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I. INTRODUCTION

In 1980, the Minnesota Governor’s Planning Council on Developmental Dis–
abilities selected alternative community living arrangements as its
first priority of activity for its three-year State Plan (1981). The
specific objective within this federal priority area was to demonstrate
creative alternatives to out-of-home placements by encouraging the de-
velopment of respite care services throughout the state. Such services
were viewed as a means for providing support to families, which could
possibly prevent or forestall placement of developmentally disabled
persons into more restrictive settings, such as community or state res–
idential facilities.

The term “respite care!!has been defined in many different ways ‘ith

little general agreement. Salisbury and Griggs (1983) offered the fol–
lowing definition of respite care:

. . . planned or emergency care provided to the disabled in–
dividual, in or out of the home, for the purpose of provid-
ing relief to the family from the daily responsibilities of
caring for a developmentally disabled family member. Such
services should be delivered by trained providers and
should occur within the context of a coordinated service
network. (p. 51)

The mechanism used for developing alternative models of respite care
services in Minnesota was through the demonstration grant program that
was administered by the Developmental Disabilities Program of the State
Planning Agency. Sixteen respite care projects were funded during a
three-year period. The summary and analysis of these projects will be
presented in Policy Analysis Paper iVo. 21. The primary focus of this
paper is to present a review of the literature and to identify avail-
able resources which Minnesota might draw upon when planning and imple–
menting future respite care services in this state.
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II. REVIEW OF LITERATURE

A. Status of Respite Care Services in Minnesota

In Minnesota, as well as throughout the country,

The provision of financial incentives and home-based serv–
ices to assist families with developmentally disabled
children is a fairly recent policy development. Support
for families has emerged as a response to the spiraling
costs of out-of–home placements and to a heightened aware–
ness of the service functions that families perform for
their members. (Bates, 1983, p. 1)

In 1980, the Metropolitan Council/Health Board studied the need for
respite care services in the seven-county metropolitan area. Fami-
lies who had substantially handicapped family members (N = 765)
were asked about their preference for respite care delivery. While
most (7o percent; N = 536) preferred care in the family’s own home
(p. 1), there was frequent reliance on foster care homes, group
homes, or state hospitals for respite care purposes (p. 8). Where
respite care was provided in the home setting, such care was usu-
ally provided by siblings, untrained sitters, relatives, neighbors,
and friends (p. 9).

-

Although the extent of in-home respite care is not known, out-of-
home placements in community and state Intermediate Care Facilities
for the Mentally Retarded (ICF-MR) are known. It appears that
state residential facilities have provided a large volume of res-
pite care services in Minnesota. A study of the number of people
admitted or readmitted to state hospitals between September 1,
1980, and December 31, 1981, revealed that the largest number was
for respite care/parent relief purposes (Polic~ Anal~sis Paper
No. 5, 1981; Policy Analysis Paper No. 10, 1982). Admission re–
ports indicated that approximately 8 out of 10 admissions from
family homes were for respite care/parental relief purposes. Spe-
cifically, IImorethan two–thirds (67.5 percent; N = 102) of the

151 admissions recorded were for respite care/parent relief” (Pol-
ic~ Analysis Paper No. 10, 1983, p. 11). Regarding readmissions,
“Ninety-two percent (N = 23) of the readmission from natural homes
were for respite care purposes” (Policu Analusis Paper No. 10,
1983, p. 4).

The reasons for temporary placements in state hospitals were numer-
ous and varied. llFamilyemergencies were the IllOStfrequently cited

reasons for requesting a respite care admission” (Polic~ Analysis
Paper No. 5, 1981, p. 11). Other reasons included: “family trips
or activities, recent or prolonged hospitalization of a parent,
illnesses in the family, and unavailability of community respite
care services.”



Policy Analysis Paper #20
October 18, 1983
Page 3

The above studies concluded that, llItis apparent that many fami-

lies and community care providers rely upon state hospitals for
respite care services. The admission reports suggest that had
these services been available in the community!many short-term!
informal admissions might have been avoided” (Policy Analysis
Paper No. 5, 1981, p. 13).

