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This Policy Research Brief was authored by Susan L. tions and in the fledgling community-based residential
Parish, Associate Project Director; Amy Pomeranz, programs that were developing. Families and other
Resource and Policy Analyst; Richard Hemp, Associ- advocates argued that states were providing the vast
ate Project Director; Mary C. Rizzolo, Graduate majority of resources to serve those in residential
Research Assistant; and David Braddock, Head, all placement, and were ignoring the needs of families
with the Department of Disability and Human Devel- who provided care at home. In 1977, the 247,796
opment, University of lllinois at Chicago. It summa- people in institutions and community-based out-of-
rizes the trends in family support services for families home residential settings represented only 9% of the
of persons with developmental disabilities in the U.S. total population with developmental disabilities

based on longitudinal study conducted by the authors(Braddock, Hemp, Parish & Westrich, 1996). The vast
For additional information the authors may be con-  majority of the remainder were cared for at home,
tacted at 312/413-1431 or sparish@uic.edu. often with no support provided to their families.

The reduction in residential populations of the
nation’s public institutions in recent decades has been
accompanied by the development of community
services in most states. Between 1977-98, the number
Family support consists of services provided to of persons with developmental disabilities in the
families with a member who has a developmental nation’s public institutions declined by nearly 100,000
disability. Services can include home modifications, Persons and the number of persons in community
in-home and out-of-home respite, sibling programs, residential programs increased by nearly 250,000
family counseling, parent support groups, after-school(Braddock, et al., 2000). Part of many states’ commu-
programs, education programs, behavioral training, Nity services development efforts involved providing
and essentially any service funded to assist families tgupport to families to prevent or delay the residential
continue to care for their child or adult child with placement of children and adults. Family support
developmental disabilities in the family home. Cash ~ program development was such that by 1998, spending
subsidy is a particular form of family support where totaled $736 million for 328,000 families nationwide.
families directly receive cash or vouchers that enable  In thisPolicy Research Briesfummarizing trends
them to purchase the services or supports they need.

Family support developed in the states in the late o . .
1970s, and has continued to expand (Braddock, Hemﬁ%summary of research on pollcy issues affectmg persons with

. . . ) tellectual and developmental disabilities. Published by the
Parish & Rizzolo, 2000). Prior to the advent of family Research and Training Center on Community Living, Institute on

support, the only form _Of Ior_lg-term SerV_ice gvgilaple Community Integration (UAP), College of Education and Human
in most states was residential care, malnly In Institu- Development, University of Minnesota.

The College of Education
[N & Human Development

B |ntroduction



donag003
Typewritten Text
This document has been archived because some of the information it contains is out of date. (Effective May 2011)

donag003
Typewritten Text

donag003
Typewritten Text

donag003
Typewritten Text


2 Published on the Web site of the Institute on Community Integration, University of Minnesota (http://ici.umn.edu).

in family support services across the U.S., our analysisamily Support Services

will show that while there has been dramatic growth in

family support services over time, this growth has ~ Nationwide, family support expenditures in 1998

been quite variable from state to state. It will also totaled $736 million. This represented an inflation-
show that in spite of tremendous relative advances, adjusted increase of 93% over the 1993 spending level
Spending for fam”y Support still Comprises oniy a of $381 million. By Comparison, total Spending for all

small portion of total state allocations for mental MR/DD services, institutional and community, in-
retardation and developmental disabilities (MR/DD) creased 23% in inflation-adjusted terms during the
services. We will examine the financing of family same period. In spite of the relatively rapid increase in
support subsidies, and provide recommendations for family support spending, these allocations constituted
the future course of policy in this area. just 2.8% of the states’ total MR/DD expenditures in

1998, up from 1.8% in 1993. The 93% real dollar
increase in family support spending between 1993-98
B Method of Study was nearly twice the 49% increase in overall spending
for other community services (e.g., group homes,

