KEY FINDINGS

Program Administration

o understand what is taking place in the states in administering
Tcaregiver 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 yrst
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%0) states began providing support
to caregivers of older people for the yrst time as a result of the
federal funds through the National Family Caregiver Support
Program.

+ 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-speciyc statewide
program nor a caregiver component within a broader HCBS program
(see Figure 1).

F In 32 states, 50 state-funded pro-
grams serving family and informal

Figure 1. Eighteen States are Relatively 0Newo to Providing Support Services
for Family Caregivers

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
Alzheimeris disease. A few states had
state-funded programs with a ficare-
giver-speciyco focus.

+ Just seven state-funded programs,
operating in six states (California,
Nevada, Oklahoma, Oregon, Virginia
and Washington), had recognized

O Sstates with some caregiver family caregivers as the explicit client
support services or program prior population before the NFCSP. Another
to NFCSP

17 programs identiyed both the care
receiver and the family caregiver as
the client population in the HCBS
program (see Table 1).

Il No caregiver support program
prior to NFCSP




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.

+  About two-thirds of the states’ (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.

+ The District of Columbia and 14 states® 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.

+ 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.

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

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

+  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 speciycally designated for
caregiver programs or activities exists within their state agency.

+ 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, lowa, Idaho, lllinois, Louisiana, Maryland, Michigan, Mississippi, New Mexico,
North Carolina, Texas.

° 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.

0 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.



+  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.

+  AAAs have administrative responsibility for three-yfths of the programs
(92 of the 150, or 61%0).

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

+  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 states!! 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.

+ In 18 states the single state agency for Medicaid has local administra-
tive responsibility for some programs, covering yve 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 fihigho priority, slightly fewer (32%) rate it as a imediumo priority, and
one-third (33%) assign it a filowo priority. This variation is consistent across
program type.

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

About one-third (34%0) 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

1Alaska, Delaware, District of Columbia, Nevada, New Hampshire, North Dakota, Rhode Island,
South Dakota, Wyoming.



Figure 2. NFCSP Programs in the States Have Transitioned from Program
Development to Delivering More Services (n = 51)
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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 yve (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 stateis 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 ynd 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.

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

Respondents from 68 programs (45%) in 31 states report SEPs, includ-
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