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This Policy Research Brief provides an overview of family
support services in the states based on data gathered for the
Sate of the Sates in Developmental Disabilities Project, a
longitudinal study of public financial and programmatic
trendsin intellectual or developmental disabilities (ID/DD)
conducted by the University of Colorado Department of
Psychiatry and the Coleman Institute for Cognitive Disabili-
ties, University of Colorado, Boulder. The brief was
authored by Mary Rizzolo, Associate Director, Institute on
Disability and Human Devel opment, University of Illinois at
Chicago; Richard Hemp, Senior Professional Research
Assistant, Sate of the States in Developmental Disabilities
Project, University of Colorado School of Medicine,
Department of Psychiatry, Boulder; and David Braddock,
Executive Director, Coleman Institute for Cognitive
Disabilities, and Coleman-Turner Chair and Professor in
Psychiatry, University of Colorado School of Medicine,
Boulder. Dr. Rizzolo may be reached at 312/413-8833 or
mrizzo3@uic.edu. Mr. Hemp may be reached at
303/735-0252 or rick.hemp@cu.edu. Dr. Braddock may be
reached at 303/492-0639 or braddock@cu.edu. The Sate of
the States in Developmental Disabilities Project isfunded in
part as a Data Collection Project of National Sgnificance
by the Administration on Developmental Disabilities, U.S
Department on Health and Human Services, grant
#90DN0183/02; by the Department of Psychiatry of the
University of Colorado School of Medicine; and by the
Coleman Institute for Cognitive Disabilities.

B Introduction

Family support for families of children with disabilities
consists of arange of services or supports including direct
cash payments to families, vouchers, reimbursement, or
direct payments to service providers that help families keep
their children at home. Some of the services a state may
offer include respite care, family counseling, future plan-

ning, architectural adaptation of the home, in-home training,
sibling support programs, education and behavior manage-
ment services, and the purchase of specialized equipment.
The goa of family support programsisto assist familiesin
coping with the stress associated with caregiving while
helping them build upon existing strengths and resources.
Family support programs endeavor to keep families from
being forced to place their relatives in out-of-home residen-
tial settings.

For most of American history, families have assumed
the responsibility of caring for their relatives who are
elderly or have disabilities (Rothman, 1971). Family support
finally emerged as a significant priority for intellectual or
developmental disability (ID/DD) state agenciesin the early
1980s (Agosta & Bradley, 1985; Fujiura, Garza, &
Braddock, 1990; Turnbull & Turnbull, 2000), abeit at levels
of funding that have lagged substantially behind the funding
level for out-of-home residential care.

An estimated 4.6 million Americans have an intellec-
tual or developmental disability (Larson, Lakin, Anderson,
Kwak, Lee, & Anderson, 2000) and approximately 61% of
these individuals receive residential care from family
caregivers (see Figure 1). An additional 15% live with a
spouse, 13% live in their own home, and 11% livein
“supervised residential settings’ (Braddock, Hemp, Rizzolo,
Coulter, Haffer, & Thompson, 2005; Fujiura, 1998).
Supervised residential settings include public and private
ingtitutions, nursing facilities, group homes, apartments,
foster care placements, and supported living/personal
assistance settings (Braddock et al., 2005).
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Figure 1. United States: Distribution of Individuals with
MR/DD by Living Arrangement, 2004

Supervised Residential
With Family Caregiver Setting (11%; 492,385)

(61%; 2,805,608)

Own Household
(13%; 618,884)

With Spouse
(15%; 701,402)

Total Estimated Population: 4,618,279

Source: From The State of the States in Developmental Disabilities, by D. Braddock
etal., 2005, Boulder, CO: Coleman Institute for Cognitive Disabilities and
Department of Psychiatry, University of Colorado. Based on Fujiura (1998).