The analysis presented in this brief is based on statis-supported living, case management, employment

tics collected for the State of the States in Develop- Services, foster care, etc.) over the same period.
mental Disabilities Project, a longitudinal investigation ~ The number of families receiving family support
of expenditures and services conducted at the Universervices increased by 61% between 1993 and 1998,
sity of lllinois at Chicago. The data are collected from from 203,874 families to 327,681 families. Between

a direct survey of state MR/DD agencies, who report 1993 and 1998, the growth in family support across
an extensive array of Spending’ revenue, and prograrﬁhe nation was primarily due to the enrollment of more
matic information. This larger study encompasses thefamilies in such programs, not because of large

entire spectrum of MR/DD agency-sponsored servicedNcreases in spending per family. The average expen-
including residential, employment, family support,  diture per family in the U.S. in 1993 was $1,869; in
Supported |iving, persona| assistance, case manage- 1998 it was $2,245, a per-family increase of less than
ment, and other Community services. MR/DD agency 7% in inflation-adjusted dollars. Figure 1 depiCtS the
staff concluded reporting data for fiscal years 1997-9gdrowth in family support spending and families served

in the fall of 1999 (Braddock, et al., 2000). during the 1986-98 period. Inflation-adjusted family
support spending increased by an average of 18%

annually from 1986-98.
B Results In 1998, funding for family support services was
provided in all 50 states. Table 1 shows the total

In the family support component of this study, respon-spending for family support services for each state in
dents were asked to |dent|fy Spending for fam”y 1998. It shows the percent of total state MR/DD
support in three categories: respite, cash subsidy, ancexpenditures that were allocated for such services, and
other services. States were also asked the number of &S0 presents data on family support spending per
families receiving these services, and the funding ~ capita (of general state population) and average
sources for family support. For the questions related t§Pending per family supported. The rankings on these
fam||y Support Spending and numbers of recipientsi latter two dimensions are also indicated in the table.
item response rates of 100% were achieved. ltem Table 1 shows clearly that the states varied widely
response rates of 80% were achieved on the question# their expenditures for family support services.
related to revenue sources used to fund family support;amily support spending per capita (of general state
with 40 states reporting. population) ranged from $0.09 in Indiana to $12.44 in
In order to obtain information on the extent and  Arizona. The nation’s average was $2.74 per capita in
scope of innovation in family support practices across1998. Eleven states spent at least $5 per capita for
the states, a second survey was conducted. Each staf@8ily support in 1998, while 16 states spent less than
Developmental Disabilities Council was contacted in $1 per capita. By comparison, state spending for

January, 2001, to complete a survey on family supporpublic and private institutions averaged $26 per capita
in its state. Forty-six states responded. in the 48 states that funded public or private institu-
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tions. Even institutional spending supported only 1998 (this does not include federal cash payments to
124,946 residents while 327,681 families received families through Social Security Act programs for
family support services nationally. individuals with disabilities). Families received an

An average of 3% of total MR/DD spending average annual state subsidy of $2,416. Twenty-one
nationally was dedicated to family support services. states provided some funding for cash subsidy pro-
Only five states allocated more than 5% of their total grams in 1998. These states are identified in Table 2,

MR/DD budgets to family support initiatives — along with the number of families receiving subsidy
Arizona, Montana, Kansas, Alaska, and Florida — andpayments, and data regarding the per capita (of general
18 states allocated 1% or less. state population) subsidy spending. Cash subsidy

The average annual allocation per family is spending constituted less than 7% of state’s total

another metric by which states’ commitment to familyfamily support expenditures.
support can be assessed. In 1998, the average spend- The state with the most generous per-family
ing per family was $2,245. It ranged from $129 per subsidy payments was lllinois, at $9,110 annually,
year in ldaho to $11,855 in Oklahoma. Ten states  which was twice the amount provided in North Dakota,
spent more than $5,000 per family in 1998, while 11 the state with the second highest per-family subsidy
spent less than $1,000 per family. amount in 1998. Only Louisiana, Oklahoma, and North
Spending in 1998 averaged $2,735 per 1,000 Dakota were in the top half of all subsidy states for
citizens across the nation, and ranged from a low of both amount spent per family and numbers of families
$85 per 1,000 in Idaho to a high of $12,436 per 1,000supported as a percent of their total state population.
in Arizona. While 11 states spent more than $5,000 These three states spent comparatively high amounts
per 1,000 citizens on family support services, 16 sperger family, but also had programs that reached large
less than $1,000, indicative of the variability among numbers of families. The more common occurrence
the states in the level of their commitment to support-was for states with more generous subsidy programs to

ing caregiving families. subsidize relatively smaller numbers of families. In
lllinois, lowa, Nevada, New Jersey, Oregon, Rhode
Cash Subsidy Programs Island, and South Carolina relatively generous subsidy

amounts were provided to proportionately limited
States provided cash subsidies to 20,001 families  numbers of families.

