direction is not a single method; 

rather it is a philosophical approach to paying for services or supports. It 
shifts the locus of decision-making and control from service providers and 
payers to consumers and families (Benjamin, 2001; Doty, 2004).  At one 
end of the spectrum the consumer has total control over how the care 
dollar is spent, from hiring a relative to paying for goods. At the other 

is traditional service delivery, where the 
provider or payer decides what is needed 
and will be covered. In between is a family-
centered approach, such as the NFCSP’s 
“supplemental services” category: giving 
family caregivers a menu of services from 
which to choose and taking a fl exible 
approach to approving services.  For 
example, NFCSP funds can pay for a car 
battery needed for a family member to 
drive a relative to the doctor’s offi ce.

States are grappling with ways to improve quality of care, address the 
shortage of direct care workers and increase consumer choice.  One 
method of achieving these goals is to pay family members who provide 
vital care to their elderly or disabled relatives. However, the practice of 
paying relatives is subject to debate in the U.S. (Blaser, 1998; Kunkel, 
Applebaum, & Nelson, 2004). In states that enable consumers to direct 
their own services, the freedom to hire a family member, friend or neighbor 
is viewed as a meaningful feature of choice and control (Feinberg & 
Newman, in press). 

The NFCSP, Medicaid HCBS waivers and some state-funded programs 
permit consumer-directed approaches depending upon each state’s rules 
and regulations. For example, under the NFCSP, states may make direct 
payments to family caregivers or provide a voucher or budget for goods 
and services (e.g., grab bars, respite care) to meet their needs and those 
of the care receiver. Thus, a state’s NFCSP may give families maximum 
control as to how, when and to whom respite is provided, or the goods or 
services to buy directly (Feinberg & Newman, in press).  States may also 
let each individual AAA (the local administering agency) set policy for this 
option. 

States and programs within states differ in the extent to which 
they offer consumer-directed options to family members. The 
NFCSP appears to be speeding the adoption of consumer direction 
in family caregiving programs.

All but two states (Delaware and New York27) report at least one program 
with a consumer-directed option for family caregivers; 106 programs 

States are grappling with ways to improve 
quality of care, address the shortage of direct 
care workers and increase consumer choice.  
One method of achieving these goals is to pay 
family members who provide vital care to their 
elderly or disabled relatives. 

27New York’s Aged/Disabled Medicaid waiver program did not respond to this survey.
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nationwide (71% of sample) say they offer consumer direction of some 
kind. But consumer direction is far from universally available.

w In 43 programs28 (29% of the sample) in 29 states and the District of 
Columbia, family caregivers have no consumer-directed options.

w The NFCSPs are more likely than the Medicaid waiver or state-funded 
programs to say they have a consumer-directed option for family 
caregivers.  Just seven 
NFCSPs (14%) report no 
consumer directed option 
in their service package 
compared to 17 Medicaid 
waiver (35%) and 19 
state-funded (38%) 
programs. 

We asked state program 
administrators to identify 
the types of consumer-
directed options, if any, their 
program provides for family 
caregivers. Direct payments 
to families to hire, supervise 
or fi re workers, including 
other family members, or 
vouchers/budgets for respite 
and supplemental services 
give families the most choice and control to select the options that work 
best for them and their relative. As shown in Figure 16, programs in this 
survey offer a range of choices.  

w Most commonly, programs give the family a choice of respite providers, 
(e.g., between contract agencies such as home care agencies or 
independent providers), effectively allowing families to hire their own 
worker.  Overall, 73 programs (49%) in 43 states have this option, 
including two-thirds of the NFCSPs (67%) but less than half of state-
funded (42%) or Medicaid waiver (38%) programs.

w One-third of all programs (49 in 35 states, 33%) provide caregivers 
a menu of services from which to choose those that best fi t their 
needs.  Nearly half the NFCSPs (49%) do so, compared to about one-
fourth of state-funded and Medicaid waiver programs (26% and 23% 
respectively). 

w Fewer programs (37 in 29 states, 25%) offer a voucher or budget for 
respite care and supplemental services (e.g., consumable supplies, 
assistive devices, yard maintenance). Again, NFCSPs lead the way, with 
more than half (51%) offering supplemental services, one of the fi ve 
statutory service components under the NFCSP. Relatively few state-
funded (16%) or Medicaid waiver (6%) programs provide this option.

w Direct payments to family members to buy goods or services also are 
more likely from the NFCSPs (31%) than the state-funded (16%) or 
Medicaid waiver (4%) programs. Overall, 26 programs (17%) in 20 
states and the District of Columbia permit such payments to families.

28The South Dakota Medicaid waiver program did not respond to this question.
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Figure 16.  State Programs Offer a Range of Consumer-Directed Options (N = 149)

Note. CD = consumer-directed; FC = family caregiver
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w A respite-only voucher or budget appears as an option in 17 programs 
(12%) in 14 states, more often in state-funded programs (18%) and 
less frequently in NFCSPs (12%) or Medicaid waiver (4%) programs.

Most states (all but six) pay families to provide care in at least one 
of their state-administered programs.

We asked state program administrators: “Can family members be paid to 
provide care in your program?”

w Over half (57%), or 86 out of 150, in 44 states and the District of 
Columbia) say they do. Only Alaska, Delaware, Mississippi, Nevada, 
Pennsylvania and Tennessee do not allow payments to family members.

w A higher proportion of Medicaid waiver programs (36, 74%) than 
NFCSPs (59%) or state-funded programs (40%) report they allow 
payment to family members (other than spouses or parents/guardians 
of minors). 