Family support programs have historically been
centered around public and private service agencies.
However, consumer, family, and advocate demand for more
consumer-directed services has resulted in the establishment
of cash subsidy programsin 22 states. Research on con-
sumer and family-directed supports indicates that increased
control over respite and personal care services can result in
numerous benefits including reduced stress (Herman, 1991;
Meyers & Marcenko, 1989; Zimmermann, 1984), reduced
financial worries (Herman, 1991), increased self-efficacy
(Heller, Miller, & Hsieh, 1999; Zimmerman, 1984),
increased satisfaction with services (Caldwell & Heller,
2003), decreased need for out-of-home placement (Heller
et a., 1999; Meyers & Marcenko, 1989), and increased
maternal employment (Caldwell & Heller, 2003).

Certainly studies have demonstrated the cost effective-
ness of family support programs to states. Neverthel ess,
familiesincur additional costs than those reimbursed by
formal programs. Fujiura, Roccoforte, and Braddock (1994)
estimated that families spent an additional $6,300 per year
(in 1990 dollars) on out-of-pocket expenses for their adult
child with a developmental disability. Similar results were
reported by Birenbaum et al. (1990), and Lewis and Johnson
(2005) discussed the shift in “financial burden from taxpay-
ersto the families themselves’ (p. 85). Despite potential
individual and family hardships, most individuals with
disabilities wish to remain at home — a desire shared by their
families (Johnson, Kastner, and the Committee on Children
with Disabilities, 2005). The availability of external
supports has been shown to increase families’ willingness
and ability to keep their children at home (Birenbaum,
Guyot, & Cohen, 1990; Cole & Meyer, 1989; Fujiura, et al.
1994).

This brief reports on data on the levels of family
support spending and the numbers of families supported in
each state and the District of Columbia. The following
questions are addressed:

* To what extent have the states directed long-term care
financial resources to family support?

e To what extent have the states used HCBS Waiver
funding for family support?

e Towhat extent were states providing direct cash pay-
ments (i.e., cash subsidies) to familiesin 20047

» What was the proportion of families with children
receiving support in each state?

B Method

Family support data were collected during the most recent
2003-04 extension of the ongoing State of the States study
(Braddock et al., 2005). Family support data were a subset
of al data collected for the study. Project staff developed a
set of three Excel™ data collection worksheets, particul ar-
ized to each state, and including the 2001-02 data collected
from the state in the previous study (Braddock, Hemp, &
Rizzolo, 2004; Rizzolo, Hemp, & Braddock, 2004). The
worksheets contained empty cells for the data requested
from the state for 2003-04. Project staff obtained the
reguested data from one or more state budget/program staff
identified by the state ID/DD agency director, from state
budget documents, and from secondary federal data sources.
Upon receipt of the data, project staff returned to the state a
draft series of charts and tables depicting spending, revenue
and participant trends in the state, including trends in family
support. The state data contacts were asked to review the
data for accuracy and to make any necessary additions or
revisions. (A more detailed discussion of the study’s
methodology is provided in Braddock et al., 2005.)

Figure 2: United States: Public Spending for MR/DD
Services, 2004

Institutional Services
(20%; $7.75 Billion)

Community Family Support
Services (65%; (5%; $1.98 Billion)
$24.94 Billion)

Supported Living
& Supported
Employment (10%;
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Total MR/DD Spending: $38.55 Billion

Source: From The State of the States in Developmental Disabilities, by D. Braddock
et al., 2005, Boulder, CO: Coleman Institute for Cognitive Disabilities and
Department of Psychiatry, University of Colorado.




B Findings

The majority of long-term care for persons with ID/DD is
provided in family homes, but only afraction of public
long-term spending has been directed towards family care
(Braddock et al., 2005). In 2004, $1.98 hillion, or 6% of
community developmental disabilities funding (5% of total
ID/DD spending) was alocated to family support services
across the nation (see Figure 2). Since 1986, family support
spending has been outpaced by consolidated spending for
supported employment and supported living (see Figure 3).
Family support spending in FY 2004 increased 16% in
real economic terms over the FY 2002 spending level. All
50 states reported afamily support initiative in either cash
subsidy or other family support activity (the District of
Columbiadid not fund family support services). However,
there was tremendous variability across the statesin family
support spending levels. Twenty-one states increased both
inflation-adjusted family support spending and the number
of families supported during 2002-04 (Arizona, California,
Connecticut, Florida, Georgia, Hawaii, Indiana, lowa,
Louisiana, Maine, Maryland, Mississippi, Nevada, New
Jersey, New Mexico, North Dakota, South Carolina, South
Dakota, Washington, West Virginia, and Wisconsin). Six
states increased family support spending yet decreased the