nationwide, for a total expenditure of $48 million in

Figure 1: Family Support Spending and Families Served, 1986-98
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Table 1: Total Family Support Spending by State in 1998 (in dollars)

State Total Family Families Fam. Support Family Rank: Average Rank:
Support Served Spending as % Support Spending Annual Spending
Spending of Total MR/DD Spending per Capita Spending per Family
Spending per Capita per Family
Alabama $ 650,000 2,800 <1% $ 0.15 48 $ 232 49
Alaska $ 3,403,088 1,104 9% $ 558 9 $ 3,084 18
Arizona $ 57,534,890 10,373 19% $12.44 1 $5,547 9
Arkansas $ 737151 680 <1% $ 0.29 44 $1,084 37
California $159,770,853 81,809 6% $ 4.93 12 $1,953 28
Colorado $ 4,007,168 5,106 2% $ 1.02 34 $ 785 44
Connecticut $ 6,947,743 3,456 1% $ 213 25 $2,010 27
Delaware $ 723,637 1,054 1% $ 0.98 35 $ 687 45
Florida $ 45,270,288 9,798 8% $ 3.07 17 $4,620 11
Georgia $ 1,489,046 4,432 <1% $ 0.20 47 $ 336 47
Hawaii $ 282,668 565 1% $0.24 46 $ 500 46
Idaho $ 108,567 840 <1% $ 0.09 49 $ 129 50
Illinois $ 27,818,400 17,574 3% $ 233 22 $1,583 33
Indiana $ 502,350 1,500 0% $ 0.09 50 $ 335 48
lowa $ 1,525,500 452 <1% $ 053 42 $3,374 17
Kansas $ 24,923,166 3121 9% $ 9.58 2 $ 7,986 3
Kentucky $ 4,008,249 1,586 3% $ 1.02 33 $ 2,527 22
Louisiana $ 22,428,225 3,108 5% $ 5.14 11 $7,216 4
Maine $ 835782 1,035 1% $ 0.67 39 $ 808 43
Maryland $ 11,885,770 5,007 3% $ 232 23 $2,374 24
Massachusetts $ 42,474,873 14,313 4% $ 6.93 4 $2,968 19
Michigan $ 28,869,205 12,046 3% $ 2.94 19 $2,397 23
Minnesota $ 19,463,308 2,183 3% $ 414 16 $8,916 2
Mississippi $ 1,040,815 279 1% $ 0.38 43 $3,731 14
Missouri $ 4,552,446 4,228 1% $ 084 36 $1,077 39
Montana $ 6,988,448 1,633 10% $ 7.90 3 $4,280 12
Nebraska $ 2,010,054 728 1% $121 32 $2,761 21
Nevada $ 1,012,733 818 2% $ 0.59 41 $1,238 35
New Hampshire $ 7,989,362 5,902 6% $ 6.77 5 $1,354 34
New Jersey $ 16,486,776 4,491 2% $ 2.04 26 $3,671 15
New Mexico $ 7,879,553 1,351 6% $ 4.52 13 $5,832 8
New York $ 46,845,000 50,226 1% $ 2.58 20 $ 933 41
North Carolina $ 22,887,443 3,752 3% $ 3.06 18 $ 6,100 7
North Dakota $ 3,754,183 543 4% $ 5.87 7 $6,919 6
Ohio $ 9,188,323 9,883 1% $ 0.82 37 $ 930 42
Oklahoma $ 17,722,758 1,495 6% $ 5.32 10 $11,855 1
Oregon $ 2,242,400 1,034 1% $ 0.69 38 $2,169 26
Pennsylvania $ 21,513,188 18,863 1% $ 179 29 $1,140 36
Rhode Island $ 5,732,835 796 3% $ 5.81 8 $7,202 5
South Carolina $ 15,718,200 6,960 5% $ 4.16 15 $2,258 25
South Dakota $ 1,191,082 1,106 2% $ 161 30 $1,077 38
Tennessee $ 3,212,300 1,902 1% $ 0.59 40 $1,689 31
Texas $ 37,121,500 10,148 3% $ 189 28 $ 3,658 16
Utah $ 4,549,604 1,630 4% $ 219 24 $2,791 20
Vermont $ 3,937,799 756 6% $ 6.66 6 $5,209 10
Virginia $ 1,928,165 1,988 <1% $ 028 45 $ 970 40
Washington $ 7,406,175 3,945 2% $ 131 31 $1.877 30
West Virginia $ 4,624,336 2,461 3% $ 255 21 $1,879 29
Wisconsin $ 10,464,286 6,310 2% $ 2.02 27 $1,658 32
Wyoming $ 2,011,236 512 3% $ 418 14 $3,928 13
United States $735,670,427 327,681 3% $ 274 $2,245
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Table 2: Cash Subsidy Spending 1998 (in dollars)