For a relatively small number of families, the Minnesota Mental Re-
tardation Family Subsidy Program, begun in 1976, has “greatly en-
abled families to care for their mentally handicapped child at

home” (policg A~-lysis paper No. 18, 1983, p. 9). This has been an
experimental attempt to provide financial incentives and home-based
services to families with handicapped children in their own homes.
The intent has been to prevent or forestall out-of-home placement
in foster care homes or institutions.

B. The Need for Respite Care

Respite care has been considered to be unique among human services
in that “it was intended to benefit the family or caregiver. It
has been a service for those who give care, rather than for those
who normally receive care” (United Cerebral Palsy Associations,
1981, p. 3). This primary emphasis was implied in its title, “res-
piteIIbeing synonymous with “relief” and its definition, as stated
in the introductory section of this report.

Prior to the movement of deinstitutionalization, parents who chose
to keep their developmentally disabled children at home “usually
did so from choice, and there is considerable evidence to show that
these families were expected to cope with the consequences of their
choice on their own” (United Cerebral Palsy Associations, 1981,
p. 2). Today, however, there has been increased awareness of how
families and caregivers coped with the many responsibilities and
stresses experienced by them when assuming total care of a person
with a developmental disability (Bavolek & Keene, 1980; Wikler &
Hanusa, 1980; Moore et al., 1982; and McCubbin et al., 1981)”
These studies and several others emphasized the need for address–
ing and providing social and economic supports to families. TO
prevent social isolation, which frequently occurred, there was a

need to expand and strengthen social support networksy such as
relatives, neighbors, and friends (Moore~ 1982)> and to encourage
interaction between parents facing similar circumstances (Rueveni,
1979; porter & Coleman, 1978). Failure to recognize and deal with
stress could result in parent (caregiver) “burnout” (Shaw et al”~
1981), increased occurrence of child abuse (Newberger, 1982), and
other types of family problems, from school failure of nondisabled
siblings to marital disharmony and divorce.

Respite care, as a relatively new service, has been proven “effec-

tive in reducing stress experienced by these families” (Wikler &
Hanusa, 1980, p. 4). probably no one stated the importance of and



Policy Analysis Paper #20
October 18, 1983
Page 4

need for respite care better than Moore and Seashore (1977):

Respite care cannot be considered a luxury; it is a
necessity if families are to stay together and func-
tion well together. Parents deserve relief from
their daily responsibilities; their handicapped
children must learn to know and trust people outside
their immediate families. The long range effects of
this vital supportive service can only produce hap–
pier, freer, and less anxiety-ridden people. (p. 2)

Lash (1983b) went a step further by stating, “Respite care services,
therefore, are not only a supportive service to families, but must
be viewed as a preventive service as well” (p. 21).

c. Respite Care as an Essential Component within an Array of Family
Support Services

Loop and Hitzing (1980) noted that, “. . . services focusing on
supporting the family and the disabled child in the natural home
have finished last when compared to other thrusts of reinstitu-
tionalization” (p. 20). Lash (1983b) observed,

Too often, but understandably, when there are limited
funds for limited services, agencies tend to focus
exclusively on the needs of the developmentally dis–
abled individual rather than looking at the entire
family system. If the service system is committed
to maintaining the home and family environment for a
developmentally disabled person as the norm, then the
first response of an agency must be, “How can we keep
your family intact?~ (p. 19)

Several parent support services were identified in the CAIR report
(Comm.unit~ Alternatives and Institutional Reform) in 1975, which
outlined an array of services for future development in Minnesota:

● Crises assistance;
● Family planning;
● Genetic counseling;

o Homemaker services;
● Medical support;
● Parent education programs;
● Respite care (short term):

— Weekend and vacation relief,
— Crises relief;

● Sibling counseling;
● Special funding:

— Home care,
— Transportation,
— Special diets,
— Babysitting and day nurseries. (p. 25)



Policy Analysis Paper #20
October 18, 1983
Page 5

Another and more recent version of the array of family support serv-
ices was provided by Loop and Hitzing (1980) regarding services in
Omaha, Nebraska, which is graphically illustrated in Figure 1.