number of families supported (Illinois, Missouri, Montana,
Nebraska, Pennsylvania, and Wyoming). Eight states
reduced spending levels while increasing the number of
families supported (Arkansas, Delaware, M assachusetts,
Minnesota, Ohio, Oklahoma, Rhode Island, and Vermont),
and 14 states decreased both family support spending and
the number of families supported (Alaska, Colorado, Idaho,
Kansas, Kentucky, Michigan, New Hampshire, New Y ork,
North Carolina, Oregon, Tennessee, Texas, Utah, and
Virginia). Alabama decreased spending, while supporting
the same number of families (see Table 1).

Figure 4 illustrates the growth in family support
spending across the U.S. during 1990-2004. In 2004,
395,978 families received family support services, an
increase of only 2,249 families from the number supported
in 2002. This was the lowest rate of increase in families
supported for any two-year period since we began collecting
family support datain 1986 (Braddock, Hemp, Fujiura,
Bachelder, & Mitchell, 1990). In 2004, the average spend-
ing per family across the states was $5,005, ranging from
$235 per year per family in Alabamato over $10,000 in
nine states (see Table 1).

Figure 3: United States: Public Spending for Community Services, 2004
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Source: From The State of the States in Developmental Disabilities, by D. Braddock et al., 2005, Boulder, CO: Coleman Institute for Cognitive Disabilities and Department of
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Table 1: Change in Family Support Spending, 2002-2004

Family Support Number of Average Spending % Change in Inflation- % Change in
Total Spending Families Supported Per Family Adjusted Spending  Families Supported
State 2004 (3) 2004 2004 ($) 2002-2004 2002-2004
AL 656,622 2,800 235 -5 0
AK 3,129,000 1,003 3,120 -31 -28
AZ 160,813,138 18,436 8,723 25 5
AR 412,769 864 478 -29 51
CA 374,189,209 81,074 4,615 15 11
co 3,181,596 3,567 892 -40 -11
CT 35,301,039 8,758 4,031 29 25
DE 1,361,269 1,510 902 -1 14
DC 0 0 0
FL 222,644,479 17,108 13,014 73 4
GA 21,636,254 8,585 2,520 53 4
HI 23,033,675 2,146 10,733 191 76
ID 243,300 840 290 -42 -8
IL 51,089,153 10,720 4,766 10 -0.4
IN 25,980,353 1,600 16,238 207 10
IA 9,524,054 1,922 4,955 163 68
KS 36,862,188 3,372 10,932 -15 -3
KY 3,198,803 1,445 2,214 -7 -3
LA 150,090,138 7,644 19,635 45 15
ME 600,000 545 1,101 7 9
MD 35,246,332 8,125 4,338 12 16
MA 43,524,515 14,312 3,041 -1 3
Mi 40,882,102 10,696 3,822 -8 -11
MN 21,651,521 4,538 4,771 -7 51
MS 7,090,441 3,120 2,273 45 14
MO 13,596,553 4,261 3,191 80 -32
MT 10,431,316 2,774 3,760 8 -1
NE 4,207,563 422 9,971 5 -18
NV 2,529,499 1,835 1,379 33 28
NH 6,366,736 3,633 1,753 -3 -2
NJ 57,227,488 9,167 6,243 25 12
NM 21,249,755 2,413 8,806 16 7
NY 53,957,000 51,231 1,053 -8 -17
NC 230,349,331 16,788 13,721 -9 0.2
ND 4,067,381 508 8,007 27 8
OH 11,114,852 12,795 869 -9 6
OK 44,445,693 3,617 12,288 -9 12
OR 3,821,684 1,119 3,415 -62 -41
PA 53,139,097 22,629 2,348 26 -4
RI 10,275,924 1,062 9,676 -1 4
SC 29,375,481 8,532 3,443 2 11
SD 3,037,557 1,768 1,718 28 8
N 6,457,600 3,713 1,739 -6 -2
X 32,470,345 7,239 4,486 -24 -28
uT 6,833,000 1,567 4,361 -6 -32
VT 13,738,448 1,258 10,921 -2 6
VA 2,204,514 2,212 997 -17 =27
WA 52,295,124 8,135 6,428 11 2
WV 7,356,648 1,938 3,796 2 8
wi 20,679,510 9,847 2,100 38 15
WY 8,179,518 785 10,420 26 -2
U.S. Total 1,981,749,567 395,978 5,005 16 1