State Total Cash Families Average Rank: Subsidy Rank:
Subsidy Receiving Subsidy Subsidy Spending Subsidy
Expenditures Subsidies per Family per Family per Capita Spending
per Capita
Arizona $ 591,178 716 $ 826 19 $0.13 18
Arkansas $ 737,151 680 $1,084 18 $0.29 12
Connecticut $ 996,268 782 $1,274 17 $0.30 11
Florida $ 457,629 282 $1,623 15 $0.03 21
Ilinois $ 6,631,900 728 $9,110 1 $0.56 5
lowa $ 1,470,000 410 $3,585 4 $0.51 6
Kansas $ 1,300,000 541 $2,403 12 $0.50 7
Louisiana $ 2,711,548 973 $2,787 10 $0.62 4
Michigan $12,880,159 4,936 $2,609 11 $1.31 1
Minnesota $ 1,650,855 755 $2,187 13 $0.35 10
Missouri $ 873916 611 $1,430 16 $0.16 17
Nevada $ 484,884 140 $3,463 5 $0.28 13
New Jersey $ 2,082,947 717 $2,905 9 $0.26 14
North Carolina $ 793127 1,000 $ 793 20 $0.11 19
North Dakota $ 527,457 115 $4,587 2 $0.82 2
Oklahoma $ 2,684,350 883 $3,040 8 $0.81 3
Oregon $ 265,826 79 $3,365 6 $0.08 20
Rhode Island $ 196,329 59 $3,328 7 $0.20 16
South Carolina $ 1,362,350 348 $3,915 3 $0.36 9
Texas $ 9,177,518 4,519 $2,031 14 $0.47 8
Utah $ 453178 727 $ 623 21 $0.22 15
United States $ 48,328,570 20,001 $2,416 $0.18

Michigan has been the acknowledged leader in th&upport services in 1998 among the 40 states reporting
nation’s cash subsidy efforts for many years. The funding sources. Eleven states did not utilize the
Michigan program was initiated with the 1983 passageHCBS waiver to fund their family support programs,
of the state’s Family Support Subsidy Act. This law  while 11 states relied on the HCBS waiver for at least
provided monthly payments to families with children 50% of the funding of their programs.
with severe disabilities, whose family incomes did not  Partial correlation analysis showed that controlling
exceed $60,000 per annum (Act No. 249, Public Acts for state population, there was a strong relationship
of 1983). The program was explicitly intended to between states’ use of HCBS to finance family support
reduce out-of-home placement of these children, and and their per capita spending for family support
ongoing evaluations of the program by the state have services (r=.71, p<.001). These results indicate that
indicated that it has been tremendously successful  states that use HCBS to leverage federal resources
(Michigan Department of Mental Health, 1991). have been able to develop stronger family support
Twenty-five percent of all families receiving cash programs.
subsidies in the United States in 1998 were from Most states’ initial programs of family support
Michigan. In 1998, the state spent an average of consisted of respite services and, for some, cash
$2,600 per family for 4,936 families, and Michigan’s  subsidies. By reaching beyond the traditional family
per capita spending for cash subsidies led the nation &upport boundaries, states have developed innovative
$1.31 per state resident. methods of providing family supports.

Forty states reported funding sources for family
support services (Table 3). Federal Home and Com-
munity-Based Services (HCBS) waiver funds com-
prised 28% of the resources allocated for family



Published on the Web site of the Institute on Community Integration, University of Minnesota (http://ici.umn.edu).

