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GAO

United States
General Accounting Office
Washington, D.C. 20548

Human Resources Division
B-239731
September 5, 1990

The Honorable George Miller
Chairman, Select Committee

on Children, Youthk and Families
House of Representatives

The Honorable Major R. Owens
Chairman, Subcommittee on

Select Education
Committee on Education and Labor
House of Representatives

As you requested 1n your August 25, 1988 letter, we reviewed the avail-
ability and use of respite care services. You asked that we (1) provide
information on the characteristics, nature, and availability of respite
care services; (2) obtain respite care users’ views about the services pro-
vided; and (3) provide suggestions for improving respite care services
and enhancing the federal role.

On April 6, 1989, we testified on the preliminary results of our review
befure the House Subcomumittee on Select Education.! We stated that
various definitions of respite care were in use and that little research
had been directed at ...easuring the effects of respite care services, such
as its impaci on reducing child abuse and neglert. To improve the evalu-
ation of respite care programs, we suggested that programs should begir
collecting data on services provided, families served, and cosis. On
October 25, 1989, pertinent legislation, the Children With Disabilities
Temporary Care Reauthorization Act of 1989 (P.L. 101-127), was
enacted. It reauthorized federal respite care demonstration grants and
required that programs begin gathering more specific data as a step
toward evaluating the effects of respite care programs. In commenting
on a draft of this report, HHS indicated that by 1992 its evaluation of
respite care services would be enhanced as a result of this legislation
and other data it is collecting.

This report provides the final results of our review. As agreed with your
offices, we focused on respite care .ervices that provide temporary
rellef to family members and other caretakers of children who may be at
risk o: abuse or neglect. This includes children who are mentally
retardec. behaviorally disturbed, physically disabled, ot chronically or

"Respite Care Insights on Fede: 2], State, and Private Sector Irvolvement (GAQ/T-HRD-8% 12, Apr. 6,
1989). -
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Results in Brief

terminally ill. Nearly 2.2 million children ware reported as victims of
abuse or neglect in 1988, according to a 1989 stdy by the House Select
Committee on Children, Youth and Families. Also, as reported in a 1989
Department of Education report to the Congress, about 1.1 million chil-
dren were classified as mentally retarded by school special education
units in school year 1987-88. To obtain the information you requested,
we sent questionnaires to program officials i.1 25 states; conducted
group interviews with state program officials, service providers, and
parents; and interviewed federal and state government and national
organization officials responsible for respite care programs and otl.er
experts. Our work was conducted between February 1989 and February
1990. Additional details on the scope and methodology of our review are
provided in appendix L.

Respite care is arelatively new and evolving social service. Programs
offering respite care ser—ices are administered and funded by state
agencies, national organizations, and federal departments and agencies.
Because information on respite care is limited, we were unable to
account for all programs and funding provided for it. However, this
report presents the information that we were avie to obtain on respite
care services.

In fiscal year 1988, the 25 states we surveyed funded 111 respite care
programs. We also identified six national organizations, including the
Easter Seal Society and United Cerebral Palsy Association, that provide
respite care services through 279 of their local chapters in 221 cities of
44 states and the District of Columbia. Although sev-ral federal depart-
ments and agencies are involved: in respite care, the federal govern-
ment’s principal effort consists of awards by the Department of Health
and Human Services (HHS), amounting to about $9.7 million for d2mon-
stration grants in fiscal years 1988 and 1989.

While little evidence is available on the efficacy of respite care, users
have found the services beneficial in giving them more time to attend to
other family and daily-living activities. State program officials, service
providers, and paronts who participated in our group discussions
believe that the demand for respite care exceeds the suppiy available.
They suggested improving respite care services ny increasing the
amount of information and publicity about available programs, training
more providers, and allowing programs to be tailored to individual fami-
lies’ specific needs. State officials and providers also offered several
suggestions concerning the federa! government’s role in respite care. One
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Respite Care Airns to
Relieve Stress, Prevent
Child Abuse, and
Promote Family Unity

Federal, State, and
Private Levels
Involved in
Respite Care

was to offer incentives, such as demonstration and matching grants, to
the states to focus greater attention on respite care.

Respite care provides temporary child care relief to family men-i;ers and
other caretakers of children who may be at risk of abuse or neglect.
These include children who are mentally retarde 1, behaviorally dis-
turbed, physically disabled, or chronically or terminally ill. Respite care
also may be targeted to foster parents and unemployed parents. The
purpose of respite care is to relieve stress temporarily and thus prevent
child abuse and neglect and support family unity. Undue stress within a
family, whether caused by the burdens of caring for a disabled child or
such factors as financial worries, is strongly linked with child abuse.
Abuse, neg'ct, or a family’s inability to cope with the disabled child
may lead to the child’s placement in an institutirn or foster care. Respite
care seeks to support the family as a whole by p. iding a break for
parents and a safe place for the child for a short period of time.

Respite care has several characteristics. It is temporary and is directed
at the parent or other caretaker—though the child’s needs also may
require a specially trained respite care provider. Respite care can be
planned and act as a preventive service before a crisis is reached. It also
can be an emergency service, such as a crisis nursery that specializes in
providing short-term crisis care to abused and neglected c>ildren.

As a recognized social service, respite care is relatively new. Like many
social services, it originated at the grassroots level. The need for family
support services such as respite care became apparent in the early
1970s. It followed the movement to allow disabled persons, particularly
children, to remain with their families instead of being placed in an
institution. Crisis nurseries began at gbout the same time.

State and local agencies, national organizations, and federal depart-
ments and agencies fund respite care services. In the 25 states surveyed,
the administration of respite care servicrs entailed a: intricate web of
intergovernmental and private entities, whose patteins of furding and
operation differed from state to state. Services and operations also
varied considerably among the different providers.

Because program and funding information was not always available, we

were unable to develop a complete accounst of all programs and funds
provided for respite care within the 25 states surveyed. Also, some
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states provided funds to chapters of national associations for respite
care activities. Thus, the information presented below for the states,
national orgar.izations, and federal d« partments and agencies may in
some instances double-count the programs and funds; provided for res-
pite care.

Surveyed States Funded Respite gare progra;ns t“in t:le 25 stz;te; surveyed varied greatlv in size
: and funding levels. In fiscal year 19C8, state agencies in these states

111 ReSplte Care Programs funded 111 respite care programs that provided services locally. Expen-
diture data were available for only 62; for these programs, states pro-
vided about 91 percent of the $84 million funding in fiscal year 1988
(see fig. 1). Individual program expenditures ranged from $3,000 to $15
million. Appendix 1I provides additional details about the 111 programs
by state.

Figure 1: Funding Sources for 62 State- - v - ]
Funded Respite Care Programs (FY 1988) 8%

Federal

1%
Other

State

The 111 state-funded programs offered a variety of rcspite care ser-
vices, including temporary child care; personal care, such as bathing,
dressing, and grooming; and companionship services. Along with these
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services, non-respite-care support services were provided, including
family counseling, training for disabled children to function indepen-
dently, and occupational/physical therapy.

While eligibility criteria vary among the 111 state-funded programs, the
child’s condition and age were overriding coasiderations in determining
a family’s eligibility for respite care services. Generally eligible were
families with children who were developmentally disabled, mentally
retarded, chronically or terminally ill, and behaviorally or emotionally
disturbed. Almost al! programs allowed families to receive respite care
services from the time a child was born to age 22. Some programs had
no upper age limits for eligibility. Income generally was not an eligibility
determinant; most programs provided services at no cost to the family.
For the few statn-funded programs that required payment for services,
most fees were oa a sliding scale, based on the families’ ability to pay.

Respite care services provided by the state-funded vrograms were
offered in the parents’ or caretakers’ home and other locations outside
the home. Qut-of-home services sually were furnished in relatives’
homes, licensed foster homes in which foster parents provided tempo-
rary respite care services, or respite care group homes, in which both
client and community provider lived while respite care services were
provided.

Additional summary information about the 111 state-funded respite
care programs, such as the types of services provided, fee structures
and provider eligibility or licensing requirements, are included in appen-
dixes III through V.