Figure 1: Model Array of Family Resource Systems and Support
Services for Handicapped Children and Their Families
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!JTheexistence and characteristics of a support system are critical

in determining whether or not the developmentally disabled individ–
ual is integrated into the community” (Lash, 1983b, p. 19). “For
integration to occur, there must be an array of community services
appropria~e to the individual’s and familyjs needs (emphasis added).
These services mus~ be:

● Integrated into the mainstream of the com-
munity;

“ Provided in-home as well as out-of-home;
● Planned as well as crisis-oriented;
● Part of a comprehensive community service
network;

● Short–term as well as long-term;
● Individualized and responsive to the chang-
ing needs and resources of the family or
family needs.” (Loop & Hitzing, 1980,
p. 21)

The relationship between respite care and other family support serv-
ices was further stressed by Wikler (198Z) at a conference in Min-
nesota on IlpreventingHarm to Children with Disabilities.” Wikler

no~ed that parents often have to learn how to use respite care and
leisure time. In Madison, Wisconsin, parents have been instructed
on how to use leisure time through parent training, and parents have
been reinforced by other parents through support groups to take time
out for themselves. Wikler cited several studies which revealed
that families with a developmentally disabled member tended to be
socially isolated. Other studies have correlated the high incidence
of child abuse with social isola~ion.

tlThereis no best form of respite Care>Itobserved Cohen (1982)

p. 8). As early as 1971, Paige described the following locations
and types of respite care arrangements (pp. 1–4):

SERVICES IN THE HOME SERVICES OUTSIDE THE HOME

Homemaker services Foster home
Nursing services Temporary-care home
Qualified babysitting Family-group home

Group home
Halfway house
Specialized nursing service
State residential facilities.

A more recent description was provided by Upshur (1982b) based on a
study of existing programs in Massachusetts where ten different
types or models of respite care were identified (see Table 1). In-
formation and referral services were also needed “in order to pro-
mote the availability of respite care services” (Upshur, 1982b,

p. 6).
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Table 1
Models of RespiteCare Currentlyin Use (Massachusetts)

RespitePlacementAgencies:
Agenciesrecruitand traincommu-
nity providers(similarto foster
parentrecruitment)and match
clientrequestswith providers.
Care is providedin client’s
home or provider’shome for a
few hoursup to two weeks over-
night.

Group Day Care:
Respitecare is providedin the
form of group daytimecare where
childrenare broughtto a facil-
ity to relievefamiliesof con-
stant care.

CommunityResidences:
Some residencesfor mentallyre-
tardedadolescentsand adults
reserveone or two beds for over-
night respite,or will takecli-
ents in an emergency.

Group Care or Residential
TreatmentFacility:
Program5primarilyset up as long
or short-termtreatmentfacili-
ties reserveone or two beds for
overnightrespite. Some provide
all beds for respitewhen the reg-
regulartreatmentprogramcloses
for vacations,etc.

Group RespiteProvider:
These are group residentialpro-
grams operatedsolelyas respite
care, separatefrom other types
of longerterm treatmentservices.

PediatricNursingHomes/Hospitals:
These primarilyserveas long
termnursingcare facilitiesor
acutehospitals,but will also
provideovernightrespitein an
emergencyfor childrenwith medi-
cal needs.

PrivateRespiteProvider:
This model involvesnursesand
otherswho provideovernightcare
for 1 to 4 childrenin theirown
homes,but are not affiliated
with any agency.

State Institutions:
Some state institutionsprovide
overnightcare to older children
and adultswhen no other alterna-
tive exists. Most prefer to
serveonly former in-patients.