--- = The District of Columbia did not fund family support services.
Source: From The State of the States in Developmental Disabilities, by D. Braddock et al., 2005, Boulder, CO: Coleman Institute for Cognitive Disabilities and Department of
Psychiatry, University of Colorado.



Figure 4: United States: Family Support Spending and Number of Families Supported, Fiscal Years 1990-2005
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Source: From The State of the States in Developmental Disabilities, by D. Braddock et al., 2005, Boulder, CO: Coleman Institute for Cognitive Disabilities and Department of

Psychiatry, University of Colorado.

Cash Subsidy

In 2004, 22 states financed cash subsidy programs (see
Table 2) totaling $95.1 million in cash payments to 33,334
families. The State of the Statesin Developmental Disabili-
ties Project first collected cash subsidy paymentsin 1986.
Cash subsidy funding that year totaled $9.3 million in seven
states (Florida, Louisiana, Michigan, Minnesota, Nevada,
North Dakota, and South Carolina). The number of states
providing cash subsidies increased steadily to 19 in 1992,
declined to 17 in 1993, and ranged from 19 to 22 states
during 1994-04. Cash subsidy spending increased 5% in
2002-04; however, there was a 2% spending decline from
2003-04. Thiswas the first adjusted spending reduction in
cash subsidy payments since the project began collecting
datain 1986.

The average annual subsidy payment to afamily in the
U.S. in 2004 was $2,853. Payments ranged from $567 in
Utah to $11,739 in Illinois. The combined cash subsidy
programsin Illinois, Michigan, New Jersey, Texas, and
L ouisiana accounted for 66% of all subsidy paymentsin the
U.S. during 2004. The number of families receiving cash
subsidies in participating states varied greatly. Delaware,
New Mexico, North Dakota, and Rhode Island each
subsidized fewer than 100 families, while Michigan and
New Jersey each provided subsidies to more than 6,000
families (see Table 2).

Eight states, including Washington State which initiated
cash subsidies in 2003, increased both cash subsidy spend-
ing and families supported during 2002-04 (Connecticut,
Delaware, Kansas, Michigan, Nevada, New Jersey, New

Mexico, and Washington). Three states increased cash
subsidy spending but reduced the number of families
supported (Arizona, Florida, and Illinois). Five states
reduced cash subsidy spending but increased the number of
families supported (Arkansas, Louisiana, Minnesota,
Oklahoma, and South Carolina) and five states reduced both
cash subsidy spending and the number of families supported
(Alaska, North Dakota, Rhode Island, Texas, and Utah).
Missouri discontinued its cash subsidy programsin 2003
and lowa had no growth (0%) in both cash subsidy spending
and in the number of families supported.

The HCBS Waiver

The federal government requires that all states provide
certain “mandatory” services through their Medicaid plans
including inpatient hospital; outpatient hospital; Early and
Periodic Screening; Diagnosis; and Treatment (EPSDT);
and some nursing facility services. There are numerous
“optional” services that a state may choose to providein its
state plan, including six that are critically important to
individuals with developmental disabilities— two health care
services (clinic and rehabilitative services), one institutional
long-term care service (ICF/MR), and three community-
based long-term care services (HCBS Waiver, persona
assistance services, and targeted case management)
(Braddock, 2002). These optional Medicaid services
constituted 78% of the $38.55 hillion in total ID/DD long-
term care spending in the United States in 2004 (Braddock
et a., 2005).