National Service
Organizations Are
Major Providers

Many respite care programs are adminiscered by national organiza-
tions—private, nonprofit service associations and societies—that began
providing such services in the 1970s. We identified six national organi-
zations (see table 1) that provide respite care services through 279 local
chapters located 1n 221 cities of 44 states and the District of Columbia.
The national organizations did not have detailed information on the
funds spent and number of families served i y their local chapters.
Appendix VI identifies the states in which these organizations provide
respite care services.
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Table 1: National Organizations
Providing Respite Care Services in 44
States and the Distri~t of Columbia

L NN ]
Local chapters

providing States
Organization respite care covered :
Camp Fire 90 35 |
Easter Seal Society 37 %
National Council on Aging 10 8 |
National Down Syndrome Society 5 3
United Cerebral Palsy Association 50 21
Visiting Nurses Association of America 87 29 ‘
Total 279

Using different approaches, the national organizations variously pro-
vide respite care services in the child’s home, outside the home, and
through educational services. FFor example:

The National Down Syndrome Society brings together Down Syndrome
children and host families who volunteer to care for the children one
weekend every 6 weeks over a 1-year period. The program also seeks to
foster independence in the children and educates host families and com-
munities about Down Syndrome.

The National Council on Aging’s Family Friend Program matches older
volunteers with chronically ill arid disabled children. Once a week, the
volunteers visit these children in their homes and provide psychological
and social support to the children, parents, and other family members.

Federal Involvement
Limited

The federal governmenrt'’s involvement in respite cace has been limited
mostly to demonstration programs funded by HHS. Under the Temporary
Child Care for Handicapped Children and Crisis Nurseries Act of 1986,
the Congress directed that HHS establish a demonstration program of
grants to states. These grants are to help provide (1) temporary, non-
medical child care to families having children with disabilities o with
chronic or terminal illnesses and (2) crisis nurseries for children who are
abused and neglected, at high risk of abuse and neglect, or in families
receiving child protective services.

In fiscal years 1988 and 1989, HHS awarded about $9.7 miilion to 42
states and Puerto Rico for 67 demonstration grants. About $4.7 million

was awarded for 32 temporary handicapped child care grants and $5
million for 35 crisis nursery grants.

8
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An example of a project funded by HHS is a $150.000 demonstration
grant to the Missouri Department of Mental Healwn. It finances the
training of providers to perform in-home and out-of-home resgice care
services for 50 children. Missouri’s Department of Mental Health
expects to provide services to families with children who have multiple
disabilities. These are families who most nced relief from the stresses of
giving primary care and are thought to have the smallest pool of prov-
iders from which to choose.

Another project is a $150,000 demonstration grant to the Texas Depart-
ment of Health to develop a state plan for providing respite care ser-
vices for infants with special needs. The project’s goals include
implementing model respite care projects in rural Texas and coordi-
nating state resovirces to improve accessibility to respite care services.

Recent legislation authorized additional funds to HHS for respite care
demonstration proje s. In October 1989, the Children With Disabilities
Temporary Care Reauthorization Act authorized 20 million for fiscal
year 1990 and an additional $20 million for fiscal year 1991 for tempo-
rary child care and crisis nursery grants. The legislation stipulates that
reports be submitted on project costs, family stability, incidence of
abuse or neglect, services provided, and recipients’ demographic data.
About $8.3 million in grants are exrected to be awarded in fiscal year
1990 to fund up to 20 new Jemonstration projects and to extend some of
the 67 previously funded projects.

Cther HHS programs have provided funds for respite care, such as Medi-
caid’s financing of home and community-based services for disabled
individuals. However, we were unable to obtain information on the
amount of funds provided.

In addition to HIiS, we identifie:d several other federal departments and
agencies that provide limited respite care services:

ACTION, an independent federal agency that administers volunteer ser-
vice programs, provides respite care services through its Foster Grand-
parent Program. Through 328 1c221 programs, ACTION employs low-
income elderly people to act as foster grandparents to special-needs chil-
dren. The agency also has provided a $25,000 grant to the National
Down Syndrorme Society to help communities across the nation replicate
the society’s respite care program, as indicated on page 6.

In the Department of Defense, the Department of the Army has the most
extensive formal program. The Army provides respite care services to
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Families Find Respite
Care Services
Beneficial, but Limited

its personnel through 232 rrograms located on and outside its installa-
tions and 107 foster care programs in the United States and overseas.
Although the Department of the Navy has no formal respite care pro-
gram, Navy of{icials said that it has programs at six locations world-
wide that together spend about $62,000 annually or respite care-related
activities. The Air Force and Marine Corps also hav. no formal pro-
grams, but officials said that volunteers, commurnity resources, and
nonappropriated funds are used to support respite care functions. These
services also use child development centers for respite care on an infre-
quent basis.

The Department of Education has funded three grants, each for $30,000,
t> (1) perfurm a national survey of families on their knowledge of res-
pite care, (2) develop materiais for families on how to use and identify
sources of {unds for respite care services, or (?) develop informational
products to enhance the supply and use of respite care services. In addi-
tion, the Department of the Interior has a project that involves a home-
maker providing respite care services to ;amilies on an Indian
reservztion in Mississippi.

No information was available on the amount of respite care funding or
the rumber of families served for several of these federal pregrams.
Appendix VII identifies the states in which federal grants for respite
care nave been awarded since 1983.

Parents participating in our group discussions about respite care said
that such services help reduce the stress associated with caring for their
disabled children ard permit them to perform other coutine daily family
activities. For example, respite care services give family members and
other caretakers time to shop for g:oceries, get to doctor appointmer:ts,
and meet the normal needs of other siblings. Respite care also gives par-
ents time to spend with each other or attend special events, such as
family weddings and graduation ceremonies. Some families said that
they rely on respite care providers to care for older disabled children
whose size, weight, and physical developraent make them more difficult
to cave for unan younger children.

State program officials, local providers, and respite care users expressed
views that the demand for respite care services excezds the supply
available. As roted in our testimony, little information is available on
the numbers of families being served or reeding respite care services.
Thus, we were unabie to measure the demand for such services. How-
ever, information provided by state program officials provides some
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indications that the demand for respite care services exceeds the avail-
able supply. For example, 40 state-funded programs hag identified
about 3,700 families on waiting lists maintained during fiscal year *988.
(Sixty-nine programs did not maintain waiting lists, and two did not
indicate that they had such lists.) In addition, 77 programs had referred
families to other social programs for respite care services because the
families had requested more services than were availabie or the number
of families and other caretakers requesting services exceeded those
available. (The remaining 34 programs either did not refer families or
did not indicate if they made referrals.)

Respite Care Users,
Providers, and
State Officials
Offer Suggestions

Participants in our group discussions made severa! suggestions for
improving respite care services, including increasing the information
and publicity about available services, training more providers, and
maintaining flexible programs. They also believe that the federal gov-
ernment’s role could be enhanced by offering states incentives, such as
demonstration and matching grants, to focu greater attention on respite
care.

Increase Information and
Publicity About
Available Services

Respite care users believe and state officials agree th 't more informa-
tion about the avzilability of respite care services is n -eded. Family
members participating in our group discussions said that information
about and referrals for resprte care services are scarce and difficult to
obtair.. Program officials in one state indicated that no central entry
point .or respite care services is available and that departments within
the state are unaware of each other's respite care activities.

We identified two state networks—the Texas Respite P “source Network
and the Nebraska Resource Referral Svstem—that make respite care
information available to families as well as to local agencies. The Texas
network is an information clearinghouse and also provides technical
assistance to parents, agencies, and programs throughout the United
States. Nebraska has a state computerized system of information and
reterral services with emphasis on childrer with special needs.

Train More Providers

A need for specialized training of respite care providers was expressed
by parents using respite care services, especially parents of .lisabled
chiidrea. They had difficulty finding respite care providers trained to
care for children who have severe emotional problems, are medically
fragile, or are dependent on technical meds:al equipment. The parents
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suggsted that the stawes be responsible for recruiting and training pre
iders for children with these disabilities. Local providers of respite care
also commented on the need for more trained providers to deal with the
special needs of disabled children.

Maintain Flexible
Programs

Participants in our group discussions said that respite care services need
to be tailored to individual familics. Families should be able to select the
provider and determine the level of care and kinds of services needed,
participants asserted. For example, a Michigan program offers cash sub-
sidies to families that permit them to find their own provider and deter-
mine their own level of services. A Connecticut state program official
said that families should be given funds and permitted to purchase their
own services.

Enhance Federal Role

State respite care offirials and local providers offered several sugges-
tions for the federal government's role in respite care. Several said that
the federal government should offer states incentives, such as demon-
stration or matchiag grants or some type of reimbursable fir.ancial
arrangem2nts, to focus greater attention on respite care. Some believed,
however, that to have the most pesitive effects on ramilies, such incen-
tives should encompsass more than respite care. A focus on the whole
spectrum of family support services, sucn as day care and recreational
services, was suggested. State officials suggested that if more federal
money is made available, it be used for such activities as outreach
efforts or recruiting and training providers to care for children with spe-
cial medical needs or emotional disorders. A state official and several
local provicers expressed concern that the federal government riot regu-
late or establish standards for respite care.