Table 3: Sources of Family Support Funding 1998 (in dollars)

State HCBS Other State Other Total Family % HCBS
Waiver Federal Funds Funds Support Waiver
Funds Funds Spending
Alabama $ 0 $ 0 $ 650,000 $ 0 $ 650,000 0%
Alaska NA NA NA NA $ 3,403,088 NA
Arizona $31,780,237 $1,429,705 $ 24,324,948 $ 0 $ 57,534,890 55%
Arkansas NA NA NA NA $ 737,151 NA
California $35,035,022 $ 0 $124,735,831 $ 0 $159,770,853 22%
Colorado $ 0 $ 0 $ 4,007,168 $ 0 $ 4,007,168 0%
Connecticut $ 0 $ 0 $ 6,947,743 $ 0 $ 6,947,743 0%
Delaware $ 0 $ 0 $ 723637 $ 0 $ 723,637 0%
Florida $20,531,807 $ 0 $ 24,738,481 $ 0 $ 45,270,288 45%
Georgia $ 191,724 $ 0 $ 1,297,322 $ 0 $ 1,489,046 13%
Hawaii NA NA NA NA $ 282,668 NA
Idaho $ 0 $ 0 $ 108,567 $ 0 $ 108,567 0%
Ilinois $ 0 $ 0 $ 27,818,400 $ 0 $ 27,818,400 0%
Indiana NA NA NA NA $ 502,350 NA
lowa $ 0 $ 0 $ 1,525,000 $ 0 $ 1,525,000 0%
Kansas $12,637,800 $ 0 $ 12,285,366 $ 0 $ 24,923,166 51%
Kentucky $ 0 $ 0 $ 4,008,249 $ 0 $ 4,008,249 0%
Louisiana $14,602,139 $ 0 $ 7,826,086 $ 0 $ 22,428,225 65%
Maine $ 0 $ 0 $ 835,782 $ 0 $ 835782 0%
Maryland $ 0 $ 0 $11,885,770 $ 0 $ 11,885,770 0%
Massachusetts $ 0 $ 845,000 $ 41,629,873 $ 0 $ 42,474,873 0%
Michigan $ 0 $6,902,059 $ 21,967,146 $ 0 $ 28,869,205 0%
Minnesota $ 7,790,519 $ 0 $ 9,012,711 $2,660,078 $ 19,463,308 40%
Mississippi $ 614,996 $ 0 $ 425819 $ 0 $ 1,040,815 59%
Missouri $ 106,239 $ 0 $ 4,446,207 $ 0 $ 4,552,446 2%
Montana NA NA NA NA $ 6,988,448 NA
Nebraska $ 489,059 $ 0 $ 1,520,995 $ 0 $ 2,010,054 24%
Nevada $ 6,000 $ 0 $ 1,006,733 $ 0 $ 1,012,733 1%
New Hampshire $ 1,859,013 $ 0 $ 6,130,349 $ 0 $ 7,989,362 23%
New Jersey $ 0 $ 0 $ 16,086,776 $ 400,000 $ 16,486,776 0%
New Mexico NA NA NA NA $ 7,879,553 NA
New York $ 0 $ 0 $ 46,845,000 $ 0 $ 46,845,000 0%
North Carolina NA NA NA NA $ 22,887,443 NA
North Dakota NA NA NA NA $ 3,754,183 NA
Ohio NA NA NA NA $ 9,188,323 NA
Oklahoma $10,428,031 $ 0 $ 7,294,727 $ 0 $ 17,722,758 59%
Oregon $ 1,142,065 $ 0 $ 723292 $ 377,043 $ 2,242,400 51%
Pennsylvania $ 0 $ 0 $ 18,505,940 $3,007,248 $ 21,513,188 0%
Rhode Island $ 2,908,450 $ 0 $ 2,824,385 $ 0 $ 5,732,835 51%
South Carolina $10,031,627 $ 0 $ 5,604,523 $ 82,050 $ 15,718,200 64%
South Dakota $ 0 $ 0 $ 894,619 $ 296,463 $ 1,191,082 0%
Tennessee $ 0 $ 0 $ 3,212,300 $ 0 $ 3,212,300 0%
Texas NA NA NA NA $ 37,121,500 NA
Utah $ 1,822,238 $ 0 $ 2,727,366 $ 0 $ 4,549,604 40%
Vermont $ 2,052,145 $ 0 $ 1,885,654 $ 0 $ 3,937,799 52%
Virginia $ 186,045 $ 419,227 $ 956,960 $ 365,933 $ 1,928,165 10%
Washington $ 831,025 $ 0 $ 6,575,150 $ 0 $ 7,406,175 11%
West Virginia $ 2,595,759 $ 0 $ 2,028,577 $ 0 $ 4,624,336 56%
Wisconsin $ 0 $ 0 $ 10,464,286 $ 0 $ 10,464,286 0%
Wyoming $ 1,173,899 $ 0 $ 837,337 $ 0 $ 2,011,236 58%
United States $158,815,839 $9,595,991 $466,925,075 $7,188,815 $735,670,427 22%
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Table 4: ADD Family Support Grants to States