The practice of paying families to provide care may be perceived by some 
state administrators as a consumer-directed option for the individual 
benefi ciary or consumer (i.e., the care receiver) without directly aiding the 
family caregiver. Nine of the Medicaid waivers and fi ve of the state-funded 
programs reporting no consumer-directed option for family caregivers say 
they do permit benefi ciaries to pay family members to provide care.
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State System of Home and Community-Based Services (HCBS)

In the absence of a national, cohesive long-term care system, states 
have developed their own systems, primarily funded by Medicaid 

and state general revenues. Currently, a key policy goal in most states 
is reforming long-term care by expanding HCBS (Weiner et al., 2002). 
States face growing needs for long-term care services and supports due 
to an aging population, consumer preference for HCBS and constrained 
federal and state resources. Many states seek to develop more responsive 
community systems of long-term care, including family caregiver supports. 

State approaches to systems development in HCBS and family care vary 
greatly due to differing administrative structures, funding sources and 
levels, program eligibility requirements, service defi nitions and distinct 
services, and other factors. For example, a respondent in this study 
(an administrator of a state-funded program) notes a major challenge: 
“Differences in the defi nition of ADLs and IADLs from one funding stream 
to the next [NFCSP and Medicaid waiver, primarily]. This creates an 
organizational barrier because it leads to staff inconsistencies and not 
being able to translate the same assessment information from two  
different tools.” 

States also differ in the degree to which they integrate their family 
caregiver support programs into other HCBS programs, and state offi cials’ 
views about this issue vary, too (Feinberg & Newman, in press). The NFCSP 
may be helping states to advance their system development efforts. One 
study respondent, for example, tells of collaboration between the Medicaid 
waiver administration and the family caregiver support program to educate 
waiver service staff about the needs of the state’s family caregivers.

Program administrators within a state often have differing views 
about the level of integration of their states’ HCBS system for the 
elderly and adults with physical disabilities.

In this study, we asked state program administrators to choose one 
statement that best characterizes the level of integration of their state’s 
HCBS system for the elderly and adults with physical disabilities. We gave 
them three choices:

w integrated through intake, assessment, care planning and data 
collection

w part of a larger program, but separate assessment and data collection

“I think that this is the most important program that the aging network 
has done in the last 20 years in terms of crossing boundaries and starting 
to think of older people in terms of their families and those who support 
them. We are moving toward supporting families as opposed to making 
people fi t into categorical age criteria, and recognizing that older people 
are part of larger family systems. If we are successful... it will change the 
way that we deliver social services. This is working to break down some of 
the silos that we talk about. We are becoming more responsive as a result 
of supporting caregivers.”
      --NFCSP respondent

Systems Development
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w not integrated into the state’s home and community-based service 
system.

In only 21 states do all program administrators within the state agree on 
this issue.

w More than four in 10 (43%) or 62 programs (in 33 states and the 
District of Columbia) report that their state’s HCBS system is integrated 
through intake, assessment, care planning and data collection.

� In 14 states29 all program respondents within the state agree on 
the level of integration.

w Nearly one-third (31%) of state administrators for 45 programs (in 
21 states) say they are part of a larger program, but have separate 
assessment and data collection.

� In three states (Florida, New Jersey and Pennsylvania) all 
respondents within the these states are in agreement on this issue. 

w About one in four (26%) respondents for 37 programs (in 23 states) 
characterize their program as not integrated into the state’s HCBS 
system.

� In four states (Kentucky, Massachusetts, New York and Rhode 
Island) the program respondents within these states are in 
agreement on this issue.

As shown in Figure 17, the perception of level of integration varies by type 
of program. 

w Medicaid waiver respondents are the most likely to view their state’s 
HCBS system as integrated (60% Medicaid waivers, 40% NFCSPs, 30% 
state-funded programs). 

29Arizona, Delaware, Iowa, Indiana, Kansas, Maine, Minnesota, Mississippi, North Dakota, New 
Hampshire, South Dakota, Washington, West Virginia, Wisconsin.

30%26%

34%

40%

23%

17% 60%

Integrated into HCBS
Not Integrated into HCBS
Separate assessment & data collection

45%

25%

NFCSP (n = 50) A/D Medicaid Waivers (n = 47) State-funded Programs (n = 47)

Figure 17. Perception of Level of Integration of States’ HCBS Systems Varies by Program Type
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w State-funded program respondents are the most likely to view their 
programs as part of a larger program, but with separate assessment 
tools and data collection requirements (45% state-funded, 26% 
NFCSPs, 23% Medicaid waivers).

w The NFCSPs are the most likely of the three program types to view 
their program as not integrated into their state’s HCBS system (34% 
NFCSPs, 25% state-funded, 17% Medicaid waiver programs).

About one-fourth of the states use a uniform assessment tool for all 
HCBS programs for the elderly and adults with disabilities; family 
caregiving is a component in just fi ve states’ uniform assessments. 

A uniform assessment tool and protocol for all HCBS programs is one 
method that states utilize to develop support systems that are more 
responsive to consumer needs and preferences and to coordinate eligibility 
and care across various state programs that serve frail elders, adults with 
physical disabilities and their family caregivers. As discussed in earlier 
fi ndings (see Eligibility and Assessment section), we asked state program 
administrators if their specifi c program uses a uniform assessment tool. 
We also asked administrators whether their state has a uniform assess-
ment tool for all its HCBS programs for the elderly and adults with physical all its HCBS programs for the elderly and adults with physical all
disabilities, and if the state does, whether this tool includes a family 
caregiving component.

w A total of 60 programs (41%) in 30 states and the District of Columbia 
report a uniform assessment tool for all HCBS programs in their state.

w Of these, only half (31 of 60 programs) in 17 states indicate their 
state’s tool includes a caregiving component.