T R
Agency Comments

HF'S agreea with the inforznation we gathered on respite care services
and with the suggestiors made by respit~ uscrs, providers, and state
officials for improving respite care services. It believed, however, that
additional data on such services were needed before public policy is
formulated.

As arranged with your office, unless you publicly announce its contents
earlier, we plan no further distribution of this report until 30 days from
the date of this letter. At that time, we will send copies to the Secretary

12
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of Healti: and Human Services, the Director of the Office of Maragement
and Budget, and other interested parties.

Please contact Mr. Gregory J. McDonald on (202) 275-5365, if you or
your staff have any questions concerning this report. Other major con-
tributors to this report are listed in appendix IX.

LA-——A.L-‘M“- \\60%

Lawrence H. Thompson
Assistant Comptroller General
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Appendix I

Objectives, Scope, and Methodology

R o 2 L R -
Obj GCtiVGS The Chairman of the House Select Committee on Children, Youth, and

Families and the Chairman of the House Subcommittee on Select Educa-
tion of the Committee on Education and Labor asked us to review the
availability and use of respite care services. As agreed with the
Chairmen’s offices, we obtained information on the following:

+ The availability and nature of respite care programs in the United
States and characteristics of families eligible to receive such services;

+ How families use respite care services, what differance these services
make in their lives, and how families cope without such services; and

+ Views of nrogram officials, service providers, and users on enhancing
the federal government’s role in respite care and how existing services
could be improved.

L e—— e ==

SCOPP and To obtain the requested information, we (1) sent a questionnaire to state
g - respi ~are program officials in 25 states; (2) conducted group discus-
Met: tOdOlOgy sicns with selected state officials, local providers, and family members;

(3) mnterviewed cfficials of and obtained data from federal departments
and agencies and national, private, nonprofit service associations and
societies; and (4) reviewed the literature on respite care. Qur work was
performed from February 1989 through February 1990.

The 25 states to which we sent a questionnaire to learn more about state
respite care programs were selected on the basis of the number of handi-
capped children that states reported during school year 1987-88 (see
app. IL). Thiese states account for about 80 percent of such children.
Some of the states also had high rates of child abuse in calendar year
1986. Through our quustionnaire (see app. V), we obtained the following
in{ormation about respite care activities in the 25 states surveyed:

(1) background data on the states’ respite care program, (2) types of
respite care services and delivery settings, (3) eligibility criteria for
receiving services, (4) client costs for services, (£) provider eligibility or
licensing requirements and monitoring, (6) fundi~.4 sources, and

(7) characteristics of people served. We did not independently verify the
data provided.

We conducted five group interviews: one with state respite care program
officials, two with local respite care providers, and two with Detroit
family members. Th2 latter had used respite care services or were on
waiting lists for them. During the ses..ons, we asked for the groups’
views on a number of respite care issues. State officials were queried as
to their ability to meet respite care needs in their state and the need for
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Objectives, Scope, and Methodology

a federal role in respite care. Local providers discussed the availability
and use of respite care services, families’ satisfactio~ with respite care
services, the impact of respite care on families and other caretakers, and
the federal role in respite care. Family members focused on their need
for respite care services, the availability of such services, and their sat-
isfaction with respite care services.

To icentify respite care activities, we interviewed officials of and
obtained information from selected federal departments and agencies
and national organizations. The federal departments and agencies
included in our review were the Departments of Defense, Education,
HHS, and the Interior, and ACTION. We also contacted 21 national orga-
nizations that were primarily associated with health and handicapped
activities to determine their involvement in respite care. Six of these
national organizations identified local chapters or affiliates that have
respite care activities (see app. VI).

In addition, we conducted extensive literature searches to identify data
on respite care activities and its impact on reducing stress and abating
child abuse and neglect. We also asked state questionnaire respondents
to identify and furnish us any studies on respite care effectiveness.
Finally, we interviewed respite care experts to obtain their insights on
respite care.

18
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Appendix II

Characteristics of 111 State-Funded Respite
Care Programs, by State (1988) \

%

Target Services
State/type of Year Statewide group Total Families in- Qut-of-
administering agency begun services coverage funding served home  home
Alabama -
Human resources 1935 Yes ab ¢ ¢ Yes Yes
Mental héalth/ mental retardation 1988 No a 3 ¢ No Yes
1985  No Broad® $21760  © Yes Yes
Rehabilitation and crippled children 1976 Yes "9 71,750,000 550 Yes No
Arkansas B
Developmental disabilities 1988 Yes Broad ¢ ¢ Yes Yes
198¢ No Broad ¢ ¢ Yes Yes
1979 Yes Broad R No Yes
Human services 1983 Yes a e ¢ Yes No
California o
Developmental services 1978 Yes Broad 15.21:.876 ¢ Yes Yes
Education 1984 Yes n 1,719,000 ¢ No Yes
Health services 1935 No Broad 260,711 ¢ No Yes
Coiorado
Bzxelopmental disabilities 1984 Yes Broad ¢ ¢  Yes Yes
1981 No Broad 85,743 ¢ Yes Yes
Social services 1988  No fn 590,000 19 Yes  Yes
1980 No Broad 104,000 ¢ No Yes
Connecticut
Child protection 1979  No T 29085 ¢ Yes Yes
Children and youth 1986  No a 109,634 24 No Yes
1986 No ab ¢ ¢ No Yes
Education support 1974 No Broad 41,789 ¢ No Yes
Family support 1986 No ah 39,240 210 No Yes
Health services 1982 Yes B:oad 596,750 443 Yes Yes
1980 Yes Broad T o < Yes Yes
Mental retaidation 1988 Yes m ¢ ¢ Yes " Yes
1983 Yes Broad B 979 Yes  Yes
1960 Yes n E 200 No Yes
Florida o ' o N
Developmental services 1973 Yes Broad e ¢ Yes Yes
Health and rehabilitation o 1988 No Broad 57,709 35 Yes Yes
1987 No Broad ¢ ¢ No Yes
B 1983 No a 318692 203 No Yes
Medicaid 1982 Yes Broad 8514 ¢ Yes Yes
- (continued)
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Appendix I
Characte.istics c¢( 111 State-Funded Respite
Care Programs, by State (1988)

‘target Services
State/type of Year Statewid»  group Total  Families In- Out-of-
administering agency begun  services coverage funding served home home
illinois
Child/family services 1987 Yes av ¢ ¢ Yes Yes
1964 Yes 3 4,491,400 ¢ Yes Yes
Crippled children 1985 Yes Broad ¢ ¢ Yes No
Mer.tal health/ developmental disabilities 1980 No Broad 4,205,692 3,350 Yes Yes
Rehablitation services 1980 Yes 8road 145,000 177 Yes No
1979 Yes h ¢ ¢ Yes No
Indiana
Human serviczss 1987 No 2 142,875 ¢ No Yes
Mental heaith 1981 Yes Broad 1,189,356 1,100 Yes Yes
Publi~ welfare 1980 Yes Broad T 7697 ¢ Yes Yes
lowa T
Hume ' services 1987 No h ¢ ¢ Yes No
1984 Yes Broad 3.504 ¢ No Yes
Kentucky
Human resources 1983 Yes Broad 604,312 565 Yes Yes
Mental health/ mental retardation 1980 Yes ' 955,078 ¢ Yes Yes
Medical services 1987 Yes h 325,824 592 Yes Yes
Social services 1988 Yes o ¢ c Yes Yes
1988 No Broad ¢ ¢ Yes No
1985 Yes Broad ¢ ¢ Yes Yes
Louisiana
Community services 1988 Yes bh 6,063 ¢ No Yes
1986 No o 24 300 75 Yes Yes
1984 No Broad ¢ ¢ Yes No
1980 Yes Broad 1,234,724 904 Yes Yes
Mental retardation/ developmental disabilities 1983 Yes Broad ¢ ¢ Yes Yes
Massachusetts
Mental retardation 1984 Yes ' 3,000,000 ¢ Yes Yes
1979 Yes Broad 15,000,000 10,000 Yes Yes
PuGlic health 1976 Yes ' 122,000 288 No  Yes
1975 Yes ! 426,500 205 Yes No
Public welfare 1984 Yes a ¢ ¢ Yes Yes
Michigan
Developmental disabilities ¢ Yes Broad ¢ ¢ Yes Yes
Mental health 1985 Yes Broad 334,569 43 Yes Yes
1984 Yes Broad < ¢ Yes Yes
1984 Yes Broad ¢ 3,000 Yes Yes
Soctal seivices 1988 No Broad 3,000 ¢ ‘es Yes
(continued)
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Appendix II
Characteristics of 111 State-Funded Respite