Table 2: United States: Cash Subsidy, Fiscal Year 2004

Financial Subsidy Families Receiving Average Subsidy % Change in Inflation- % Change in Families
Spending Financial Subsidy per Family Adjusted Subsidy ~ Receiving Financial

State 2004 ($) 2004 2004 ($) Spending, 2002-2004  Subsidy, 2002-2004
AL
AK 3,009,000 1,003 3,000 -32 -28
AZ 1,490,670 442 3,373 113 -58
AR 92,758 120 773 -8 20
CA
CO
CT 3,277,999 3,188 1,028 207 178
DE 176,019 74 2,379 17 45
DC
FL 532,377 137 3,886 17 -11
GA
HI
ID
IL 27,703,342 2,360 11,739 15 -10
IN
1A 1,602,523 378 4,240 0 0
KS 3,257,802 1,422 2,291 23 26
KY
LA 4,908,708 1,793 2,738 -4 5
ME
MD
MA
M 16,304,872 6,307 2,585 5 11
MN 4,099,000 1,653 2,480 -5 5
MS
MO* 0 0 -100 -100
MT
NE
NV 1,413,223 386 3,661 23 11
NH
NJ 9,108,958 6,485 1,405 42 28
NM 208,000 80 2,600 100 100
NY
NC
ND 592,161 94 6,300 21 -37
OH
OK 4,195,150 1,735 2,418 -1 12
OR
PA
RI 174,825 50 3,497 -7 -9
SC 3,378,399 735 4,597 -1 3
SD
N
X 5,000,000 2,674 1,870 -63 -42
ut 66,300 117 567 -83 -83
VT
VA
WA* 4,503,029 2,101 2,143 100 100
WV
WI
WY
U.S. Total 95,095,115 33,334 2,853 5 8

* Missouri discontinued its cash subsidy program in 2003; Washington initiated its cash subsidy program in 2003.

Source: From The State of the States in Developmental Disabilities, by D. Braddock et al., 2005, Boulder, CO: Coleman Institute for Cognitive Disabilities and Department of

Psychiatry, University of Colorado.



The Medicaid Home and Community Based Services
(HCBS) Waiver (P.L. 97-35), enacted in 1981, has been
instrumental in helping states reduce their reliance on
institutional settings while developing community service
programs. Some of the HCBS Waiver services a state may
offer include case management, homemaker assistance,
home health aides, personal care, residential and day
habilitation, transportation, supported employment, home
modification, occupational, speech, physical, and behav-
ioral therapy, and family support and respite care. In 2004,
the HCBS Waiver financed 57% of all family support
services in the U.S. — more than double the proportion
funded by the Waiver in 1998 (see Figure 5). States varied
greatly in the extent to which they utilized HCBS Waiver
dollars to finance their family support initiatives. Seventeen
states opted to finance their family support initiatives solely
through state funding. Conversely, 13 states funded 90% or
more of their family support system with the Medicaid
HCBS Waiver (see Table 3).

States varied in the extent to which they provided
family support services to children versus adults. In 2004,
with 34 states reporting, 59% of families receiving family
support services were providing care for achild with a
developmental disability (generally states considered
children to be 17 years of age or younger). Thisis slightly
lower than the percentage reported in 1998, the last year in
which data were collected. That year, with 35 states report-
ing, 65% of recipients of family support services were
families of children below the age of 18.

An analysis of the 25 states that reported numbers of
minor children and adult children receiving family support
in both 1998 and 2004 was conducted. For these states, there
was an overall increase in the number of families served

Figure 5: HCBS Waiver Funding for Family Support, 1998-2004
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Source: From The State of the States in Developmental Disabilities, by D. Braddock
etal., 2005, Boulder, CO: Coleman Institute for Cognitive Disabilities and
Department of Psychiatry, University of Colorado.

between 1998 and 2004. However, this increase was not
consistent across age of the family member with develop-
mental disabilities. The number of families having adult
children with developmental disabilitiesincreased signifi-
cantly (t24 = 2.45, p = 0.02) while the number of families
with minor children with developmental disabilities re-
mained about the same (t24 = 0.20, p = 0.84). The increase
in the number of families receiving family support who had
adult children with developmental disabilities was larger for
states that had family support HCBS Waiversin 2004 (mean
increase = 1,638 families with adults) than for states that
had no family support HCBS Waiver (mean increase = 419
families with adults).