Not surprisingly, given that administrators in the majority of states have 
differing perceptions about the level of integration they see in their state’s 
HCBS system, there is also a general lack of agreement among state 
program administrators about the adoption of a uniform HCBS assessment 
tool in their state. 

w In just 12 states30 do all program administrators within the state agree 
that a uniform assessment tool is used for all HCBS programs for the 
elderly and adults with disabilities. 

w Of those 12 states, respondents in only fi ve (Delaware, Louisiana, 
Minnesota, South Dakota and Washington) report their state’s tool 
includes a caregiving component. 

Several Medicaid waiver respondents from states that have uniform 
assessment protocols but do not assess the needs and situation of the 
caregiver, commented that their state does not have caregiver issues built 
into the assessment process. One Medicaid waiver respondent remarked: 
“Sometimes we don’t know who is the signifi cant other in a client’s life. A 
major barrier to looking at program outcomes is trying to assess how well 
the program is meeting the family caregiver’s needs too.”

30Colorado, Delaware, Indiana, Louisiana, Maine, Minnesota, Mississippi, North Dakota, Oregon, 
South Dakota, Washington, West Virginia.
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States have mixed views on the 
importance of Olmstead to caregiver 
support.

As a result of the Olmstead decision, Olmstead decision, Olmstead
many states have worked to develop 
an Olmstead plan and are engaged in Olmstead plan and are engaged in Olmstead
ongoing activities to expand community 
services for individuals with disabilities 
and promote community integration. A 
recent analysis of state Olmstead plans Olmstead plans Olmstead
found that some states developed specifi c 
strategies slated for implementation 
over a number of years; some identifi ed 

key priorities for more immediate actions; some set forth broad policy 
recommendations to guide future action; and others anticipated frequent 
plan updates and revisions in what they consider to be working documents 
(Fox-Grage, Folkemer, & Lewis, 2003). 

Family and informal support are essential to the successful transition of 
those with disabilities back into the community. We asked state program 
administrators how important the Olmstead decision is in infl uencing Olmstead decision is in infl uencing Olmstead
the development of caregiver support services in their state. As shown 
in Figure 18, states have mixed views on this issue, although over half 
(52%) of program respondents say that Olmstead is “fairly” or “very” Olmstead is “fairly” or “very” Olmstead
important in infl uencing the development of caregiver support in their 
state. Medicaid waiver respondents are somewhat more likely (59%) than 
those representing state-funded programs (53%) and the NFCSPs (46%) 
to report that Olmstead is either “fairly” or “very” important to caregiver Olmstead is either “fairly” or “very” important to caregiver Olmstead
support.

We also asked each state respondent to indicate what priority is placed 
on implementing an Olmstead plan, among all long-term care issues in Olmstead plan, among all long-term care issues in Olmstead
their state. Nearly half (48%) report a “high” priority, one-third (33%) 
say “medium,” a few (6%) report “low” and two programs believe that 

Olmstead is not a priority at all. Some (12%) Olmstead is not a priority at all. Some (12%) Olmstead
say they “don’t know.”

The top barriers to coordinating care-
giver support programs with other HCBS 
programs in the states are differing 
eligibility requirements and service 
complexity and fragmentation.

We asked program administrators to identify 
the three most important organizational, 
programmatic, geographic or political barriers 
(other than funding) that limit or prevent 
coordination of the caregiver support program 
with other HCBS programs in their state. 
Eligibility issues (50%) take the lead as shown 
in Figure 19. One Medicaid waiver respondent 
identifi ed the need to change eligibility and 
the service package to better support family 

Not at all important

A little important

Fairly important

Very important

Don’t know/refused

0%      5%          10%        15%        20%         25%        30%       35%
Percent

                                       16%                                       16%                                       16%                                       16%

                                                                                 30%                                                                                 30%                                                                                 30%                                                                                 30%

                                                          22%                                                          22%                                                          22%                                                          22%

                                                                                 30%                                                                                 30%                                                                                 30%                                                                                 30%

3%

Figure 18. States Have Mixed Views on the Importance of 
Olmstead to Caregiver Support (N = 148)

Figure 19. Barriers That Limit/Prevent 
Coordination with Other State HCBS 
Programs* 

Program 
responses**

n    %***        
Different eligibility requirements 70 50%
Complexity and fragmentation of services 60 43%
Different client population than in other 

programs 55 39%

Different reporting requirements/ capabilities 37 26%
Organizational cultural differences 31 22%
Federal regulatory or statutory requirements 30 21%
Staff have too many responsibilities 29 21%
State regulatory or statutory requirements 23 16%
Lack of access to adequate computer 

technology and support 16 11%

Lack of knowledge of opportunities for 
coordination 16 11%

Low priority given to caregiver support services 14 10%
Other 9 6%

Note. *Excludes funding. **N=140. 
***Percentages are based on total number of responses.
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caregivers: “We must move beyond the care receiver as the focus of care,” 
a waiver respondent explains. “No one looks at the caregiver when we look 
at eligibility or when they are seeking to deter institutionalization. Overall, 
it is the stress of the family caregiver as well as the care receiver status 
that puts someone in a nursing home. If we were able to look at factors 
outside the care receiver’s status that would be helpful, and we would do a 
better job of truly assessing risk of institutionalization.”

The next two most important barriers are complexity and fragmentation   
of services (43%), and different client population (i.e., informal caregivers) 
than in other programs (39%). No major differences were found among 
the three groups in this study (i.e., NFCSP, Medicaid waivers, state-        
funded programs). 