Care Programs, by State (1988)
Target Services
State/type of Yaar Statewide group Total Femilies In- Out-of-
administering agency begun  ssrvices coverage  funding  served home  home
Minnesota B -
Developmental disabilities 1984 Yes Broad 793,000 ¢ Yes Yes
Human services 1987 No h ¢ 10 Yes Yes
1985 Yes h 9,215 ¢ Yes Yes
1976 Yes Broad ¢ ¢ Yes Yes
Missouri
Mental health 1985  No od 3,000 8 Yes \g
Mental retardation/ developmental disabilities 1975 Yes Broad ¢ ¢ Yes Ye
Social services 1984 No B ab 26,801 68 Yes Yes
New Jersey
Health 1978 Yes h 280,000 25 Yes No
Human services 1984 Yes h 470,251 ¢ Yes No
1983 Yes d c o« No Yes
@elopmental disabilities 1980 Yes h 3,234,843 ¢ Yes Yes
New York
Health 1986 No Broad 186,619 88 Yes No
Mental health 1982 Yes ah 330,500 177 Yes No
Mental retardation/ developmental disabilities 1985 Yes Broad 15.000,000 13,000 Yes Yes
Social services 1986 Yes th ¢ ¢ Yes No
North Carolina
Mental health/ mental retardation/ substance -
abuse services 1988 No h 60,400 8 Yes Yes
1975 Yes Broad ¢ ¢ Yes Yes
Human resources 1983 Yes Broad 24,394 49 Yes Yes
1983 No Broad ¢ ¢ Yes Yes
1981 Yes Broad ¢ 150 Yes Yes
Ohio
= Community services 1983 Yes Broad 2,849,970 ¢ Yes Yes
Human services 1986 No 3 3,780 19 No Yes
1985 No a 142,365 257 No Yes
1983 Yes Broad ¢ ¢ Yes Yes
Mental health 1988 Yes 2 ¢ ¢ Yes Yes
Oklahoma -
Child welfare 1970 Yes Broad ¢ ¢ Yes Yes
Health 1987 No Broad 45,500 150 No Yes
Human resources 1985 Yes Broad 1 19,5-99 205 Yes Yes
Mental health 1986 No Broad 700,000 200 Yes Yes
Social services 1985 Yes Broad 84,000 60 No Yes

(continued)
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Appendix II

Characteristics of 111 State-Funded Respite

Care Programs, by State (1988)

Target Services

State/type of Year Statewide  group Tota’  Families in- Out-of-

administering agency begun  services coverage funding served home home

Pennsylvania T

\.ental health 1988 No ah 38,167 ¢ Yes Yes
1986 Yes ¢ ¢ ¢ Yes Yes

Mental retardation 1973 Yes ! 3.62€.228 6.809 Yes Yes

Tennessee

Mental health/ mental retardation 1978 No Broad 71921 140 Yes Yes

¢ Yes ' 130,000 ¢ Yes Yes

Social services T 1987 No 2 < 1 No Yes
1985 Mo ar 10,000 16 No Yes

Texas _—

Human services 1988 No Broad ¢ 4 =F) Yes
1985 No ' 101,292 ¢ Yes Yes
1985 Yes ! 100,712 15 Yes No

Mental health/ mental retardation 1988 Yes an ” < 25 Yes Yes
1985 Yes Broad ¢ ¢ Yes Yes
1987 No Broad < 1,246 Yes Yes

Virginia T

Mental health/ mental retardation/ substance a T

abuse services 1979 No n ¢ ¢ Yes Yes

¢ Yes ad ¢ ¢ Yes Yes

Washington

Developmental disabilities 1981 ‘fes Broad ¢ ¢ Yes Yes

Family services 1984 Yes b ¢ ¢ Yes Yes

Mental health 1979 No bo c o No Yes

Social/health services + 1974 Yes Broad 2,031,146 ¢ Yes Yes

Aruitoxt provided by Eic:

3Children at nisk of abuse or neglect
®Foster care children

‘Data una. alable

“Behaviorally or emotionally disturbed children

¢"Broad" iaryeinig means the program covered the developmentally disabled or all or most of the fol-
lowing groups mentally retarded, physically handicapped, chronically il, visually impaired ot blind,
speech or heaning impaired, behaviorally or emotionally disturbed, abused or neglected, or foster care

children

'Medically or physically handicapped children

SChromically or terminally ifl children
"Mentally retarded chi*izen

‘Other

22
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Appendix III

Suminary Information About 111 State-Funded
Respite Care Programs

Respite care program officials in the 25 states surveyed identified 111
state-funded respite care programs. Information we obtained about
these programs through our survey included (1) eligibility criteria for
receiving services, (2) types of services provided, (3) fee structures for
services, (4) service Jdelivery settings, (5) sources of information about
available services, and (6) provider requirements and state monitoring.
Following is a summary of the information.

Eligibility Criteria

In almost all state-funded programs, eligibility for respite care services
was based on the age and condition of the disabled child. Families’ and
other caretakers’ income was also an eligibility criterion for 32 pro-
grams. As illustrated in figure III 1, most of the statcs funded programs
that offered respite care se1vices to families with children who were
mentally retarded, aevelopmentally disabled, and behaviorally and emo-
tionally disturbed.

Figure ill.1: Types of Chlicren Served by
Respite Care Programs in 25 States
Surveyed (FY 1988)

25 Number of States

15

10

I/ f”;ﬁf"fff' 5"1 56 i f. ff'?

& ¢
A3

Typss of Children Secrved
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Appendix It
Summury Information About 111 State-
Funded Respite Cere Programs

Types of Respite Care
Services

Ninety-seven programs provided respite care services from the day the
child was born. Seventy-one programs discontinued services when the
child reached age 22, while 29 programs providec respite care
throughout the child’s life.

A variety of respite care services were provided by the 111 state-funded
programs in fiscal year 1988, as shown in figure I11.2. For example,

71 programs provided respite care services in the form of personal care
service 1atincluded bathing, dressing, and grooming; meal prepara-
tion an. feeding; light housekeeping and laundering; shopping; and
‘ransportation. Also, 59 programs provided respite care services in a
residential facility designed to nrovide such services for short intervals.

Figure 111.2: Types of Services Provided
<Y 111 State-Funded Respite Care
Programs (FY 1988)

111 Number of Programe

4

élfj # j"f ‘éf/f

Types of Services
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Appendix Il
Sammary Informaticn About 111 State-
Fundec Respite Care Programs

In addition to respite care, 100 state-funded programs provided other
support services (see fig. I11.3). These include independent living skills
that helped the children pref.re to live on their own; occapational and
physicel therapy administered for major limbs and muscles; home
health care, including nursing and therapy; and child care that provided
temporary arrangements for the children while the parents worked.

Figure 111.3: Non-Respits Care Suppon
Services Provided by 100 State-Funded
Programs (FY 1988)

jf" jjfggj/ 7 ff

Fee Structure for
Services

Seventy-nine of the 111 state-funded programs did not charge families
and other caretakers for the respite care services provided. Of the

32 programs that charged a fee, 30 charged parents an amount based on
a sliding scale. Figure II1.4 shows the various factors used in deter-
wuiung the fee. In many cases, the fee was based on a combination of the
factor:.

25
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Appendix I
Summary Information About 1. ° State
Funded Respite Care Programs

Figure IiL.4; Factors Used by 30 State-
Funded Programs in Datermining Sliding
Scale Fee for Respite Care Services (FY
1988)

Service Delivery
Settings

13

10

LR UNHL FH
r! {'?"/fggf

The state-funded respite care programs used one or a combination of
methods to pay respite care providers for their scrvices. Twenty-three
programs gave families and other caretakers direct cash subsidies for
respite care services, which allo* ed them to purchase the services and
other items specifically needed for their chiid. Seventy-seven programs
made direct payments to respite care providers, and 48 programs paid
fiscal agents, who in turn paid the respite care provide:s.

Factor for Siding Scale Fee

Seventy of the 111 state-funded programs offered respite care services
throughout the state, while 41 programs offered scrvices only in specific
geographic locations. Fifteen programs provided services only within
the parents’ or other caretaker's home; 24 programs provided services
only in settings located outsid: the child’s home; and 72 provided such
services ipr - oth settings. As illustrated in figure II1.5, the o' t-cf-home
settings included state instituions and camps that provided respite care
for the family and camping experiences for the child. In addition, foster
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Appendix I
Summary Information About 111 State-
Funded Respite Care Programs

care homes provided temporary respite care for children along with typ-
ical long-term foster care.