Family Support Initiatives Across the States

In 1998, the Administration on Developmental Disabilities
(ADD), U.S. Department of Health & Human Services,
began providing grants to the states to encourage innovation
in family support initiatives. States used this funding to
develop family support councils (7 states); conduct training
and technical assistance activities (10 states); promote the
integration and coordination of servicesto families (9
states); conduct outreach (2 states); promote the provision of
culturally competent services (4 states); support aging
caregivers (3 states); increase cash subsidy, voucher, and
respite services (2 states); promote consumer and family-
directed supports (5 states); and for policy development (6
states) (Parish, Pomeranz-Essley, & Braddock, 2003). Some
states conducted more than one activity.

The most recent initiative by the ADD is the funding of
multiple Family Support 360 grants. The goal of the Family
Support 360 program is to develop family-driven, one-stop
support centers targeting unserved or underserved popula-
tions. State developmental disabilities service systems often
involve multiple state agencies with numerous points of
entry. These one-stop family support centers are designed to
foster interagency collaboration and efficiency and stream-
line family accessto services. Since 2003, the ADD has
provided funding for 21 Family Support 360 implementa-
tion grants and 9 Family Support 360 “planning” grantsin
the states (ADD, 2005a). Current implementation grants
may offer family support navigators to help familiesfind
their way through the system, support groups, family
advisory councils, resource centers, financial future plan-
ning, and parent training (ADD, 2005a; ADD, 2005b).

In 2004 the Centers for Medicare and Medicaid
Services (CMS) awarded funding to 10 states to develop
Family-to-Family Health Care Information and Education
Centers. These family-led centers provide information and
referral services, parent education, support groups, and
information on the HCBS Waiver to families of children
with special health care needs (* Family-to-Family Health
Care,” 2005).



Table 3: HCBS Waiver Family Support Spending, 2004

Total Family Federal-State HCBS Waiver Waiver % of Total Family
Support Spending Family Support Spending Support Spending

State 2004 ($) 2004 ($) 2004
AL 656,622 0 0
AK 3,129,000 0 0
AZ 160,813,138 140,396,410 87
AR 412,769 0 0
CA 374,189,209 214,985,387 58
Co 3,181,596 0 0
CT 35,301,039 0 0
DE 1,361,269 0 0
DC 0 0

FL 222,644,479 215,901,120 97
GA 21,636,254 1,985,301 9
HI 23,033,675 21,485,610 93
ID 243,300 0 0
IL 51,089,153 14,042,279 28
IN 25,980,353 25,342,204 98
IA 9,524,054 7,921,531 83
KS 36,862,188 36,862,188 100
KY 3,198,803 0 0
LA 150,090,138 136,526,135 91
ME 600,000 0 0
MD 35,246,332 0 0
MA 43,524,515 2,351,958 5
Ml 40,882,102 11,750,069 29
MN 21,651,521 0 0
MS 7,090,441 6,839,076 97
MO 13,596,553 8,294,538 61
MT 10,431,316 4,929,554 47
NE 4,207,563 2,885,978 69
NV 2,529,499 71,258 3
NH 6,366,736 6,366,736 100
NJ 57,227,488 0 0
NM 21,249,755 13,466,723 63
NY 53,957,000 0 0
NC 230,349,331 88,414,765 38
ND 4,067,381 3,475,220 85
OH 11,114,852 0 0
OK 44,445,693 40,250,543 91
OR 3,821,684 3,821,684 100
PA 53,139,097 33,848,707 64
RI 10,275,924 9,967,646 97
SC 29,375,481 23,186,016 79
SD 3,037,557 949,187 31
N 6,457,600 0 0
X 32,470,345 1,873,940 6
uT 6,833,000 6,667,300 98
VT 13,738,448 12,740,740 93
VA 2,204,514 0 0
WA 52,295,124 10,412,865 20
WV 7,356,648 6,292,267 86
wi 20,679,510 0 0
WY 8,179,518 7,981,424 98
U.S. Total 1,981,749,567 1,122,286,359 57

Source: From The State of the States in Developmental Disabilities, by D. Braddock et al., 2005, Boulder, CO: Coleman Institute for Cognitive Disabilities and Department of

Psychiatry, University of Colorado.