Top Long-Term Care Issues; Caregiver Support Priority
Expanding Medicaid HCBS waivers, integrating long-term care 
services and implementing or expanding consumer-directed care 
are the top long-term care issues identifi ed in the states.

We asked state program administrators their opinion about the state’s 
priority (high, medium, low) for 11 long-term care issues. The top priorities 
among respondents, include:

w expanding Medicaid HCBS waivers for the elderly and people with 
disabilities (61%)

w integrating long-term care 
services (60%)

w implementing or expanding 
consumer-directed options (56%).

Figure 20 shows the top long-
term care priorities in the states 
by program type. Not surprisingly, 
given the economic downturn in most 
states at the time of this survey, 
lowest priority is given to expanding 
programs and services or creating 
other fi nancial supports at the state 
level. Issues most frequently ranked 
as a low priority are: 

w expansion of state-funded 
caregiver support programs (33%) 

w expansion of state-funded home and community-based services for the 
elderly and adults with disabilities (32%)

w establishment of tax credits for caregiving (29%).

          51%
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Figure 20. Top Three Long-Term Care Priorities in States by Program Type

Note. HCBS = home and community-based services; LTC = long-term care; 
CD = consumer-directed. 
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State program administrators have mixed views about the 
importance of caregiver support within home and community-
based care; the majority perceive caregiver services as a      
medium priority.  

We asked respondents to indicate what priority (high, medium, low) their 
state places on family caregiver support services within all of the state’s 
home and community-based care programs. No differences emerge among 
program groups. Overall, program administrators view the importance of 
caregiver support in HCBS as follows:

w “high” priority (26%)

w “medium” priority (56%)

w “low” priority (18%) 

As with other opinion questions in this survey, respondents within a state 
often have different views of the priority placed in their state on caregiver 
support. In 27 states there was no consensus. In the 23 states with 
consensus, we see:

w “high” priority given to caregiver support within six states (Illinois, 
Louisiana, Massachusetts, Montana, North Dakota and Pennsylvania) 

w “medium” priority in 13 states31  

w “low” priority in four states (Alabama, Colorado, Kansas and West 
Virginia).

States are beginning to establish task forces or commissions to 
examine family caregiver issues.

In response to the NFCSP, some states have formed task forces or 
commissions on family caregiving issues. Other states have established 
task forces or commissions to highlight the central role that family 
caregivers play in long-term care as states move toward more responsive 
and coordinated systems of care. In still other states, informal caregiving 
issues are being addressed as part of broader state task forces on long-
term care in general or HCBS in particular. 

In this study, 15 states32 report either a task force or commission on family 
caregiving. These entities range in scope and objective. Examples include:

w The Connecticut LifeSpan Respite Coalition, a grassroots coalition 
of individuals, is seeking to identify gaps in respite services and to 
coordinate existing services available to families across the lifespan.

w Hawaii’s Family Caregiver Network is bringing together family Hawaii’s Family Caregiver Network is bringing together family Hawaii’s Family Caregiver Network
caregivers by providing a coordinated system to disseminate 
information to family caregivers on a range of issues, serving as a 
vehicle for families to comment on and respond to caregiving needs 
and policies, and serving as a resource for researchers.

w The Maryland Caregivers Support Coordinating Council, operated 
through the Maryland Department of Human Resources, is working to 
improve support services for unpaid family caregivers in the states, 
including the need for additional resources for respite care.

31Arkansas, Arizona, Delaware, Florida, Iowa, Maryland, Minnesota, New Hampshire, Oregon, 
Rhode Island, South Carolina, Vermont, Wyoming.
32Alabama, Colorado, Connecticut, Hawaii, Illinois, Indiana, Louisiana, Maryland, Michigan, North 
Carolina, New York, Oklahoma, Oregon, Utah, Virginia.
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As state administrators work to strengthen and enhance services in the 
home and community, they face complex issues. We asked respondents 

for their opinions about key policy and programmatic issues for caregiver 
support and long-term care in their state. What do they see as unmet 
needs for caregivers? What are their views about training and technical 
assistance to better meet the needs of family and informal caregivers? 
What are their major challenges, what have they learned about providing 
caregiver support services and what would they recommend to other states 
pursuing similar goals? What new legislation has been enacted in the states 
to support caregiving families?

Top Unmet Needs of Caregivers

State program administrators see the lack of resources to meet 
caregiver needs in general and limited respite care options as the 
top unmet needs of family caregivers in the states.

When we asked respondents this open-ended 
question, “What would you say is the major 
unmet need of family caregivers in your 
state?” we received many different answers, 
but defi nite themes emerge. As Figure 21 
shows, about half of all respondents in the 
states identify as unmet needs the overall lack 
of resources for a range of caregiver services 
(e.g., services for working caregivers, culturally 
appropriate services, family counseling) and 
the limitation in respite options. Although a 
minority of respondents identify other unmet 
needs in the top fi ve, their concerns reveal the 
challenges offi cials are facing in the states as they implement caregiver 
support programs: lack of public awareness about caregiver issues and 
programs, shortage of workers to provide help to caregivers, and access to 
services in rural areas.

Program Support Needs: Training and Technical Assistance

About half the state programs offer training for staff who work 
with family caregivers.