+ Develop a Policy Council
Maryland, Mississippi, Nebraska, South Carolina, Texas, Virginia

« Training and Technical Assistance
llinois, Kansas, Maine, Missouri, Oklahoma, Wyoming

« Integration/Coordination of Services
Georgia, lowa, Nevada, Utah

+ Network/Resource Materials/Outreach
Connecticut, District of Columbia, Maryland, Massachusetts,
Oregon

* Culturally Competent Services
Michigan, Minnesota, New Mexico, New York, Washington

* Support to Aging Family Members
Idaho, New Hampshire, Ohio

+ Cash Subsidy/Vouchers/Respite
Kentucky, Montana

* Self- or Family-Directed Supports
Alaska, North Carolina, Rhode Island, Tennessee, Vermont,
West Virginia

* Policy Development
Hawaii, New Jersey, Wisconsin

Innovation in Family Support

To stimulate the development of innovative family
support services, the Administration on Developmen-
tal Disabilities has provided grant funding to states
since 1998 to assist in planning and developing

programs of family support. Table 4 provides a list of ¢

the currently-funded projects, most at the level of
$200,000.

The survey of Developmental Disabilities Coun-
cils revealed an array of new initiatives within differ-
ent states. We have characterized these initiatives
within 13 categories:

» Development of a Family Support Policy or
Advisory Council: Nineteen states reported they
developed a Family Support Policy or Advisory
Council in their state. Usually comprised of at least
51% parents and consumers, the advisory council’s
priority is to serve as the formal mechanism for

parents and advocates to have input into family
support policy decision-making.

Self- or Family-Directed Supports: Fourteen states
reported programs directed at giving families
decision-making authority over the services they
receive. Goals of these initiatives include empower-
ing families, and devising family-driven support
systems.

Training, Technical Assistance, and Technology
Utilization: Ten states reported training and techni-
cal assistance initiatives. The focus of many of these
programs is educating service providers, families,
and support staff about available services. Some of
these states have chosen to use Web-based technol-
ogy, including interactive Web sites, as a mechanism
for reaching people.

Culturally Competent Services:Eight states
reported developing projects to reach minority
populations and to ensure services are sensitive to
the differing needs of each group.

Networking/Outreach: Eight states reported using
their family support funding as a mechanism to
improve their networking and outreach systems to
educate and increase communication.

Integration/Coordination of Services: Seven states
reported projects on the integration or coordination
of services. These projects include efforts targeted
toward developing comprehensive systems, reducing
duplication of services, and addressing the needs of
individuals missed by the current service system.

e Support to Aging Caregivers:Five states reported

that they have initiatives specifically targeted to
addressing the needs of aging caregivers.

Flexible Funding: Twenty-one states reported the
use of cash subsidies. An additional five states have
developed new subsidy programs that provide
families with flexibility and the discretion to deter-
mine how their family support funds are spent.

« Policymaking Activities: Four states reported

focusing on the development of statewide policy as a
mechanism for improving their family support
services.

« Waiting List Initiatives: Four states have created

initiatives to address the needs of families of indi-
viduals who are waiting for residential services.
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« Family Support Specialists/Coordinators:Two Diversity
states reported using specialists or coordinators to
more effectively provide family support services.
The coordinators can be paid staff or volunteer fami
ly members who assist families secure services.

In addition to an increasing number of aging care-
givers, the nation’s ethnic and cultural diversity is also

increasing. The U.S. Census Bureau (2001) estimates
that Hispanics currently represent 12% of the overall

* Guardianship Alternatives: One state reported U.S. population, and will increase their number to 24%
focusing their family support services around in 2050, and 33% by 2100. People of Asian origin
alternatives to guardianship. currently comprise 4% of the population, and they are

estimated to grow to 9% by 2050 and exceed 13% by
2100 (U.S. Census Bureau, 2001). Every culture has
its own perception of disability, notions of family,

and decision-making techniques, in addition to using
- languages other than English, all of which must be

® Highlighted Examples taken into consideration when planning and providing
services. To address the issues of our increasingly
To illustrate in some depth the nature of programs  diverse population, Washington state has developed a
underway, we have highlighted three states’ programgproject to improve services for different ethnic groups.
that address critical family support issues: the needs dfome goals of the project are to link families and
aging caregivers, services that are culturally compe- agencies, improve monitoring, facilitate gatherings for