FundingConduit:
This model allows familiesto se-
lect theirown caregiverfor day-
time or overnightservicesin
theirown home or that of the
caregiver. The agencymerely
reimbursesthe family(within .
agreed limites)for the costs in-
curred in obtainingrespitecare.

Camperships:
This model allowsdaytimeor
overnightcamp experienceto be
consideredrespitecare. In
some cases,parentsselect the
camp; in others the agencydoes.

Great care must be given to the taxonomy and design of family sup-
port services and to the definition of respite care services. When
defining respite care, the National Respite Care Advisory Committee
of the United Cerebral Palsy Associations noted that, “It should
be recognized thac many other services provide relief but it is not
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their primary function” (1981, p. 3). Ross added these words of
caution:

Public policy makers design programs and establish ar-
bitrary boundaries around them in order to have work–
able funding guidelines and parameters and insure (sic)
accountability, integrity, and control. This fact of
public financing implies that respite care should be
narrowly defined so it is understandable and opera-
tional. To define respite care as all services re–
quired by families not currently being offered,
ignores the potential and mandates of existing pro-
grams, creates confusion regarding its mission, and
implies uncontrollable budgetary implications. (1980,
p. 20)

D. Review of Respite Care Programs in Other States

This section will highlight respite care programs that have been
developed in two selected states: Massachusetts and Wisconsin.
Products and experiences of additional states may be noted in the
above text and in the list of references. Although literature and
research is relatively underdeveloped regarding respite care, there
are several training curricula and other resources that may prove
helpful. A listing of such resources are presented in the Appen-
dix.

Massachusetts

Massachusetts was among the earliest developers of respite care
services in the country (Upshur, 1978). In 1977, the Massachusetts
Developmental Disabilities Council recognized the need for “a com-
prehensive, integrated approach to the provision of respite care
services!!and created The Respite Care Policy Development project
with an advisory committee consisting of six state agencies, pro-
viders, and consumer groups (p. 1). The results of this project
and subsequent grant projects through Developmental Disabilities
led to several accomplishments in developing respite care services
in Massachusetts.

A Respite Care Interagency Policy Committee was established to
coordinate efforts and facilitate communication between the major
funding agencies: the Department of Mental Health, the Department
of Social Services, and the Department of Public Health (Massachu-
setts Developmental Disabilities Council, 1982, p. 1). Each agency
has defined respite care, established regulations or service stand-
ards guided by the recommendations made by The Respite Care Policy
Development Project and The Respite Care Interagency Policy Com–
mittee. Program standards have been enforced by way of funding
mechanisms rather than licensure (Upshur, 1978, p. 58; Upshur, 1982,
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p. 2). Providers of respite care services were reimbursed for serv-
ices rendered through “Purchase of Service Agreements” with a state
agency (Massachusetts Department of Social Services, 1983a, p. 1).
Unit rates for services were negotiated by each state department
through tileMassachusetts Rate Setting Commission procedures. Each
state department has monitored the performance of respite care pro–
viders from whom services were purchased in order to assure compli–
ance with Purchase Agreement terms, state and federal regulations,
service standards, and licensing requirements. Monitoring activi-
ties have included desk reviews, desk audits, and site visits. The
latter has included consumer billing verification, compliance moni-
toring, and interviews witl~ the respite care provider (p. 2).

The Massachusetts Department of Mental Health established a set of
regulations regarding four service models that had been classified
and defined by the Respite Care Policy Development Project (Upsllur,
1978, pp. 56-58):

● Group Respite Providers: Group homes set up
solely for providing short-term placements;

Licensed Providers: Programs/facilities that
were already licensed for other purposes,
e.g., day care centers, family day care homes,
group care facilities, temporary shelter fa-
cilities, and nursing homes;

Community Respite Providers: Persons who were
recruited by respite placement agencies and
provided respite care in their own homes or in
the homes of clients; and

Respite Placement Agencies: Programs that re-
cruited, trained, monitored community provid-
ers, and placed clients with community provid-
ers. (Massachusetts Department of Mental
Health, Chapter 400, pp. 11-12)

The above classifications assisted the state agencies in establish-
ing standards for respice care service providers who were no~ li-
censed and provided “add on” regulations for already licensed pro-
grams (Upshur, 1978, p. 59).