Well-trained staff can reduce the stress of the family caregiver (Levine, 
2004). As shown in Table 6, 69 programs or about half (47%) of pro-
grams surveyed provide training for staff who work with family caregivers. 
Another six programs (4%) say they are developing training on care- 
giving topics. 

w The top fi ve training areas are: 

� caregiver assessment (60%) 

� best practices in service delivery (54%) 

Other Issues
“Supporting family caregivers is family-friendly state policy.”
     --Medicaid waiver respondent 

Figure 21. Top Five Unmet Needs of 
Caregivers in the States

Program 
responses*

     n          %**   

Lack of resources to provide a range of services 69 50%
Limited respite care/options 66 47%
Lack of public awareness about caregiver 

issues/programs
38 27% 

Shortage of providers (workforce) 23 17% 
Limited access to services in rural areas 13  9% 

Note. *N=139. **Percentages are based on total number
of responses.
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� data collection and reporting (50%) 

� outreach and public awareness (47%)

� caregiver intake issues (47%)

w NFCSP respondents (61%) are, not surprisingly, more likely than 
state-funded (40%) or Medicaid waiver programs (39%) to provide 
caregiver-related training to program staff.

Three of the top fi ve current training topics match those training 
and technical assistance areas almost all respondents say would 
benefi t staff: best practices in service delivery, outreach/public 
awareness and caregiver assessment.

We asked respondents to share their 
views about the benefi t to their staff of 
technical assistance and training on 11 
specifi ed topics. Figure 22 shows the fi ve 
areas where state program administrators 
see the most likely benefi t. Interestingly, 
two of the top three areas for technical 
assistance are not among the topics not among the topics not
that actual training programs most often 
address: culturally/ethnically appropriate 
services and program evaluation/outcome 
measures. 

Top Challenges, Lessons Learned and Recommendations 

States identify inadequate funding as the main challenge to 
implementing caregiver support services.

In telephone follow-up interviews we asked program respondents this 
question, “What are the three main challenges to implementing family 
caregiver support services in your state?”  The majority of program 
respondents (64%) report “inadequate funding.”  As Figure 23 shows, 
many of the other recurring themes match the offi cials’ views on unmet 
caregiver needs:

w Lack of information and outreach 
to the public. Nearly half (46%) feel 
that many families who might benefi t 
from their services do not know 
where to go for help. More outreach 
is needed to educate families about 
caregiving needs and available 
services.

w Workforce shortages. More than 
one in three (36%) respondents 
face a shortage of qualifi ed service 
providers (e.g., social workers) or 
direct care workers (e.g., nurses 
aides). Low wages and turnover 
are often cited as a big part of this 
challenge. 

Figure 22. Top Five Identifi ed Technical Assistance 
& Training Areas for Staff Who Work with Family 
Caregivers*

% Responding 
“Strongly Agree” or 

“Agree” **

Best practices in service delivery 99%

Culturally/ethnically appropriate services 97%

Program evaluation/outcome measures 96%

Outreach/public awareness 92%

Caregiver assessment issues 91%

Note. *N = 139. **Percentages are based on total number of responses.
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w Caregivers don’t self-identify. One in four (26%) respondents say 
it is often diffi cult to provide services when many caregivers don’t 
identify with the term “family caregiver.”  Rather, family members view 
themselves as the husband, wife or daughter and may not recognize 
their own support needs or that programs could assist them in the care 
of their loved one. Increased public awareness campaigns can help 
alleviate this challenge.

w Working with diverse populations. One in four (26%) cite the 
challenge of providing targeted services to support ethnically diverse 
caregivers and meeting the needs of working, long-distance and other 
caregivers with particular care concerns.

Among just the NFCSP respondents specifi cally, one in four (25%) note 
the challenge of the “paradigm shift” in serving a new constituency, 
family members and friends, along with supporting the older person, the 
traditional client in the long-term care system.

The major lesson learned by the states in providing family 
caregiver support is ‘one size does not fi t all’—so increase the 
choices that families have.

We asked in our follow-up interviews with 
state program administrators, “What is the 
major lesson you’ve learned in providing 
family caregiver support services?” (see
Figure 24). Among the many lessons that 
they share, the one that comes up most 
often is maximizing fl exibility and choice 
for families. “Support is different for each 
family – there’s there’s no one size fi ts all for 
families,” one Medicaid waiver respondent 
puts it. “Sometimes the support is more for 
the caregiver themselves than for the care 
receiver.” 

Other lessons that multiple respondents report are that it is important 
to focus on consumer education and outreach to the general public and 
that caregivers often need help to self-identify with the term “caregiver.”  
One NFCSP respondent explains, “No one knows the stress and need 
(emotional, mental, and physical) of caregivers. Once you start talking 
about it people understand, but until you start that dialogue they can’t 
conceptualize the need.”

To strengthen caregiving programs, state offi cials recommend 
more innovation in program design to provide a broader array of 
services, better coordination and integration of caregiver support 
into HCBS, and more local collaboration.

When asked what recommendations they would make to other states 
that are implementing caregiver programs, respondents have many 
suggestions. As Figure 25 shows, the top recommendations are these:

Figure 24. Major Lessons Learned by State 
Programs in Providing Family Caregiver Support 
Services

Program 
responses*

n %**        

Maximize fl exibility and choice for families 47 33%
Allow caregivers to tell you what they need 37 26%
Provide a range of support services to meet caregiver 

needs 25 18%

Focus on consumer education and outreach to 
general public 22 16%

Caregivers don’t self-identify 14 10%

Note. *N=141. **Percentages are based on total number
 of responses.
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w Ensure innovative programs and a fl exible array of caregiver 
support services to meet the diverse needs of families and 
the individuals for whom they care. Respondents emphasize the 
importance of fi nding new ways for delivering services (e.g., through 
enhanced use of technology and on-line support groups, or providing 
mobile respite in rural areas) as well as the importance of fl exibility to 
caregivers, especially for those who may be hard to reach (e.g., rural, 
working and long-distance caregivers). 