Figure ill.5: Out-Of-Hcme Settings Used R
by 96 State-Funded Programs to Deliver

Respite Care Services (FY 1988) hd r ot Prog

Ny Yy RN
S AVELE S fy

&

Out-of-Home Settings -

: Most common among ten principal methods or sources through which
SOIII'CQS of Res,p ite state-funded programs informed the public about, their respite care . 2r-
Care Information vices were parent organizations, state-level departments, and handi-

capped adveccacy programs (see table I11.1).

27

Page 26 GAO/HRD-80-125 Overview of Respite Care Programs




Appendix I
Summary Information About 111 State-
Funded Respite Care Programs

information About Respite Care Services
(FY 1988)

Provider
Requirements and

State Monitoring

Tabie li1.1: Principal Sources of

Number of
Information source programs
Parent organizations 76
State-level departments 74
Handicapped advocacy programs 73
School district special education programs 66
Local public health departments 61
Crippled childrens’ programs 54
Private physicians’ offices 53
Neonatal hospital units 52
Radio, television, newsprint, or other media 5
Parent or parent-teacher organizations 46

Of the 111 programs, 91 had =ligibility or licensing requirements for res-
pite care providers. These included age, education, training, and
licensing or certification by a profession or specialty, such as that
required for a aurse or social worker. To ensure quality services, 91 pro-
grams monitored respi‘e care providers by (1) requiring providers to
maintain records of services provided, (2) following up with service
recipients, and (3) making visits to sites where services were provided.

Page 27 2 8 GAO/HRD-90-125 Overview . ! Respite Care Programs




< ey

Appendix IV

Number of State-Funded Resplte Care Programs
Having Certain Provider Eligibility or
Licensing Requirements

R

No. of programs haviiig requirement
License or
Location of program certificadon Age  Education " raining

Alabama
Arkansas
California
Colorado
Connecticut
Florida

lowa

Hllinois

Indiana
Kentucky
Louisiana
Massachusetts
Michigan
Minnesota
Missoun

North Carolina
New Jeisey
New York
Ohio
Oklahoma
Pennsylvania
Tennessee
Texas

— Virginia
Washington
Totals

l(&)(&)#(&)l\)(&)(&)l\)l\)l\)&—h—*\lmm—h—h

ml—~—~m—~a~m

Nw|lo|w(w|=|alslojwla(malala|w[mmo|lojolo <] < mlo
Nwjo=|=|=lwlwlwfm|ala|lo|ofw|[m|=lalola|alan|wlw|l <o

wn
IC’I\)OI\)—*—‘(&J#l\)(&)(&)l\)@(&)&(&)—h—‘&—‘—lc’)l\)l\)—h—h

n
F-3
N
(7]

Note Of the 111 state-funded resgite care programs susveyed, 31 had provider eligibility or licensing
requirements; 20 reporied no such requirements
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~ Appendix V_

ww

Results of Questionnaire Administered to
Officials of State-Funded Respite Care Programs

United States General Accounting Office

GAO

Suxvey of States

Programs That
Provide
Temporary
Relief Sexrvices
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Appendix V

Results of Questionnaire Administered to
Officials of State-Funded Respite Care
Programs

U.S. General Accounting Office

Survey of State Programs that
Provide Temporary Relief Services

The U.S. General Accounting Office (GAO) is studying state programs that either
primarily or in part serve children age 2) and younger, and as part of their
services, offer temporary relief to their parents or caretakers. Generally,
this tewporary relief or "respite" 1s provided because the family members or
caretakers are under significant stress. or the children are at risk of abuse,
neglect, or out-of-home placement,

The program shown on the label above was identified as one program in your state
that funds or provides temporary relief to parents and caretakers of children.
Please complete this quesiiunnaire only for the program shown on the label.
Please return your caupleted questionnaire in the enclosed pre-msiressed
business reply envelope within the next two weeks. If you have any questions
about this questionnaire or our study, please call Ted Boyden on (313) 226-4931,
Lisa Gardner on (313) 226-4938 or Annette Graziani on (313) 226-4934. They will
be glad to help you. Thank you for your agsistance.

Note: mm.:mmpofmmmudmme-nmgm&:
this programs. Ifmymﬁomﬂmmunlabelmimect,plan-hdxm
to the right of the label.
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Appendix V
Results of Questionnaire Administered to
Officials of State-Funded Respite Care

Programs

I.

1.

2.

Buckground Information

Please provide the name, title,
and telephone number of the
individual we should contact if
additional information is
required.

Name :

Title:

Telephone
Number: )

During your fiscal year (FY) 1988,
did your program fund or provide
temporary relief services only or
was temporary relief funded or
provided in addition to other
services? (CHECK ONE.)

During FY 1988, the program...

1. {10) funded/provided temporary
relief only
(GO TO QUESTION 4.)

2. {100) funded/provided temporary
relief in addition to
other services
(GO TO QUESTION 3.)

3. { 1} Missing

Lasted below are additional
services that programs might fund
or provide. Please indicate
whether or not your program
generally funded or ovided each
of these ser "1ces ¢ g your FY
1988.

(CHECK “YES" OR "NO" FOR EACH.)

Yes No |Mis-
Service 1y { (2) [sing

1. Child or day care

(e.g., ongoing 39 61 11
child care)

2. Homemaker 47 54 10

3.

{Continued.
Yes No { Mis-
Service (1) | (2) | sing
3. Independent liv-
1ng skills 55 46 10

4. l<me health care
or nursing serv-{ 51 49 10
ices

5. Medical services
(i.e., services 45 56 10
provided by a
physician)

6. Occupational or
physical therapy| 52 49 10

7. Counseiing
(e«g., famly, 71 30 10
individual,
etc.)

8. Other (PLEASE
SPECIFY.)

Note: Now think about your
progras’s temporary relief
services.

In what year did your program
first begin to fund or provide
temporary relief services?

19 | ] |

Before 1980 23
1980 - 1984 38
1985 - 1989 47

3 Missing

O

ERIC

Aruitoxt provided by Eic:
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Appcndix V

Resuits of Questionnaire Aaministered to
Officials of State-Funded Respite Care
Programs

S. Ouring your fiscal year (FY) 1988, did your program fund or provide temporary
relief services throughout your entire state or only 1n specific geographic
locations? (CHECK ONE.)

Serv'ces were funded/provided...
1. [70) throughout the state

2. [41) only in specific geographic locations

6. During your EY 1988, did your program /ver conduct outreach (e.g., ads in
papers, posters, etc.) to identify par:nts eligible for temporary relief
services? MNote: If your program conducted outreach for your services, in
general, including temporacy relief services, check the "Yes" box.

(CHECK ONE.)

1. (47) Yes

2. [62) Mo
3. [ 1) Don't Know
4. [ 1] Missing
7. As of your FY 1388, had any state legislation specifically mandated your
program to fund or provide temporary relief services? (CHECK ONE.)
1. [(19) Yes

2. [92) M

33
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Appendix V

Results of Questionnaire Administered to
Officials of State-Funded Respite Care
Programs

11. Types of temporary relief sexvices
and sevvice delivery settings

8. We would like to know where parents and caretakers of children could receive
tavporary relief services that were funded or provided by your program during
your FY 1988. DODuring that year, were your program's temporary relief serv-

ices delivered 1) only within the parents and caretakers homes, 2) only out-

side the parents and caretakers homes or 3) 1n both settings? (CHECK ONE.)

Secvices were delivered...
1. 15) only within parents/caretakers hames (GO TO QUESTION 18 ON PAGE 6.)

2. [24) only outside Parents/caretakers twmes —
-=> (GO TO QUESTION 9.)
3. (72) in both settings —-—

9. Please consider the settings outside of parents and caretakers homes where
your program's temporary relief services were delivered during your FY 1988.
During that year, were your program's temporary reiief services 1) generally,
2) sometimes or 3) never delivered in each setting listed below.

(CHECK ONE FOR EACH.)