Between the three major funding agencies in Massachusetts, a con–
siderable amount of public funds have been allocated for purchase
of respite care services. The following allocations were made
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for fiscal year 1983 (United Community Planning Corporation, 1982c,

P* 1).

DEPARTMENT ALLOCATION

Mental Health $5,504,124
Public Health 241,800
Social Services 1,000,000

TOTAL $6,745,924

In fiscal year 1982, there were approximately 15,500 people who re-
ceived respite care services through these three state agencies in
Massachusetts (p. 2).

Wisconsin

Wisconsin demonstrated the generic nature of respite care services.
In addition to the population with developmental disabilities, res-
pite care demonstration projects were designed to serve persons
with mental illness, physical disabilities, elderly persons, and
children. The latter included children who were not necessarily
physically, emotionally, or developmentally disabled but were in
stressful family environments where there was a risk of abuse or
neglect (Wisconsin Department of Health and Social Services, 1981,

P“ 1).

Cretney (1983) stressed the importance of how a state defines res-
pite care at the onset of designing and planning for respite care
services. !!Mostpolicy decisions and discussion seem to revert

back to how respite care is defined in the first place,” Cretney
commented. In Wisconsin, respite care was broadly defined as:

. . . the temporary or periodic provision of a range
~f services which helps prevent individual and family
breakdown or institutionalization by relieving the
usual (primary) caregiver of stress resulting from
giving continuous support and care to a dependent in-
dividual. (Wisconsin Department of Health and Social

Services, p. 1)

In 1980 and 1981, ten demonstration projects were state-funded by
the Wisconsin Division of Community Services. The use of respite
care as a family service to relieve stress was the basic goal of
all the projects regardless of the nature of the dependency.

During the two years of demonstrating respite care services in Wis-
consin, 458 families were served (p. 4). Devel~pmentally disabled

individuals and elderly persons were the two major groups using
respite services (see Table 2). Care in the individual’s own home
was the setting by choice in 80 percent of the cases. The only

exception to the trend of care in the individual’s home was for
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children at risk of abuse and neglect who received care in the res-
pite workers’ homes. Other si~es of care available were foster
families3 group homes, or institutionalservices.

Table 2
Wisconsin: Target Population

for Respite Care for CY 1980-1981

NUMBER OF
INDIVIDUALS

SERVED
~

TYPE OF INDIVIDUALS
USING RESPITE SERVICES 1980 1981

Children at risk of abuse or neglect 107 62

Developmentally disabled persons 187 236

Elderly persons 197 191

Mentally ill persons 11 16

Physically disabled persons 47 43— —

TOTAL 549 548

Wisconsin attempted to identify the factors that either facilitated
or hindered the provision of respite services. Community awareness
and understanding of the respite care program had a definite impact
on the appropriateness and timeliness of referrals. As families
and agencies better understood the service, families were better
able to plan for service requests, which, in turn, facilitated bet-
ter scheduling and assignment of respite care workers. Interagency
coordination for planning as well as implementation was critical
both in reducing costs and duplication of efforts as well as meet–
ing families’ needs more effectively (p. 17).

E. Financing Respite Care Services

There have not been enough respite care services available because
of !Ianabsence of a stable funding base” (Cohen) 19823 P“ 10)”

Temporary funding, mostly for demonstration purposes,has been pro-
vided by Developmental Disabilities such as in Wisconsin, Maryland,
Massachusetts, and Missouri. Long-range funding has been difficult
to obtain and has been fraught with restrictions due to income
tests and other eligibility requirements.
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In a review of possible federal funding sources for respite care
programs, Ross (1980) concluded that utilization of generic fund-
ing programs (i.e., funding programs not limited to those with dis-
abilities) seemed to be the key to financing respite care (p. 21).
Federal programs seen as accessible were Title XIX Medicaid, Ti-
tle XVIII Medicare, Crippled Children’s Services, Maternal and
Child Health Services, SS1 Disabled Children’s Program, Title IV(B)
Child Welfare Services, and Title XX Social Services. “The long–
range solution . . . is to liberalize the generic funding programs
so that respite and related family support services may be fi-
nanced” (p. 21).