w Coordinate and integrate caregiver support into HCBS.
Respondents call attention to the fragmented nature of long-term 
care services and stress the need to integrate caregiver support 
into the HCBS system, making the delivery of caregiver services an 
everyday practice in family-centered home and community-based care. 
“Don’t look at caregiver programs in a silo,” recommends one NFCSP 
respondent. “Integrate caregiver support into other HCBS programs.”

w Collaborate with local stakeholders. Respondents suggest 
collaboration with local consumer groups to build consensus, develop 
programs and deliver services. One state-funded respondent notes, 
“Tapping into community resources is a key element to a successful 
program.” 

w Maximize family and consumer 
involvement in service planning and 
delivery. Respondents underscore the 
importance of recognizing families and care 
receivers as partners in long-term care. 
“Delegate fl exibility all the way down to 
the consumer level. It is not enough just 
to give it to the AAA, or to the provider,” 
recommends one NFCSP respondent. 
Instead: 
• Listen to, assess, and take into account 

the caregiver’s individual needs and 
situation. 

• Develop a vocal constituency base and 
have families participate in advocacy 
efforts to build partnerships at the 
community and state levels.

w Conduct strategic planning. Respondents 
recommend advance planning and a 
thorough needs assessments prior to 
program implementation. “We did four 

      public hearings around the state [prior to the start of the NFCSP] to 
hear from individuals and families to see what they needed,” shares hear from individuals and families to see what they needed,” shares hear from individuals and families to see what they needed,”
one NFCSP state administrator. “This was great for us, and helped us 
get the input from people providing care.”

w Promote consumer direction. Respondents say that consumer-
directed models of care allow for a more family-centered approach to 
support and services, including payment to families to provide care. 
One Medicaid waiver respondent advises, “Make caregiver support an 
integral part of any type of personal care program, also allowing the 
families to be paid providers. Making sure families can be paid will help 
with funding issues, because it’s built-in support for families.”

Figure 25. Top Five Recommendations to 
Other States

Program 
responses*

n    %**        

Ensure innovative programs and a fl exible array 
of caregiver support to meet the diverse needs 
of families 

57 40%

Coordinate and integrate caregiver support into 
HCBS 42 29%

Collaborate with local consumer groups/
agencies to build consensus, develop 
programs, and provide services

32 22%

Maximize family and consumer involvement in 
service planning and delivery 28 19%

Conduct strategic planning/needs assessment 
prior to program implementation 27 19%

Promote consumer-directed models of care 26 18%

Note. *N=144. **Percentages are based on total number
 of responses.
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New Legislation in the States

State legislatures, recognizing family caregivers’ important role, 
are enacting laws to fund caregiver support services, expand family 
and medical leave, and include family caregiving in state long-term 
care efforts. 

From 2001 through 2003, 23 states enacted legislation that was relevant to 
family caregiving (see Figure 26 and State Profi les). 

w In 1133 states, legislation funded family caregiver support programs, 
many enacting these changes as a direct result of the NFCSP.

w California, Hawaii and Washington enacted legislation that expanded 
the minimum requirements of the federally prescribed Family and 
Medical Leave Act (FMLA). 

• California enacted the most comprehensive paid family leave bill 
in the nation in 2002. It provides up to six weeks of partial wage 
replacement (100% employee-funded) for workers caring for a new 
child or seriously ill family member.

w Maryland, New Hampshire and Washington 
established work groups, councils or 
commissions to study and coordinate family 
caregiver support services. 

w Connecticut, Hawaii and Iowa enacted 
legislation to ensure that family caregivers 
are central to long-term care programs and 
policies. 

• In 2001, the Connecticut legislature 
required state agencies to include 
provisions that support family caregivers 
in any program that assists or supports 
people with long-term care needs. 

• In 2001, the Hawaii legislature established 
support for family caregivers of adults 
with disabilities as a long-term goal of    
the state. 

• The 2003 session of the Iowa legislature 
added “support for caregivers” to the 
state’s objectives for serving older 
individuals.

33California, Colorado, Florida, Idaho, Illinois, Indiana, Maine, Massachusetts, New Jersey, North 
Dakota, Pennsylvania.

States that have enacted 
caregiver legislation (2001 - 2003)

No caregiver legislation  
enacted (2001 - 2003)

Figure 26. 23 States Have Enacted Caregiver Legislation 
(2001 - 2003)
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This study illuminates the large role states play in the nation’s support of 
family caregivers. The wide-ranging study profi led the experience of all 

50 states and the District of Columbia in providing publicly funded support 
services to caregivers of older people and younger adults with disabilities 
since the passage of the NFCSP. Designed to take a broad focus, the study 
examined policy choices and state approaches to caregiver support through 
state agencies responsible for the administration of the NFCSP, Aged/
Disabled Medicaid waiver programs, and state-funded programs that have 
either a caregiver-specifi c focus or include a family caregiving component 
in their service package. 

Conclusions
This report of caregiver support services in the U.S. revealed the following:

While there is increasing availability of publicly funded caregiver 
support services, there is also great unevenness in services and 
service options for family caregivers across the states and within 
states.

All states now provide some 
explicit caregiver support 
services as a result of the 
passage of the NFCSP in 
2000. Yet, similar to HCBS 
in general, the availability of 
caregiver support services 
varies greatly across the U.S. 

due to differences in philosophy, program eligibility criteria, funding and 
approaches to program design and administration of services. For example, 
although respite care is the service strategy most commonly offered to 
help caregivers, and is available in all 50 states, our fi ndings suggest that 
the goal of respite (i.e., whether it is targeted toward the care receiver 
or viewed as a service to sustain the family caregiver), its defi nitions, 
and the amount of respite assistance available to family members varies 
substantially from state to state and programs within states. 