Generally|Sametimes| Never
deliverad{delivered|delivered| Mis-
in in in sing
setting | setting | se:ting
Setting (1) () (3)
1. Licensed foster homes 22 32 30 12
2. Temporary relief service Providers' 15 39 34 5
homes (other than foster hames)
3. Parent cooperative ("coop") members'
homes 1 10 7 14
4. FPamily day care homes 1 17 64 14
5. Relatives' homes S 35 41 15
6. Respite group homes 7 27 51 11
7. Crisis nurseries (exclude those locatri.
1n a hospital) 4 6 n 15

vestion 9 is continued on page 5.
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Appendix V
Results of Questionnaire Administered to
Officials of State-Funded Respite Care
Programs
9. (Continued.)
Generally|Sametimes| Naever
delivered|delivered|delivered| Mis-
in in in sing
] { setting | setting | setting
Setting (1) (2) (3)
8. Respit:- 'riented day care centers 3 23 52 14
S. Generai purpose day cara centers 8 16 58 14
19. Therapeutic prescnools 3 17 61 15
11. Conmmnity residencea (e.é.. a residence
for sricial needs persons which reserves 4 40 40 12

beds for overnight or emergency respite)

12, Nursing homes 2 1 70 13

13. Pediatric hospitals (i.e., a hospital
that usually provides acute or long- 1 10 73 12
term care, but also provides overnight
Or emergency respite)

14, State institutions/schools 2 22 61 11
15. Camps 5 24 56 11
16. Churches/other religious buildings 0 14 69 13
17. Public schools 1 9 72 14

18. Other (PLEASE SPECIFY.)

a5
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appendix V

Results of Questionnaire Administered to
Officials of State-Funded espite Care
Programs

10, Listed below are types of temporary relie ‘ervices your program may have
funded or provided during your FY 1988, i se indicate whether each service
was one your program 1) generally, 2) samc. ‘S, or 3) never provided to
parents ard caretakers during your FY 1988, (CHECK ONE FOR EACH.)

Generally|Sometimes| Never
provided {provided |provided Mig-
sexvice | service | sexvice sing

Service 1) (2) 3)
1. Zﬁ;&: services (i.e., temporary child 2 © 2 10
2. Campanionship (e.g., mentors, "big

brothers," etc.) 9 28 64 1¢
3. Personal care 40 31 31 9
4. Camping experiences 3 40 e 10
5. Social or recreatiunal programs 17 38 49 7
6. Short-term residential care 24 35 42 10

7. Other (PLEASE SPECIFY.)

8. Other (PLEASE SPECIFY.)

o
.

Other (PLEASE SPECIFY.)

18. Other (PLFASE SPECIFY.)

11. Ouring your FY 1988, did your grogram offer pa~ents and caretakers
transportation services beiween their hames and the settings where tumporary
relief{ services were provided? (CHECK ONE.)

1. (49 Yes
2. {5y No

3. [ 1) Missing

Q Page 35 GAO/HRD-90-125 Overview of Resp’te Care Programs
ERIC 36

Aruitoxt provided by Eic:



Appendix V

Results of Questionnaire Administered to
Officlals of State-Funded Respite Care

Programs

I11. Kligibility for tesporary relief services

12.

Additiocnal Instructions

We would iike to know what eligibility criteria parents and caretakers of

children must meet to receive temporar:
We recognize that your program could:

Y ralief services throuch your program.

1) only have general criteria to receive servicer, that would include

temporary relief,

2) only have criteria specific to rec:iving temporary relief, or
3) both have general criteria and ciiteria specific to receiving temporary

relief.

When answering questions 12 to 15 that follow, please consider ALL of your
program’s eligibility criteria, whether they were general or specific to

temporary relief services.

During your FY 1988, did parents
and caretakers of children have to
be formally referred to your
program to receive temporary
relief services or could they
directly request services?

(CHECK ONE.)

To receive serv.ces,
parents/caretakers. ..

1. [29) bad to be formally
referved to the program

2. [80) “ould cither be referved
or paquest services
from the program

3. [ 2] missing

13. During your FY 1988, for what age

children did your program accept
parents and caretakers of child-
ren for temporary relief serv-
icesg?

From birth to

oR

From age to

14. During your FY 1988, did your

program have an incame ceiling
above which a parent or caretaker
of cnildren wor'4 be inelig:ble
for tamporary relief services?
(CHECK ONE.)

1. (16} Yes

2. M4 No
3. [ 1) Missang

ERIC

Aruitoxt provided by Eic:
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Appendix V

Results of Questionnaire Administered to
Officials of State-Funcded Respite Care
Programs

15. We would like to know what condition or conditions children were required to
have for their parents to be eligible for tempcrary relief services during
your FY 1988. To be eligible for those services, did a child have tc have
any of the conditions listed below? (CHECK "YES" OR "NC" FOR EACH.)

Yes o
Did the child have to be:.. 1) 2)

1. dewtlopmentally disabled (Please use Public Law
95-62 definition. Include autistic children)? 45

2. behaviorally or emotionally disturbed? 30

3. mentally retarded? 38

4. medically handicapped (e.g., requires the services 26
of a licensed nurse or home health Provider as an
alternative to out-of-hame pPlacement)?

physically nandicapped (e.g., has limited strength,
vitality, or alertness due to an acute °r chronmc
health problam)?

chronically 111?

teminally i11?

foster ~hildraen?

teen parents?

protected by Child Protective Services?

at rigk of abuse or neglect (not protected by
Child Protective Services)?

other (PLEASE SPECIFY.)?

ERI!

Aruitoxt provided by Eic:
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Apperdix V

Results of Questionnaire Administered to
Officials of State-Funde Respite Care

Programs

16. Listed below ar: sources through which programs might tell parents or
caretakers about temporary relief services. ODuring your FY 1988, did your
program 1} generally, 2) sometimes, or 3) never use each source iisted below
to tell parents about your temporary relief services? (CHECK ONE FJR EACH.)

Generally|Sametimes| Never |Missing,
used used used Don'e
source source source | Know
Source (8§] ) (&}
1. Neo-natal hospital units 13 39 43 0/16
2. Nursing Associations 9 3 52 0/19
3. School district special education 19 47 34 0/11
programs
4. local public health departments 18 43 38 0/12
S. Private physicians'offices 7 46 43 0/15
6. Parent organizations 32 44 27 5/3
7. Handicapped advocecy programs 28 45 32 4/2
8. Crippled childrens' programs 24 30 41 9/7
9. Radio, television, newsprint, other 18 32 <0 6/5
madia
18. Other state lavel departments 30 a4 28 _5;3 -
11. Parent or parent teacher organizations i 32 50 10/5"-.
(e.g, PTAs, etc.)
12. Clergy 4 35 6 9/7
13. Civic associations 7 30 ’ S8 9/7
14. Infommal neighborhood groups or 8 35 53 9/6
associations
15. Other (PLEASE SPECIFY.)

Aruitoxt provided by Eic:
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Appendix V

Results of Questionnaire Administered to
Officials of State-Funded Respite Care
Programs

v.

17.

18.

Client costs for ssxvices

Mditionel Instructions

We would like to know vhether your program charges parents and caretakers

for tewporary relief services aad what factors are considerad when determin-
ing what parents will pay for these services. We recognize that your program
could:

1) charge for services in general, including tempozary relief,

2) only charge for *Imporary relief servicus,

3) charge both for services in general and specifically for temporary relief,
or

4) not charge parents for any services.

When answering questions 17 to 19 that follow, pPlease considex ALL fees
parents and caretakers paid to receive services through your program during
your FU 1988, whether they were fees for services, in general, or specific-
aliv for temporary relief.

During your FY 1988, did your program charge any parents for temporary relief
services? (CHBECK ONE.)

1. [32) Yes (GO TO QUESTION 18.)

3. [79) No (GO TO QUESTION 2¢ ON PAGE 12.)

Please indicate which statement below best describes how your program charged
parents and caretakers for temporary relief services during your FY 108C.
(PLEASE REVI'W EACH STATEM4ENT, THEN CHECK Onc.)

1. [ 2) All parents were charged the smme amount for services (e.g.. a flat
fee) (GO TO QUESTION 20 ON PAGE 12.)

2. [ 0) Same parents were ot charged for servi~es, all other parents were
charged the sams amount (GO TO QUESTION 19.)

3. (30) Some parents were nut charjed for services, other parents were

charged different amounts based on a s!édawy Scale
(GO TO QUESTION 1'9.}

18

O
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Appendix V

Results of Questionnaire Administered to
Officials of State-Funded Respite Care
Programs

19. We are interested in how you decided how much or whether to charge parents
and caretakers for temporary relief services. During your FY 1988, did you
consider each factor belcw when making that decision?

(CHECK "YES" OR "NO" FOR EACH FACTOR.)