Additional federal programs explored by Ross in 1980 were: Ti–
tle XX Training, ACTION volunteer programs (VISTA and Foster Grand-
parent Program), Title III of the Older Americans Act, and The
Cooperative Extension Service of the United States Department of
Agriculture.

Cohen (1982) noted that, !Iclearly,a highly desirable addition to

these systems (federal programs) would be legislation aimed at pro-
viding support for a variety of community-based, noninstitutional
services, including respite care” (p. 10). In part, such a program
was created when the U.S. Congress passed The Omnibus Budget Recon-
ciliation Act of 1981. Under Section 2176, states were provided
the opportunity to apply for a waiver of certain Medicaid statutory
limitations in order to allow the states to develop home and commu-
nity-based services for eligible persons who would otherwise require
placement into Intermediate Care Facilities and other costly long-
term care facilities. Many states have applied and been approved
under this waiver (Intergovernmental Health Policy Project, 1983).

In the 1983 legislative session in Minnesota, authorization was
given to the Department of Public Welfare (MINN.STAT. Chapter 312)
to apply for such a waiver. Waivered services at a minimum, in-
cluded “case management, family training and support, developmental
training homes, supervised living arrangements, semi–independent
living services, respite care, and training and habilitation serv–
ices” (emphasis added). State Representative Ann Wynia, St. Paul,
a chief advocate behind the bill, commented on what she hoped would
be accomplished through this enabling legislation: “I hope that
this is going to give us a more rational system of services, a 5y5-
tem that will reflect individual needs as well as sensitivity to
the cost of services” (Infor?nztion Exchunge--State Supplement, .July
1983, p. 1).

111. DISCUSSION

A review of literature about respite care services revealed that it is a sup-
portive as well as a preventive service for families. Aimed at providing
relief to the primary caregivers, or parents, respite care services may not
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only help in reducing stress that often accompanies the responsibilities of
caring for a severely disabledldependent family member, but it may also pre-
vent or forestall permanent out-of-home placement that would be more costly
and more restrictive of individual freedoms.

Because respite care services have not been available in most communities
in Minnesota, there has been an overreliance on the use of state hospital
facilities by families seeking temporary relief from or care for their dis-
abled family members. In view of the spiraling costs of out-of-home place-
ments and a heightened awareness of the service functions that families
perform for their members, human service planners and policy makers must
address the question, TtHowcan we help to keep families inEaCt?”

An array of family support services must be conceptualized and implemented
among which respite care should be an integral part. Through support groups
and specialized training, parents must not only learn the value of using
leisure time for themselves, but they must recognize the danger signals and
effects of stress in their daily lives. Besides the provision of temporary
relief, qualified respite care providers could also help to imrpove andlor
reinforce parenting and homemaking skills.

If respite care services are to become an established social service in Min-
nesota, several key elements must be addressed, of which a few include:
(a) arriving at a consensus on a definition of respite care; (b) the estab-
lishment of a sound funding base; (c) the possibility of providing respite
care as a generic service that would broaden the scope of clientele to be
served and the consolidation of categorical funds; (d) the provision of
training of respite care service developers/providers and parents; and
e) the involvement of parents throughout the planning and implementation
phases of creating a coordinated network of support services to families.

A continuation of this discussion is contained in PolicU Analysis Paper
No. 21, entitledSummary and Analysis of Minnesota Developmental Disabili-
ties Respite Care Demonstration Projects (Federal Fiscal Year’s 1981-198s).
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