In this study, state program administrators identifi ed the lack of resources 
to meet the range of caregiver needs in general, and limited respite care 
options in particular, as the top unmet needs of caregivers in the states. 
At a practical level, such service gaps and variations pose challenges for 
caregivers by limiting choices for needed support services that may not be 
available where they live. Service inequities may also place more pressure 
on already strained caregiving families and compromise the ability to care 
for a loved one. 

The NFCSP is emerging as a key program to enhance the scope of 
caregiver support services and is fueling innovation in the states, 
but is inadequately funded.

In this study, the NFCSP was found to expand the range and scope of 
services to caregivers of older people in states where caregiver support 

CONCLUSIONS AND ISSUES 
FOR THE FUTURE

In this study, state program administrators identifi ed the 
lack of resources to meet the range of caregiver needs in 
general, and limited respite care options in particular, as 
the top unmet needs of caregivers in the states.
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services existed before the establishment of the NFCSP. In other states, the 
NFCSP now serves as an important resource for the provision of services 
not available previously. In addition to respite care, caregiver education 
and training, care management and family consultation, individual and/or 
family counseling and support groups are offered by the majority of the 
states to some degree under the NFCSP. 

The NFCSP also appears to be speeding the adoption of consumer direction 
in explicit family caregiving programs. However, the modest level of 
NFCSP funding leaves gaps in caregiver support services and also results 
in substantial variation in service availability across the states. When 
compared to Aged/Disabled Medicaid waiver funds spent on respite care 
alone, the NFCSP funding appears even more limited. 

While there is great variation among states and programs within 
states in their approach to caregiver assessment, there is broad 
recognition of the value of uniformly assessing caregiver needs and 
the importance of training and technical assistance in this area.

Only fi ve states that use a uniform assessment tool for all HCBS 
programs for older people and adults 
with disabilities were found to include 
a family caregiving component as part 
of systematic assessment practice. The 
majority of state-funded and Medicaid 
waiver programs in this study assess only 
the person with disabilities, not the needs 
and situation of the family caregiver. Yet, 
systematic assessment of the caregiver’s 
needs as distinct from, but related to the needs of the care receiver, is 
central to systems change and to improving policy and practice in HCBS. 
Indeed, identifying and meeting the specifi c needs of family caregivers is 
often a deciding factor in determining whether an individual can remain 
at home or must turn to more costly nursing home care. Without uniform, 
aggregated assessment information on the caregiver, it is diffi cult to 
measure the impact of services on family caregivers and to assure quality 
of care for frail elders and adults with disabilities. 

States have mixed views on approaches to systems development, 
the importance of caregiver support services within home and 
community-based care, and integrating family caregiving programs 
into HCBS. 

On the one hand, state program administrators in this study often had 
different perspectives on these issues and, more frequently than not, 
respondents within a state lacked agreement. On the other hand, during 
the time of this survey, states were facing an economic downturn while 
they were attempting to develop plans to rebalance long-term care by 
expanding HCBS options. In addition, the advent of the NFCSP created a 
paradigm shift with its new mandate to explicitly provide services to family 
caregivers of older people. Recognizing the legitimate needs of family 
caregivers as a “consumer” or “client population” has been found to be a 
relatively new concept for many states (Feinberg et al., 2002). Therefore, 
it is not surprising that in a time of major organizational and systems 

Systematic assessment of the caregiver’s needs 
as distinct from, but related to the needs of the 
care receiver, is central to systems change and 
to improving policy and practice in HCBS.
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change, there may be different levels of understanding and perspectives 
of how states can and should accomplish the policy goal of reforming long-
term care by expanding HCBS.

Our current HCBS system relies heavily on family and informal caregivers. 
Families need help more than ever as they struggle to balance competing 
demands of work, family and caregiving. Caregiver support services can 
help ease the burden on families, increasing confi dence and competence 
in everyday care tasks and providing needed respite care to sustain them 
in their caregiving role. Without recognition of the legitimate needs of 
family and informal caregivers and additional investments in caregiver 
support services, the reforms underway in HCBS may not be as effective 
and meaningful to American families. If we are serious about reducing 

fragmentation in home and community-
based care and recognizing the legitimate 
needs of informal caregivers, then 
assessment of caregiver needs and 
caregiver support services should be 
integrated into HCBS. A family-centered 
approach to HCBS should be considered 
as states continue to pursue the goal of 
reforming the long-term care system to 
strengthen integrated systems of home 
and community-based care. 

Issues for the Future
From this study, we can identify important issues for the future. The 
following are fi ve initial steps towards achieving a better caregiver support 
system across the nation:

1. Raise the funding level of the NFCSP to reduce gaps in caregiver 
support services and provide meaningful support to caregiving 
families. The level of NFCSP funding is too low to meet the 
multifaceted needs of family caregivers. Increasing funds for the NFCSP 
will help promote systems change and ease the burdens on family 
caregivers.  This in turn will prevent much higher Medicaid and HCBS 
expenditures that might be necessitated if the informal caregivers 
became incapacitated or unavailable (Vladack, 2004). 

2. Improve data collection and reporting under the NFCSP and 
other state programs that provide caregiver support services. 