Yes | No |Mis-

Factor (1) (2) |sing
1. Family income 26 2 2
;. Family assets 12 15 3
3. Family expenses 16 i1 3
4. Size of famly 21 5 4
S. Type of service requested 13 12 5
6. tumber or frequency of services requested 12 i3 —5_

7. Condition of child for which services were requested 5 21 4

8. Number of children for which services were requested 14 13 3

9. Other (PLEASE SPECIFY.)

11
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Appendix V

Results of Questionnaire Administered to
Officials of State-Funded Respite Care
Programs

V. Eligibility requiressnts for tesporary relief
service providexs

28.

21.

and monitoring

ouring your FY 1988, did your program have any eligibility or licensing
requirements for the people who actually provided temporary relief services
(e.g., nurses, hame health aides, etc.)? (CHECK ONE.)

1. [91) Yes (GO TO QUESTION 21.)
>. [20) No (GO TO QUESTION 22 ON PAGE 13.)

Listed below are types of eligibility or licensing requirements. Ouring your
FY 1988, did any of the people who provided your program's temporary relief
services have to meet any of the requirements below.

(CHECK YES OR NO FOR EACH.)

Yes | No [Mis-
Did any temporary relief providers have to... (1) (2) |sing

1. be licensed/certified in a specialty (e.g., a licensad | 56 35
practical nurse, registered nurse, foster parent, etc.)

2. be of a certain age (e.g., must be 21 years of 2ge) 57 33 1
3. have a specific amount or kind of education 45 44 2
4. have a specific amount or kind of training 65 25 i

5. Other (PLEASE SPECIFY.)

6. Other (PLEASE SPECIFY.)

7. Other (PLEASE SPECIFY.)

12
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Appendix V

Results of Questionnaire Administered to
Officials of State-Funded Respite Care
Programs

22. buring your FY 1988, did your progtam ever monitor temporary relief service
providers (e.g., make site visits, review reports, etc,) Mot®: If your
program monitored temporaty relief providers as part of a gencral monitoring
effort, check the "Yes" box. (CHECK UNE.)

1, [91] Yes (GO TO QUESTION 23.)
2. [18) No (GO TO QUESTION .4 ON PAGE 4.}
3, [ 2] Missing

23. Listed below are methods that could be used to monitor tenmporary relief
providers. Please indicate whether or not your program usaed each method
during your FY 1988. (CHECK ONE FOR EACH.)

Yes Mo Mis-
Method (1) (2) |sing
1. Requirzi providers to sutmit reports 68 22 3
2. Made site visits where services were provided n 19 3
3. Made site visits to service providers' administrat- 55 34 4
ive offices
4. Followed-up with parents who received services 76 15 2
5. Required providers to maintain records of services 80 11 2
provided
6. Other (PLEASE SPECIEY.)

13
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Appendix V

Results of Quistior.. ~‘re Administered to
Officials of State-} .. ded Respite Care
Programs

Vvi. hinding sources

24. Please record your program's total expenditures for temporary relief service
for your FY 1988. Also, please record about how much of the expended funds
were fram each of the sources listed below (e.g. federal, state, etc.)?
(Ploase consider all direct and indirect expenses, e.g., Personnel, o:erhead,
etc. and record actual numbers or reasonable estimates; if necessary, record
a percentage. If information is unavailable, check the Don't know "0i/K"

box.)
1
Dollars Per- ! O/K
Expended centage
1. Total FY 1988 expenditures for your $ bolobobed bl
ommporary relief sexvices ialaielainlel
a. Federal govermment funds $ 6,710,000 ]
b. State govermment funds $ 76,320,000 3
c. Local govermment funds $ 250,000 3
d. Pees from parents $ 130,000 %
e. Other (YLEASE SPECIFY.) § 400,000 %
Note: The total of la - le should equal $83,870,000 100%
"1 - Total FY 1988 expenditures for ——

your tamporary relief sexrvices"

25. During your FY 1988. was tnere a "cap™ on the total amcunt of funds that your
program tad available ror temporary relirl ser sices? (CHECK ONE.)

1. [71] Yes

2 13w
3. [ 3] Missing

14
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Appendix V

Results of Questionn {re Administered to
Officials of State-Funded Respite Care
Progyams

26, We would like to know how your program paid providers for temporary relief
services during your FY 1988, Please indicate if your program 1) generally,
2) sometimes or 3) never used each method listed below to pay providers for
temporary relief services during your FY 1988, (CHECK ONE FCR EACH,)
Generally|Sametimes| Never
used used used Mis-
Method (1) (2) (3)
1. Gave pa. - ts and caretakers cash
subsidies to purchase temporary relief 10 13 8l 7
services.
2. Diractly paid providers of temporary 62 15 29 5
relief sezvices.
3. Provided money to a fiscal agent that
paid providers. 37 11 57 6
4. Other (PLEASE SPECIFY.)
|
15
4 -
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Appendix V

Results of Questionnaire Administered to
Officials of State-Funded Respite Care
Programs

VIX. Characteristics of people served

27. We would like to know what kinds of information states maintain on people
that request or receive temporary relief ssrvices. Does your program have
any data on the mmber of people who requested or received temporary relief
services during your FY 198872 (CHECK ONE.)

l. [76) Yes (GO TO QUESTION 28.)

2. [35] %o (GO TC QUESTION 31 ON PAGE 17.)

28. Plezse record the information requested pelow for your FY 1988. If none,
enter a "#.* If you camot provide a reasooable estimate, check the “Don't

know® box.
In total, how many... Nurber Don't Know
a. Families requested temporary relief
services from your program? 10,163
b. Chiliren were 1n these families? 5,249
c. Families veceived temporary relief 45,712
services?
d. Children were in these families? 29,309

29. Does your program have any i1nt mation on the characteristics (e.g., race,
incom2, etc.) of the families who requested OR received temporary relief
services (e.g., the families you recorded for question 28a or 28c above)?

1. [46) Yes

2. [29) No
3. [ 1) Missing

3@. Does your progran have any information on the characteristics of the children
1n families who received services during FY 1983 (the children entered 1in
item 28d above):

1. [49]) Yes

2. [29] Mo
3. [ 1) Massing

16
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Appendix V

Results of Questionnaire Administered to
Officials of State-Funded Respite Carc
Programs

31. During your FY 1988, did your program ever refer any families to other
programs for tergpcrary relief services? (CHECK ONE.)

1. (77) Yes (GO TO QUESTION 32.)

2, [28) No (GO TO QUESTION 33.)
3. [ 6] Missing

32. Listed below are reasons why programs might refer parents or caretakers to
other programs for temporary relief services. Please consider the parents
and caretakers your program referred to other programs for temporary relief
cervices during your FY 1988. About what proportion of these parents and
caretakers did your program -afer for each reason below? (If necessary,
please use the Don't know "O/K" box.) (CHECK ONE FOR E’CH.)

All or|[ Most | About| Some | Few D/K

almost half or Mis-
all none sing
Reason for referral (1) (2) (3) | (4 (5) (6)
1. Parents/caretakers were 7 4 1 20 27 24

ineligible for services

2. Parents/carevakers had special
service needs for temporary re- 4 4 1 26 25 23
lief (e.g., child had a partic-
ularly disabling or unique
condition)

3. Parents/caretakars requested
more services than were avail-
able through program 6 5 2 3l 16 23

4. Number of parents/caretakers
requaes:ing services was greater| 10 10 3 16 25 19
thz:: the supply of services

5. Other (PLEASE SPECIFY.)

33. During your FY 1988, did your program ever maintain a waiting list of
families that requested temporary relief services? (CHECK ONE.)

1. (40) Yes (GO TO QUESTION 34.)
2. [69) N (GO TO QUESTION 37 ON PAGE 19.)

3. [ 2) Missing

17
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Appendix V

Results of Questicnnaire Administered to
Officials of State-Funded Respite Care
Programs

34. buring your FY 1988, in total, about how many families were ever on your
waiting list for temporary relief ser ices? (If you cannot provide an exact
number Or a reasonable estimate, please check the Don't know box.)

3,671 __ Tamilies on a waiting list

OR [ ] Don't know

35. Please consider the families you recorded 1n question 34 above. On average,
how many weeks did these parents remain on your waiting list before receiv-
ing temporary relief services? (If you cannot provide an exact number or a
reasonable estimate, please check the Don't know box.;
Average number of weeks

OR [ ] Oon't know

36. As of your FY 1988, did any state legislation limit the number of families
that could receive your program's temporary relief services? (CHECK ONE.)

l. [ 5] Yes
2. [36) Mo

3. [ 1] Missang

18
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Appendix V

Resuits of Questionnaire A< ministered to
Officisls cf State-Funded Respite Care
Programs

VIII. Ot

37. Have any studies besn conducted on the effectiveness of your temporary
relief serviccs in meeting your program's ctjectives (e.g., reducing stress
or abuse, keeping families cogether, etc.)? (CHECK OME.)
1. 4] Yes (PLEASE SEND US A OOPY OF ANY SUCH STUDIES.)
2. B5] No
3. [ 2) Missing

38, Does your progra« have a list of your temporary relief service providers?
{CHECX (NE.)