* Localized Service ManagementOne state reported
transferring their centralized services to separate
locally managed entities.

tent, and technology as a method of outreach to families in their communities, and increase the cultural
unserved or underserved citizens. competency of staff through training. The Washington

State Developmental Disabilities Council (2000) is the
Aging Caregivers lead agency for this initiative; it has outlined the needs

of seven different ethnic groups within the state, and
The needs of aging family caregivers is a growing  articulated the need for development of services that
challenge for states as the population ages and the lifgre respectful of different cultures. Other states
expectancy of persons with developmental disabilitiesreported projects addressing issues of cultural compe-
increases. By 2030, the number of persons over age @énce, including lllinois, Maryland, Michigan, Minne-

is expected to double to more than 70 million personssota, New Hampshire, New Mexico, and New York.
(U.S. Bureau of Census, 2001). To address the needs

of aging caregivers, the Massachusetts Department o{tjlizing the Internet

Mental Retardation is collaborating with the

Governor’s Elder Affairs Office to improve informa-  Maryland is initiating a project to use technology to

tion and increase supports to elder caregivers with a facilitate family support outreach. The state’s Devel-
family member with mental retardation. By gathering opmental Disabilities Planning Council has developed
and analyzing information collected through surveys an interactive Web site with the intent of promoting

and focus groups, regional training sessions are beindamily empowerment and family determination. The
implemented. The sessions increase awareness of th@utreach is being targeted at unserved and underserved
needs of elder caregivers, provide information and  families, particularly those from minority backgrounds
resources, share successful strategies on collaboratioand those with aging caregivers. The project is also

and encourage the development of local partnershipsproviding technical assistance, training, and public
Collaborative activities are underway to strengthen th@wareness to increase knowledge and understanding of
relationships among community agencies. Addition- family choices, needs, and supports. This Web site is
ally, flexible funding has been established to help eldentended to be family-friendly, and to facilitate re-
caregivers plan for their family member (Massachu- source linkage, use of an interactive discussion group,
setts Developmental Disability Council, 2001). Other and other tools to aid families to define and obtain the
states reporting that they have prioritized the needs ofsupport services they need (Maryland Developmental
aging caregivers include Idaho, New Hampshire, Ohidpisabilities Council, 2001). As a result of this project,
and Pennsylvania. it is hoped that families will report increased knowl-



Citation: Parish, S.L., Pomeranz, A., Hemp, R., Rizzolo, M.C., and Braddock, D. (2001) Family Support for Families of Persons with Developmental
Disabilities in the U.S.: Status and TrenBslicy Research BrigiUniversity of Minnesota: Minneapolis, Institute on Community Integration), 12(2).9

edge and ability to make informed choices in access- should establish families as the final arbiter of the

ing and evaluating the quality of supports they need. services that they receive.

Through the use of the Internet, families who have Third, family involvement in policy development
historically not used or known about family supports and oversight of family support programs should be
will have the opportunity to be more actively involved assured. Representative family policy councils should
in the planning, development, implementation and  have authority to provide direction to states in the
evaluation of the statewide family support system.  development of services, and families should be
integral in quality assurance processes. These roles
must be expanded beyond token representation on
statewide commissions to positions with authority and
decision-making power. Special attention should be
The overwhelming majority of persons with develop- given to recruiting leaders from the broad range of
mental disabilities are cared for in their family homes, families, attending to ages, ethnicity, marital status,
yet state MR/DD resources are allocated dispropor- and income levels, and meetings and events must be
tionately for the care of those who live in out-of-home held at times and places that are accessible given
residential settings. Advocates have challenged stategamilies’ other obligations.

to remedy the inequity in distribution of services and Culturally appropriate, respectful, and competent
support. The rapid growth in family support spending supports should be available in all states and from all
during the past decade and a half can be deceptive. service providers, and not just through the isolated
While it is true that growth in family support funding instances of innovation as is currently the case. The
has been at a higher rate than that of other sectors of same is true in relation to the needs of aging care-
MR/DD spending, this has not resulted in parity for  givers. The demographic changes that confront the
family support with other services. In 1998, states nation are among the most dynamic forces that will
allocated just 2.8% of their total MR/DD resources to shape our society in the decades to come. It is impera-
family support, even after such spending grew at an tive that policymakers and service providers formulate
inflation-adjusted rate of 93% during 1993-98. While strategies to meet the needs of a changing constituency
states have clearly devoted more resources to family of families.

support, in 1998 family support services were only
being provided to an estimated 10% of the population
with developmental disabilities.