      As part of the development process for the NFCSP, the Administration 
on Aging should partner and work closely with states on uniform 
reporting requirements that will take effect in fi scal year 2005. 
Accountability is critical to the success of the NFCSP and other 
caregiver support programs. However, because many states do 
not have uniform reporting systems in use across their own HCBS 
programs, including those providing caregiver services, it is impossible 
to report at this time on caseloads and funding across all programs 
that provide some component of family caregiver support. Federal, 
state and local policymakers and program administrators must make 
decisions based on outcomes. Uniform data collection is essential for 
programs to achieve a more consistent understanding of the scope 
of services across the country and to ensure that federal and state 
funding remain viable.

If we are serious about reducing fragmentation 
in home and community-based care and 
recognizing the legitimate needs of informal 
caregivers, then assessment of caregiver needs 
and caregiver support services should be 
integrated into HCBS.
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3. Strengthen and expand uniform assessment of caregiver 
needs in all HCBS programs that provide some component of 
caregiver support. Currently, there is no consensus about how to 
assess family care or what should be included in a uniform caregiver 
assessment tool. Developing such a consensus should be a high priority 
(Gould, 2004). Establishing guidelines for caregiver assessment, 
based on an outcome-driven knowledge management system, would 
be a worthwhile investment to develop better data to support and 
drive decision making. Ultimately, consistent approaches to caregiver 
assessment will enable family caregivers to obtain needed support, 
strengthen their ability to ensure optimal outcomes and quality of 
care for the care receiver, remain in their caregiving role as long 
as appropriate, and provide solid information to policymakers and 
program administrators intent on improving the effectiveness and 
effi ciency of HCBS.

4. Conduct a national public awareness campaign on family 
caregiving. Outreach to informal caregivers specifi cally, and to the 
public in general, is crucial to ensuring that families and friends access 
information and services early in the caregiving process, and have 
the supports they need to adequately sustain them in the caregiving 
role. In this study, lack of public awareness about caregiver issues and 
programs—including the notion that caregivers don’t self-identify with 
the term “caregiver”—was a recurring theme: as a top unmet need of 
caregivers, as a topic for training and technical assistance, and as a 
challenge to implementing caregiver support services in the states.

5. Invest in innovation, promising practices and technical 
assistance. States want to know about and learn from the successes 
and challenges of other states’ efforts to support and strengthen family 
and informal caregivers. State administrators of the NFCSP, Medicaid 
waiver and state-funded programs were particularly interested in 
program design to provide a broader array of services, develop 
consumer direction to maximize fl exibility and choice for families, and 
to use technology with those caregivers who may be diffi cult to reach 
(e.g., rural, working and long-distance caregivers). Over 90 percent 
of respondents in this study viewed fi ve topics as the top training 
and technical assistance areas most likely to benefi t their staff: best 
practices in service delivery; culturally/ethnically appropriate services; 
program evaluation/outcome measures; outreach/public awareness; 
and caregiver assessment. 

This fi rst 50-state study on caregiving offers new insights into the ways 
states provide caregiver support services and approach family caregiving 
issues in the context of HCBS. As such, it provides a starting point for 
further examination of the policy choices and state approaches to caregiver 
support, as well as changes over time. We hope that this report, and 
subsequent papers and issue briefs emanating from this study, will help 
to stimulate continued development of policies and programs to support 
family and informal caregivers of older people and adults with disabilities.
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The state profi les in this report are organized alphabetically by state.  
Each profi le includes:

w Selected state background characteristics (e.g., census data, caregiving 
and long-term care data) for the state and the U.S.

w Data about the state’s home and community-based services as they 
relate to family caregiving, derived from this study

w Key program-level information from the study respondents and other 
sources about programs and services to support caregivers (i.e., 
administrative structure, funding and caseload, eligibility, assessment, 
services and consumer direction).

To determine the original data source for “Selected State Background 
Characteristics”, go to the “Data Documentation” section that follows the 
state profi les on page 264. 

In the “State System of Home and Community-Based Services” section of 
the profi les, level of agreement among program respondents within a state 
was determined by responses to questions on single point of entry and 
the availability of a uniform assessment tool for all home and community-
based programs in the state.  All program respondents within a state had 
to be in agreement for data to be reported as either “yes” or “no.”  For 
those data points in which program respondents within a state disagreed, 
we report that there was a “lack of agreement.” 

To identify sources for fi scal and caseload data used in “State Program 
Information”, go to the “Data Documentation” section that follows the state 
profi les on on page 264.

In certain cases, data were not applicable (N/A), not available (n/a) from 
the data sources utilized, or “no response” was provided by the survey 
respondent. 

Abbreviations Used in State Profi les
FC=National Family Caregiver Support Program 

MC=Aged or Aged/Disabled Medicaid HCBS waiver

SC=State-funded program

AAA=Area Agency on Aging

AD=Alzheimer’s Disease

ADL=Activity of Daily Living

Adult day svcs.=Adult day services

HOW TO READ THE STATE PROFILES
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Care mgt.=Care management 

Consum. supplies=Consumable supplies 

Dept.=Department 

Educ. & training=Education & training 

Emerg. response=Emergency response 

Family Consult.=Family consultation 

Gov’t=Government 

HCBS=Home and Community-Based Services

IADL=Instrumental Activity of Daily Living

Info. & assistance=Information & Assistance 

OAA=Older Americans Act 

OAA guidelines=the care receiver must have two or more ADL limitations 
or a cognitive impairment for the caregiver to be eligible for respite or 
supplemental services1

SUA=State Unit on Aging

Title XX=Social Services Block Grant funds

1 Alecxih, L., Zeruld, S., Linkins, K., Bush, S., Olearczyk, B., & Neill, C. (2002). The National 
Family Caregiver Support Program Resource Guide. Falls Church, Virginia: The Lewin Group. 