<. [39]) Yes (PLEASE SEND US THIS LIST TO HELP US IDENTIFY LOCAL LEVEL
CONTACTS FOR A NATIONAL DIRECTORY OF PROVIDERS.)

2. [79] o

3. [ 2) Missing

39. Please use the space below for any additional comments you might have on
tenporary relief services, this questionnaire or our study.

19
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Appendix VI

Number of Local Chapters of National
Organizations With Respite Care Programs,
by State(FY 1989)

United

National Carebral National Visiting

Easter Palsy Dowi  The National Nurse

Seal Camp  Association, Syndrome Councilon  Association
State Society _Fire® Inc. Society  Aging,Inc.®  of America Total
Alabama 1 1 ) 0 0 T
Alaska 0 0 0 0o 0 SR R
Arizona 0 0 0 ) -— 0o —5 D
Arkansas 1 0 1 0 9 B
Califorma 1 g 5 ] T 5 T
Colorado 0 3 0 0 4 e ,“7
Connecticut - 1 1 0 0 e 53
Delaware —_‘ 1 0 " 5 g e e g
District of Columbia 1 0 I S T =
Flonda ) 5 3 5T BT 5 T
Georgia o 5 1 el ST R
Hawan 3 0 1 R ~oT " )
Idaho 7 ] 0 o g B R
thinois 2 5 2 o T o T
Indiana 0 2 0 0 - "0 - - 5 - -3
jowa R e e —
Kansas 0 1 0 R S Sl
Kentucky 1 0 0 ) R S T s
Louisiana 1 3 ! 9 ) T
Mane 0 o 1 o o i “a
Maryland ) 2 2 TR 0 ~5 -3
Massachusetts - 0 T 7 0 ar e 0 5 -y
Michigan ) 1 ) ] 5T T o T
Minnesota 0 3 0Ty G5 o s
Mississippi 0 0 0 0T AR S M
Missourt 0 T Ty T Ty 0 P g
Montana 0 0 0 9 0 ' o
Nebraska 0 17T T 0 o ) 1 -3
Nevada 1 o o "0 0 %
New Hampshire ) 1 1 g i .
New Jersey ) o 0 e 3 0 e ry "
New Mexico - 0 YTy T 0 0 »
New York P 0 . T
North Carolina 2 0 0T T 0 A Mt
Noith Dakota - 1 Y R 0 s S
Ohio 4 1 5 0 -y T T
Oklahoma 0 1 0 0 0 T
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Appendix VI
Number of Local Chapters of National
Organizations With Respite Care Programs,

by State (FY 1989)

United

National Cerebral National Visiting

Easter Pailsy Down The Nationa! Nurse

Seal Camp Association, Syndrome Councilon  Association
State Society Fire® Inc. Society Aging, Inc.® of America Total
Oregon 2 4 0 0 0 1 7
Pennsylvania 1 3 4 0 0 8 16
R]hode Island 0 1 0 0 0 2 3
South Carolina 0 0 0 0 0 0 0
South Dakota 1 ¢ 0 0 0 0 1
Tennessee 1 1 1 0 0 2 5
Texas 1 9 0 0 1 5 16
Utah 1 0 1 0 1 1 4
Vermont 0 1 0 0 0 0 1
virginia 3 i 0 0 0 0 4
Washington 0 10 0 0 0 1 11
West Virgima 0 0 0 0 0 0 0
Wisconsin 1 0 6 0 1 3 11
Wyormning 0 1 0 0 0 0 1
Puerto Rico 0 0 0 0 0 0 0
Totals 7 90 50 5 10 87 279

2Special Sitters Program

PFamily Friends Program

51
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Appendix VII

Federal Respite Care Grants Awarded,
by State (1983-89)

Department of Health and
Human Services
Under P.L. 99'401 Depanment

State _ Section 204*  Section 203"7 Other of Education  Action Total
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Appendix VII
Federal Respite Care Grants Awarded, by
State (1983-89)

State

Department of Health and
Human
Under P.L. 99-401

Sectivn 204°

Section 203°

Department
Others of Education

»
2
S

Pennsylvania

Rhode Island

South Caruoiina

South Dakota

Tennessee

Texas

Utah

Vermont

ojojolo|olo|o|o

Virginia

Washington

wlolol=|—= 10|l =l =] =

West Virginia

Wisconsin

Wyoming

Puerto Rico

O —=|O

O|O|—=|O|=|C|O|O|O|O|O|O|OD|O

* Totals

w
(7

gOOOOO—‘—‘O—‘MOO—‘v‘

=|OlOojOojO|Oo|Oo!lo|o|lolo, o|lo|lo|o
3
gNONON-‘-‘-‘NNOdNNE

WIOjoIo|ofO

-
"

2Cnisis nursery grants.

bGrants for temporary child care for handicapped and chronically (! chiidren

“Grants awarded by HHS's Administration on Developmental Disabilities and Admunistration for Chit-
dren, Youth, and Families, both under tie Office of Human Development Scrvices
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Appendix Vill

Comments From the Department
of Health and Human Services

Oftice of insPecior Genera!

Wastington DC 20201

Ju S 19

Mr. Fran..in Frazier
Director, Income Security Issues
Jnited States General
Accounting Office
wWashington, D.C. 20548

Dear Mr. Frazjar:

Envlosed are the Department's ccmments on your draft report,
"Respite Care: An Overview of Federal, Selected State, and
Private Programs." The comrents represent the tentitjve position
of the Department and are subject to reevaluation when the final
version of this report is received.

The Department appreciates th opportunity to comment on this
draft report before its publication.

Sincerely yours,

fb¢ﬂ ch 3 . . Kusserow
\_~Inspector General

Enclosure
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Appendix VI
Comments From the Department of Hezlth
and Human Services

ERIC

Aruitoxt provided by Eic:

COMMENTS CF_THE DEPARTMENT OF HEALTH_AND HUMAN SERVICES ON
THE U.8, GLNERAL ACCOUNTING OFFICE’S REPORT, "RESPITE CARE:
AN OVERVIEW OF FEDERAL, SELECTED S8TATE, AND PRIVATE PROGRAMSY

{GAO/HRD~90-312£)

Genera mments

Generally, we agree with the information and suggestions in the
report for improving respite care services. Although data on the
use and availability of respite care services are limited, it is
clear that there is a need and a demand for thase services.

uvnder Public Law 99- 401, tha Temporary child Care and Crisis
Nurseries Act, and Public Law 101-127, tke children with
Disabiliti-~ Temporary care Reauthorization act of 1989, the
Office of Human Development Services (OHDS) has funded 67
demonstration grants in fiscal years (FY) 1988 and 1989 and
expects to make additional grant awards in PY 5990. The purpose
of these projects is to provide respite care to disabled
children; children with chronic or terminal illnesses; and abured
and neglected children, including those at risk of abuse and
neglect. public Law 201-127 also requires gtates to begin drta
collecticn as a step toward evaluating the effects of respite
cire pregrars. In additiom, the 1938 and 1989 projects which
OHDS funded are voluntarily participating in an independent
assussment which should be completed by the end of 1990. At that
time, OHDS will be able to provide some basic program data, with
the expectation of a2 more complete evaluative capability in
fiscal year 1992 when the law’s data collection requirements have
taken full effect.

The draft veport acknowledgss c¢hat information on respite care is
limited regarding the supply of r-<vices availadble, the number of
fanilies served, the extent of un_.et domand for services, and ths
efticacy of the services rendered. The draft report’s
suggestions for improving services should be contingent on the
availability of additional data before formulating public
volicies,

W
wr
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Major Contributors to This Report

David P. Bixler, Assistant Director, (202) 275-8610
Human Resources Daniel M. Brier, Assistant Director

DiViSiOII, Patricia A ‘e, Assignment Manager
Washington, DC Joanne h .ikel, Technical Advisor

: : : William F. Laurie, Evaluator in-Charge
Detroit Reglonal Offlce Theodore F. Boyden, Site Senior

Lisa P. Gardrer, Staff Evaluator
Annette S. Graziani, Staff Evaluator
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