Family Support Legislation Across the States

Senator Hillary Rodham Clinton (D-NY) introduced a bill in
the U.S. Senatein 2005 entitled the Lifespan Respite Care
Act (S. 1283). Thislegislation proposed to provide competi-
tive grant funding to states to increase access to affordable,
quality respite services and increase awareness of the needs
of caregivers. The Senate bill was referred to the Committee
on Health, Education, Labor, and Pensions. A companion
bill (H.R. 3248) was introduced in the House of Representa-
tives by Representative Mike Ferguson (NJ-7) and was
referred to the Subcommittee on Health.

Another potentially important piece of legislation isthe
Family Opportunity Act of 2005, also known as the “Dylan
Lee James Act” (S. 622), which was re-introduced in
Congress in January 2005 by Senators Edward Kennedy (D-
MA) and Charles Grassley (R-1A). The bill allows states to
create options for families with children who have disabili-
ties to buy into Medicaid while continuing to work. There
would be anew eligibility category for states to expand
Medicaid coverage to children with disabilities up to age 18.
The bill builds on previous reforms including the Balanced
Budget Act of 1997 and the Ticket to Work and Work
Incentives Improvement Act of 1999 (ADD, 2005a; ADD,
2005b).

B Discussion and Recommendations

The modest increase in families supported from 2002 to
2004, and the decline in adjusted family support spending in
23 states, reflect the vulnerability of these flexible, commu-
nity support programsin times of fiscal retrenchment
(Braddock & Hemp, 2006). With state budgets strained,
funding for family support, particularly funding for cash
subsidy programs, often cannot compete with the financing
of residential programs.

One important finding was variability in the level of
HCBS Waiver funding for family support. Funding for cash
subsidy programs constituted only 5% of total family
support funding in 2004 and was amost exclusively
financed with state dollars. Only a handful of federal
programs, such as the Cash and Counseling Demonstration
grants, allow statesto utilize federal funding to provide
direct payments to individuals with developmental disabili-
ties. This has resulted in many states being reluctant to
“Medicaid” their family support programs (Human Services
Research Ingtitute, 2004). States may also be financing cash
subsidy programs at alower rate due to fears of abuse or
misuse by consumers and families. However, “overly
restrictive measures...negate the effect of the consumer-
directed intervention” (Simon-Rusinowitz, Mahoney,
Shoop, Squillace, & Sowers, 2001, p.101).

Another issue of mgjor concern in services for families
isthe availability of qualified respite workers. The Bureau
of Labor Statistics (2001) projected a 63% increase in
demand for direct support professionalsin the disability
field through the year 2010. This was more than twice the
projected job demand increase for nursing aides, fast food
workers, and for all occupations. “Vacancies are causing
families with members who have intellectual or develop-
mental disabilitiesin the family home to do without basic
family support services (e.g., personal assistance, respite
care) as available staff are first alocated to residential and
vocational programs for which there are no alternative care
providers’ (Larson, Hewitt, & Lakin, 2004, p. 482). States
will need to develop comprehensive respite programs that
utilize family members, friends, and neighbors, and un-
tapped populations such as retirees, to meet the rapidly
increasing need for in-home supports. As Dan Winters, a
member of the Illinois Council on Developmental Disabili-
ties and the father of a son with developmental disabilities
noted, “The problem isn’t only getting funding to pay for
respite services, but finding someone I’ d trust enough to
leave my son with” (personal communication, September
15, 2005).

Over the past 30 years, funding from the Individuals
with Disabilities Education Act (IDEA) and Medicaid has
assisted many families to obtain the support needed to keep
their children with ID/DD at home. The current generation
of family caregivers expects more from the ID/DD long-
term care system than the previous generation did.
Policymakers must be prepared to address these substan-
tially heightened expectations. Moreover, reliance on family
caregiving islikely to increase in the future as states try to
contain the rising costs of out-of-home placements
(Braddock, 2002). The demand for family support services
will also grow as a consequence of the increased number of
aging caregivers. Family support has emerged as a funda-
mental consideration in ID/DD long-term-care policy.
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