There are a number of p(_)llcy recom_m(_andatlor_ls m References
that emerge from this analysis of the existing family
support system. Given the primary role of states in
funding and directing these initiatives, these are « Act No. 249, Public Acts of 1988pproved by the

B Discussion and Recommendations

focused on state implementation. Governor, December 15, 1983. Lansing, MI: Michi-
Our first recommendation is that states should gan Legislature. [Michigan Family Support Subsidy
aggressively seek HCBS financing to support and Act].

expand their family support programs. The HCBS
waiver provides an unequaled opportunity for states to
leverage their resources and secure extensive federal
matching funds for community-based services. Family
support can be expanded beyond the means of most
states if federal funds are aggressively and planfully

utilized to match available state funds. « Braddock, D., Hemp, R., Parish, S., & Rizzolo, M.C.

Second, states should pursue the expansion of — (5000) The state of the states in developmental
programs that invest resources in and facilitate family- disabilities: 2000 study summa@hicago: Univer-

dlre(?ted services and suppo_r_ts. Decisions about what sity of lllinois at Chicago, Department of Disability
services are needed by families are best made by and Human Development.

individual families. Families are the most knowledge-
able experts in their own situation and needs. Policies

Administration on Developmental Disabilities.
(2000).ADD programs, allotments for FY 2000.
Washington, DC: Author, U.S. Department of
Health and Human Services. [Available at: http://
www.acf.dhhs.gov/programs/add/program.htm]
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» Braddock, D., Hemp, R., Parish, S. & Westrich, J. « Michigan Department of Mental Health. (December

(1998).The state of the states in developmental 1991).Family support subsidy program: Annual
disabilities,(5th ed.). Washington, DC: American report to the Governor and the Legislature: Fiscal
Association on Mental Retardation. years 1989 & 1990.ansing, MI: Author.
R ) * U.S. Bureau of the Census. (200Rgople, national
* Maryland Developmental Disabilities Council. population estimates and projectionashington,

(2001).NETworks. Baltimore: Author. [Available at: - pc. aythor. [Available at: http:/www.census.gov].
http://www.md-council.org/Family_NETWorks/

family_networks.html]. « Washington State Developmental Disabilities
N . Council (August 15, 2000Washington state plan
« Massachusetts Developmental Disabilities Council. October 1, 2000 through September 30, 2003.
(2001).Grants, current grant project®oston: Olympia, WA: Author.
Author. [Available at: http://www.state.ma.us/mddc/

grants/index.htm].
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Where can you find information on outstanding
disability-related services and programs, publica-
tions, videotapes, training curricula, or Web sites?
On the Web at QualityMall.org.

QualityMall.org is a showcase of promising prac-
tices and innovations that promote person-centered
approaches and quality of life for persons with
developmental disabilities. Based on the theme of a
shopping mall, this non-commercial Web site points
users to information housed in virtual “stores” within
the “mall.” Stores represent topic areas including:

+ Person-Directed Services

+ Family Place

+  Staffing Store

+  Community Center

+  Cultural Center

+ Housing Office

+ Life and Future Planning

+  Self-Advocacy

+  Service Provider Store

* Living and Working in the Community
+ Systems Change Shop

+  Quality Assurance and Improvement

+ Access Unlimited!

Supporting Quality of Life
for People with Developmental
Disabilities: QualityMall.org

* Health and Safety
Government Office

*  Media Center

+ Quality Cinema

* News Stand

«  Communication Center

Developed by the Research and Training Center on
Community Living at the University of Minnesota,
the National Association of State Directors of
Developmental Disabilities Services, and Human
Services Research Institute, QualityMall.org draws
upon two meanings of "mall": the first is the one-
stop shopping venue, and the second is a public
gathering place. Using the latest information
technology, QualityMall.org seeks to make new
ideas and information more available to more
people coming together in a single location.

So, visit the QualityMall today — it's always open.

And, QualityMall.org is currently seeking nomina-
tions of exemplary agency programs, publications,
and Web sites that promote person-centered
services. So, when you visit QualityMall.org think
about those outstanding resources you use or have
to offer, and submit a nomination.

For further information about QualityMall.org,
contact John Smith at 612/624-0219 or at
smith144@tc.umn.edu.
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